HORINGSSVAR

KL's hgringssvar til Sundhedsstyrelsens anbefalinger pato: 21 Juni 2018

for bgrnepalliation Sags ID: SAG-2018-01670
Dok. ID: 2570643

KL har den 27. juni 2018 modtaget hgringsudkast til Sundhedsstyrelsens E-mail: AEN@kI.dk

Anbefalinger for palliative indsatser til b@rn, unge og deres familier. KL tak- Direkte: 3370 3720

ker for muligheden for at afgive haringssvar p& anbefalingerne. Weidekampsgade 10
Postboks 3370

Det har ikke veeret muligt at behandle KL's hgringssvar politisk indenfor tids- 2300 Kabenhavn S
fristen, hvorfor KL tager forbehold for senere politisk behandling. . KLdk
Side 1 af 1
KL byder anbefalingerne velkommen og ser dem som et vigtigt redskab til

fagpersoner i kommunerne, som beskaeftiger sig med palliative indsatser til

barn og unge og deres familier. KL finder det positivt, at der med anbefalin-

gerne er udarbejdet et redskab og nogle retningslinjer til netop denne mal-

gruppe, som pa mange mader adskiller sig fra den voksne malgruppe og

derfor ogsa har nogle andre behov. Derudover vurderes det brugbart, at det

tveerfaglige samarbejde og koblingen imellem det basale niveau lokalt og det

specialiserede niveau er tydeligt beskrevet i anbefalingerne.

Derudover har KL fglgende konkrete bemaerkninger:

- KL bakker op om, at der kan indgas samarbejds- eller dialogaftaler
mellem enheder og sektorer mhp. at styrke samarbejdet, videndeling
og kommunikation pa tveers, og for at tydeliggare ansvarsdelingen
og styrke aktgrernes kompetencer og kendskab til hinanden. KL op-
fordrer til, at man i dette indteenker og understgtter muligheden tvaer-
kommunale samarbejder i de enkelte regioner, eftersom der er tale
om en mindre malgruppe og tilstreekkelig volumen derfor kan veere
en udfordring ift. at opbygge viden og kompetencer i den enkelte
kommune. Dette geelder ligeledes i forbindelse med sagsbehandlin-
gen for familier med bgrn og unge med palliative behov.

- Ift. forste anbefaling vedr. monitorering og kvalitetsudvikling, hvor
alle relevante aktgrer anbefales at registrere indsatser samt monito-
rere og kvalitetsudvikle fortigbende, gar KL opmeerksom pa, at alle
kommunale aktgrer, som arbejder efter Sundhedslovens §138
(hjemmesygepleje) registrerer tilstande og indsatser i henhold til
Feelles Sprog Il (FSIII).

- KL enige i, at det er centralt, at en forudsaetning for en basal palliativ
indsats af hgj kvalitet er, at det specialiserede palliative omrade un-
derstatter det basale niveau, ligesom det ogsa geelder for de bgrne-
palliative teams. Dette vurderes seerlig vigtigt pa baggrund af den
lille patientvolumen, som kan veere en udfordring i forhold til at opret-
holde tilstreekkelig viden og kompetencer lokalt.

KL tager forbehold for eventuelle gkonomiske konsekvenser af de nye anbe-
falinger.

Med vernjlig hilsen

(I @\%ﬂp

Hanne Ag



SST Plan

Fra: Trine Bovbjerg <tbo@adm.aau.dk>

Sendt: 3.juli 2018 11:47

Til: SST Plan

Emne: Aalborg Universitet, Det Sundhedsvidenskabelige Fakultet - Haringssvar

vedrgrende 'Anbefalinger for palliative indsatser til barn, unge og deres familier

Til Sundhedsstyrelsen

Pa vegne af Aalborg Universitet, Det Sundhedsvidenskabelige Fakultet skal jeg oplyse, at vi ikke har kommentarer til
de fremsendte
Anbefalinger for palliative indsatser til barn, unge og deres familier.

Med venlig hilsen

«

AALBDRG UNIVERSITET

Trine Bovbjerg
Strategisk Radgiver | Det Sundhedsvidenskabelige Fakultet

TIf.: (+45) 9940 7349 | Email: tbo@adm.aau.dk | Web: www.aau.dk
Aalborg Universitet | Niels Jernes Vej 10 | 9220 Aalborg 9st



Janni Stauersbgll Kramer

Fra: SST Plan

Sendt: 5.juli 2018 14:12

Til: Tina Birch

Emne: Hjerteforeningen - hgringsvar: “Anbefalinger vedrgrende palliative indsatser til

barn, unge og deres familier"

Fra: Nina Bach Ludvigsen [mailto:ninabl@hjerteforeningen.dk]

Sendt: 5. juli 2018 13:08

Til: SST Plan

Emne: SV: Hgring: "Anbefalinger vedrgrende palliative indsatser til bgrn, unge og deres familier" - Haringsfrist d.
10/8-18 kl. 12.00

Til rette vedkommende

Hjerteforeningen takker for at have faet "Anbefalinger vedrgrende palliative indsatser til barn, unge og
deres familier” i hgring.

Hjerteforeningen finder, at anbefalingerne er gennemarbejdede og kommer godt rundt om palliative
indsatser til bgrn, unge og deres familie.

Hjerteforeningen undrer sig dog over, at Kreeftens Bekeempelse er den eneste patientforening, der eksplicit
naevnes i forhold til statte til efterladte (side 29). Der er andre patientgrupper, der har behov for statte, og
andre patientforeninger, der har tilbud til malgruppen. Hjerteforeningen har eksempelvis Frivillige Foreeldre,
der bl.a. giver sparring til familier, der har et terminalt barn eller har mistet et hjertebarn.

Venlig hilsen
Nina Bach Ludvigsen

HIJERTE

FORENINGEN

Nina Bach Ludvigsen
Sundhedspolitisk konsulent
Sekretariatet

Hjerteforeningen
Vognmagergade 7, 3. sal

1120 Kgbenhavn K

TIf.: +45 70 25 00 00

Dir.: +45 21 33 30 29

Email: ninabl@hjerteforeningen.dk
Web: www.hjerteforeningen.dk

From: Janni Stauersbgll Kramer [mailto:JKR@SST.DK]

Sent: 26. juni 2018 15:19

To: BUPL - Bgrne- og Ungdomspaedagogernes Landsforbund <bupl@bupl.dk>; Bgrn, Unge & Sorg/Det Nationale
Sorgcenter <info@sorgcenter.dk>; Bgrne- og Socialministeriet <sm@sm.dk>; Bgrneradet <brd@brd.dk>; Center for
Sjeeldne Sygdomme, Rigshospitalet <css-rigshospitalet.rigshospitalet@regionh.dk>; Center for Sjeeldne Sygdomme,
Aarhus Universitetshospital <css@rm.dk>; Danmarks Laererforening <dlf@dIf.org>; Dansk Bgrneortopaedisk Selskab
<niels.ellitsgaard.01 @regionh.dk>; Dansk Cardiologisk Selskab <dcs@cardio.dk>; Dansk Endokrinologisk Selskab
<troels.krarup.hansen@clin.au.dk>; Dansk Heematologisk Selskab <sekretaeren@hematology.dk>; Dansk
Karkirurgisk Selskab <info@karkirurgi.dk>; Dansk Lungemedicinsk Selskab <info@lunge.dk>; Dansk Multidisciplinaer
Cancer Gruppe for Palliativ Indsats <inge.alsmith@regionh.dk>; Dansk Nefrologisk Selskab
<secretary@nephrology.dk>; Dansk Neurologisk Selskab <er@dadl.dk>; Dansk Neuropaediatrisk Selskab
<christina.hoei-hansen@regionh.dk>; Dansk Palliativ Database <mold@sund.ku.dk>; Dansk Psykiatrisk Selskab
<Helen.gerdrup.nielsen@regionh.dk>; Dansk Psykolog Forening <dp@dp.dk>; Dansk Paediatrisk Selskab
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SST Plan

Fra: Jakob Bro <jbro@FOA.DK>

Sendt: 5.juli 2018 12:45

Til: SST Plan

Emne: Hering: Anbefalinger vedrarende palliative indsatser til bagrn, unge og deres
familier

Vedheeftede filer: VS: Haring: "Anbefalinger vedragrende palliative indsatser til bgrn, unge og deres

familier" - Haringsfrist d. 10/8-18 kl. 12.00; Haringsbrev_bgrnepalliation.pdf;
Hgringsliste_bgrnepalliation.pdf;
Haringsudkast_Anbefalinger_palliation_bgrn_unge_og deres familier.pdf;
signaturbevis.txt

Til Sundhedsstyrelsen.

FOA takker for muligheden for at komme med bemaerkninger til denne hgring. FOA har dog ingen kommentarer til
det fremsendte hgringsmateriale.

Med venlig hilsen

Jakob Bro
Sundhedsfaglig konsulent

r SAMMEN
- Dn 6OR VI FORSKELLEN

FOA FAGLIG
Staunings Plads 1-3, DK 1790 Kgbenhavn V

Direkte: +4546 97 2412 Mobil +4531 7163 61
Mail: joro@foa.dk

www.foa.dk
www.facebook.com/FagOgArbejde

Fra: May-Ann Riis Pedersen

Sendt: 27. juni 2018 07:22

Til: FOA-FAGLIG <fagarb@FOA.DK>

Cc: Morten Bruun Sggaard <mobs@FOA.DK>; Eike Byg Huish <ebhu@FOA.DK>

Emne: 18/267300Hgring: " Anbefalinger vedrgrende palliative indsatser til bgrn, unge og deres familier

Se venligst vedhaeftede hgringsmateriale vedrgrende offentlig hgring af "Anbefalinger vedrgrende
palliative indsatser til bgrn, unge og deres familier”.

Hgringsmaterialet kan ogsa findes pa Hgringsportalen via dette link:
https://hoeringsportalen.dk/Hearing/Details/61968

Hgringssvar sendes til plan@sst.dk

Hgringsfristen er: Fredag den 10. august 2018 kl. 12.00.



Sundhedsstyrelsen
Att.: plan@sst.dk

Horing om ”Anbefalinger for palliative indsatser til born, unge og deres fami-
lier

Ergoterapifaglige Selskaber og Ergoterapeutforeningen har modtaget Sundhedssty-
relsens udkast til anbefalinger for palliative indsatser til bgrn, unge og deres familier i
hgring. Ergoterapifagligt Selskab for Kreeft og Palliation og Ergoterapeutforeningen
har fglgende bemeerkninger til udkastet:

Generelt synes vi, at det er positivt, at barn, unge og deres familier far deres "egne
anbefalinger” pa omradet, og udkastet malretter sig fint denne gruppe af mennesker.
Der er et fint fokus pa den vigtige tvaerfaglige indsats i arbejdet med bgrn, unge og
deres familier i udkastet, men vi finder samtidig, at der er behov for en stgrre tydelig-
hed i forhold til de ergoterapifaglige indsatser.

Pa side 3, sidste afsnit af afsnit 1.1 opremses de tveerfaglige sundhedsprofessionelle
pa sygehuse. Her bgr ergoterapeuter naevnes pa lige fod med de gvrige faggrupper,
idet ergoterapeuter udger en vaesentlig del af den tveerfaglige indsats pa sygehu-
sene.

Pa side 10, afsnit 3 om malgruppen bar vel ogsa familierne/pararende naevnes som
malgruppe?

Pa side 17 anfgres i skemaet under 4.2, hvilke fagpersoner, der kan inddrages i den
tveerfaglige vurdering. Sadan et skema kan vaere meget informativt, men safremt en
eller flere faggrupper ikke er neevnt, risikeres det, at deres kompetencer ikke fuldt
udnyttes i indsatsen. Derfor bgr ergoterapeuter og fysioterapeuter veere en del af op-
listningen (ogsa selvom de muligvis er taenkt ind under kategorien "Fagpersoner
med bgrnefaglige kompetencer”).

Pa siderne 20-26 er der oplistet en raekke relevante omrader, indsatserne bar rettes
mod. Her kunne man med fordel inkludere aktivitet og deltagelse i form af de aktivi-
teter, som bgrn og unge gnsker at deltage i samt har behov for at deltage i.
Ergoterapifagligt Selskab for Kraeft og Palliation og Ergoterapeutforeningen uddyber
gerne dette hgringssvar.

Med venlig hilsen

Line Lindahl-Jacobsen
Konstitueret formand for Ergoterapifagligt Selskab for Kraeft og Palliation

Beate Jarl
Chefkonsulent, Ergoterapeutforeningen

Ergoterapeutforeningen
Ngrre Voldgade 90
DK-1358 Kgbenhavn K
TIf: +4588826270

cvrnr. 191211 19

etf.dk

Den 6. juli 2018
Ref.: BJ



Notat Kreftens Bekampelse

5. juli 2018
Til Sundhedsstyrelsen, Enhed for planlaegning, plan@sst.dk Patient- & Pargrendestgtte
Fra Kreftens Bekaempelse

Strandboulevarden 49
Sider 1 2100 Kgbenhavn @

TIf +45 3525 7500

www.cancer.dk

UNDER PROTEKTION AF
HENDES MAJESTAT DRONNINGEN

Kraftens Bekempelses hgringssvar pa
""Anbefalinger for palliative indsatser til bgrn, unge og deres familier”

Kraeftens Bekeempelse finder det meget relevant og positivt, at der nu er udarbejdet anbefalinger
for palliative indsatser til bgrn, unge og deres familier.

Kraeftens Bekeempelse finder det serligt vigtigt, at det nye udkast til anbefalinger peger pa en
tidlig indsats med systematisk identifikation af palliative behov hos barn, unge og deres pargren-
de. I forleengelse af dette finder Kreeftens Bekempelse det ogsa meget positivt, at Sundhedsstyrel-
sen anbefaler en koordineret og sammenhzangende indsats pa tvaers af sektorerne understettet af
en dggndakkende radgivningsfunktion fra de specialiserede bgrneteams.

For at sikre en sa kvalificeret indsats som muligt ansker Kraften Bekempelse i hgj grad at bakke
op om anbefalingerne om, at der udarbejdes kompetenceprogrammer for personalegrupper der
arbejder med denne patientgruppe og deres pargrende, at der sikres monitorering af omradet, samt
at der i internationalt forskningsregi udarbejdes validerede behovsvurderingsskemaer.

| anbefalingerne naevnes der flere gange mulighederne for aflastning. Herunder kunne det med
fordel preeciseres, at ogsa mulighederne for aflgsning kan vere relevant for de ramte familier.

| afsnittet "basal palliation til barn/ unge med kraeft eller heematologiske sygdomme navnes en
raekke stottetiloud. Herunder kan med fordel ogséa navnes Kraftens Bekaeempelses tilbud sasom
OmSorg og Ung Kraft.

| afsnittet *Statte til efterladte” fremgar det, at der findes samtalegrupper for foraldre, der har mi-
stet i regi af Kreaeftens Bekeempelse. Det bgr her preeciseres, at Kraeftens Bekaempelse har en flere
forskellige former for statte- og radgivningstilbud til efterladte, savel online som pa telefon og i
kreeftradgivningerne.

Kraeftens Bekeempelse ser frem til det videre arbejde med implementeringen af anbefalingerne og
udvikling af det palliative omrade for bgrn og unge med livstruende sygdomme.

Med venlig hilsen

S

Laila Walther
Afdelingschef, Kreeftens Bekaempelse



SST Plan

Fra: Lena Hamm <Lena.Hamm@rsyd.dk>

Sendt: 9.juli 2018 09:23

Til: SST Plan

Emne: haringssvar vedr. "anbefalinger for palliative indsatser til barn og unge og deres
familier"

Vedheeftede filer: signaturbevis.txt

Kaere Jer

Jeg har deltaget i arbejdsgruppen.

Jeg har tidligere kommenteret pa afsnittet “basal palliation til bgrn/unge med
neurologiske/genetiske sygdomme”. Jeg prgver igen...

Det sidste afsnit, der starter med “neuropaediateren henviser til specialiseret

palliativ indsats i det b@rnepalliative team, hvor der ikke gnskes genoplivning ved
hjertestop, eller respiratorbehandling”. Jeg har forlgb, hvor vi kommer pa, nar tingene er
meget kompliceret, det kan vaere fra diagnosestart — uden at der er lavet et
behandlingsloft. Vi samarbejder sa med kontaktlaegen om den proces. Jeg vil veere meget
ked af, at der kun star sadan - en formulering med, at det specialiserede team ogsa kan
medindrages tidligere ved sarlig komplicerede eller darlig prognose vil vaere godt. Det har
det i hvert fald vaeret i de familier, vi har det i Region Syddanmark. Det er ikke mange, men
de er der.

Ligeledes gnsker jeg mig, at den telefoniske d@gnkontakt til palliationsteamet kommer frem
i en af kasserne. Sa det ses.

Venlig hilsen

Lena Hamm
Overleege
Paediatrisk Palliativt Team Region Syddanmark

Lena.Hamm@rsyd.dk
mobil +45 30484399

OUH *

OUH
Odense Universitetshospital
TIf. +45 6611 3333




SST Plan

Fra: Tine Busch Davidsen <Tine.Busch@rsyd.dk>

Sendt: 11. juli 2018 15:00

Til: SST Plan

Emne: Tine Busch Davidsen - Haringssvar - Ideer til rettelser til Hgringsudkast:
Anbefalinger for palliative indsatser til barn, unge og deres familier

Vedheeftede filer: signaturbevis.txt

Hej

Pa side 3: Det sidste afsnit under 1.1 Baggrund og formal — mangler der og sta de bgrnepalliative teams i det sidste
afsnit.

Pa side 5: Andet afsnit : specialiseret palliativ indsats til bgrn og unge og deres familier: Jeg mener dette er vigtigt
det er ogsa skrevet ind under i voksen palliation. For indsatsen kan kaldes hgjt specialiseret skal der vaere mulighed
for tveerfaglig indsats - Specialiseret palliativ indsats kendetegnes ved tvaerfaglig indsats.

Med venlig hilsen

Tine Busch Davidsen
Fysioterapeut

H.C. Andersen Bgrnehospital
tine.busch@rsyd.dk
TIf..24672296

OUH

Odense Universitetshospital

Sdr. Boulevard 29, Indgang 140, stuen, 5000 Odense C
TIf. 66 11 33 33

Region Syddanmark



DANSK BN ACRS] FORENING

Sundhedsstyrelsen Kgbenhavn, den 13. juli 2018
Islands Brygge 67
2300 Kgbenhavn S

Hgringssvar vedrgrende anbefalinger for palliative indsatser til bgrn, unge og deres familier

Dansk Psykolog Forening takker for muligheden for at afgive hgringssvar vedrgrende anbefalinger for pal-
liative indsatser til bgrn, unge og deres familier og saetter pris pa at have bidraget til arbejdsgruppen med
to repraesentanter.

Neervaerende hgringssvar forholder sig overordnet til anbefalingernes betragtning af psykologer inden for
dette sundhedsfaglige omrade. Hertil kommenteres psykologernes vilkar for deltagelse i det palliative
team, som fremgar i anbefalingerne for palliative indsatser til bgrn, unge og deres familier.

Psykologer som sundhedsprofessionelle

Fgrst ma det understreges, at psykologer, der arbejder inden for sundhedslovens omrade, er sundheds-
personer. Derfor bgr de defineres som sundhedsprofessionelle, frem for gvrige fagprofessionelle, pa lige
fod med laegerne i forbindelse med anbefalingerne for palliative indsatser til bgrn, unge og deres familier.

| forbindelse med indsatser mod angst, depression, selvmordstanker etc., har psykologer szerlige kompe-
tencer til at foretage udredning, beskrivelse og vurdering af psykiske problemer og lidelser, herunder dif-
ferentialdiagnostisk udredning og vurdering. Hertil kan psykologer bidrage med en vurdering af risiko for
udvikling af psykiske lidelser som angst, PTSD, depression og kompliceret sorg, sa den palliative indsats
kan forhindre, at en psykisk problematik forvaerres. | den forlaengelse vil det vaere hensigtsmaessigt, at en
"vurdering af risiko for udvikling af psykiske lidelser som angst, PTSD, depression og kompliceret sorg”
indgar som et seerligt indsatsomrade i vurderingen af behov hos barnet eller familien. Det er endvidere
kun psykologer, som kan foretage kognitive tests i vurderingen af barnets behov, hvilket ikke fremgar pa
side 16. Andre fagpersoner kan derfor ikke erstatte psykologens funktion, hvorfor det bgr ekspliciteres i
anbefalingerne, at indsatser mod disse psykiske problemer og lidelser bgr varetages af psykologer. Grun-
det ovenstaende bgr psykologer desuden fremga eksplicit i oversigten over aktgrer, der inddrages i den
tveerfaglige vurdering af barnets og familiens behov pa side 17.

Psykologer som en del af det palliative team

Psykologer, der er specialiserede inden for fagomradet, kan ogsa have palliativ indsats som hovedopgave
og bidrager med et szerligt og vigtigt perspektiv i den palliative indsats. Psykologers arbejde i denne ind-
sats er afggrende, idet det kraeves, at det palliative team bade har fokus pa og viden om barnets samt he-
le familiens kompleksitet, herunder de psykologiske dynamikker og problematikker. Dette er én af psyko-
logens grundkompetencer, og psykologer kan som naevnt imgdekomme den risiko, der er i forlgbet for, at
barnet og familien udvikler psykiske problemer eller egentlige psykiske lidelser. Grundet psykologernes

V
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DANSK BN ACRS] FORENING

seerlige indblik i det psykiske liv hos barnet og familier, bgr det endvidere ekspliciteres pa side 18, at den
ngdvendige stgtte, som familien kan have selvstaendigt behov for igennem forlgbet, bgr veere i form af
psykologsamtaler. Psykologer udger derfor et afggrende perspektiv i det palliative team, hvorfor de som
udgangspunkt ogsa bgr veere en ngdvendig faggruppe ligesom, det anbefales, at der skal indga mindst én
lege og én sygeplejerske med relevante kompetencer.

Det er ydermere ngdvendigt for en optimal indsats, at der tilbydes efteruddannelse i palliation i forbindel-
se med bgrn og unge, idet bgrnepalliation adskiller sig fra andre former for palliative indsatser. Hertil
navnes det pa side 41 i anbefalingerne, at (...) palliation, herunder til bgrn, unge og deres familier, endnu
ikke teenkt ind i alle prae- og postgraduate uddannelsesforlgb pG sundhedsomrddet. Derfor bgr det indtil
videre anbefales, at der skal anvendes midler til efteruddannelse inden for omradet, saledes at psykologer
og andre relevante sundhedsprofessionelle kan klaedes ordentligt pa til at varetage denne palliative opga-
ve optimalt.

Endeligt er det vigtigt, at der tages hand om de involverede sundheds- og fagpersoner med tiloud om eks-
tern supervision, hvorimod der i anbefalingerne pa side 39 kun anbefales, at der foretages supervision in-
ternt i det palliative team. Der er behov for ekstern supervision, fordi det er sveert at have en neutral su-
pervisorrolle, nar man selv indgar i teamet. Hertil er der meget sjaeldent to psykologer i det palliative
team, som kan agere supervisorer for hinanden.

Med venlig hilsen

Merete Stromming
Naestformand, Dansk Psykolog Forening
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SST Plan

Fra: Pernille Dam Christophersen <pernille.christophersen@rsyd.dk>

Sendt: 19. juli 2018 13:58

Til: SST Plan

Cc: Rikke Randrup Mgiller

Emne: Pernille Christophersen - "Hgringssvar vedrgrende ‘Anbefalinger for palliative
indsatser til bgrn, unge og deres familier™

Vedhaeftede filer: Kommentarer til hgringsudkast.docx; signaturbevis.txt

Hej

Det har vaeret speendende laesning.
Jeg har vedhaftet dokument med kommentarer.

Med venlig hilsen

Pernille Christophersen
Barnesygeplejerske

Afd. H2 og Paediatrisk Palliativt Team
H.C. Andersens Bgrnehospital, OUH
pernille.christophersen@rsyd.dk




Kommentarer til hgringsudkast:

Afsnittet omkring basal palliation til nyfgdte bgrn med sveert invaliderende lidelser og lidelser
med dgden til fglge pa side 24:

Der star fgrst i afsnittet at den palliative indsats til disse b@rn er hgjt specialiserede, men det er
ferst langt henne i forlgbet at det skal overvejes at inddrage det specialiserede team.

Jeg mener at det optimale ville vaere, at det specialiserede team er med til samtale med familien,
sa snart man ved at det er et livstruende sygt barn vi har med at ggre. Sa har familien hilst pa
teamet. Teamet kan herefter veere med pa sidelinjen under indlaeggelsen, hvor det primaert er
afdelingen der star for den palliative indsats. Afdelingen kan sparre med teamet og inddrage det
ved behov. Og hvis familien gnsker at komme hjem, kan teamet inddrages mere og besgge
familien i hjemmet efter behov. Hvis/nar barnet dgr, er teamet klar med tilbud om samtaler/hjalp
til at sorgbearbejdning. Det relationelle er super vigtigt i sadan et forlgb. Derfor jo tidligere teamet
inddrages, des bedre for familien.

Afsnittet omkring basal palliation til bérn/unge med kraeft eller haematologiske sygdomme pa
side 25:

Der star at plejepersonalet oplaerer foraeldrene i at give medicin I.V. Det kan vaere det er sadan pa
nogle af de 4 bgrnekraeftafdelinger, men ikke dem alle. | Odense oplaeres foraldrene ikke til at
give IV.

Der star at der er et tilbud, hvor barnet kan bevare kontakt med hjemskolen — RESPECT. Rigtig
godt projekt, men det gaelder kun for RH-patienter. Skal det sta i de generelle anbefalinger, som
gelder for hele DK?

Afsnittet omkring basal palliation til bgrn/unge med neurologiske/genetiske sygdomme pa side
26:

| f@rste afsnit star der at palliativ indsats igangsaettes nar barnet/den unge har vedvarende
funktionsindskraenkning. Jeg mener at den basale palliative indsats startes, sa snart det opdages at
barnet/den unge har en neurologisk/genetisk sygdom og indgar integreret i barnets gvrige pleje
og behandling.

Der star at der fgrst henvises til det specialiserede team, nar der ikke gnskes genoplivning ved
hjertestop eller respiratorbehandling. Jeg har erfaret at det er en fordel at det specialiserede team
kommer pa fgr det fgromtalte og kan vaere behjelpelige med at tage snakken om behandlingsloft.
Jeg mener det er et godt tidspunkt at inddrage/henvise til det specialiserede team, nar det gar



"ned af bakke” for barnet/den unge, fx ved mange luftvejsinfektioner efter hinanden. Disse
familier er meget udfordret og har ofte brug for hjaelp for mange af de specialiserede teams
faggrupper og det er en stor hjeelp, at teamet kan vaere tovholder i den komplekse situation
familien er i.

Afsnittet omkring stgtte til efterladte pa side 29:

Er de specialiserede udgaende teams ikke forpligtiget til at lave noget eftervaern for familierne?

Figuren side 32:

Jeg mener at de specialiserede teams bgr inddrages/henvises til minimum et step fgr end det
viste pa figuren, og det gaelder for alle 4 kategorier.

Familierne har brug for den ekstra stgtte og hjalp, da deres situation og deres livsvilkar er meget
komplicerede.



SST Plan

Fra: Jytte Marie Eriksen Platz <jmpl@aabenraa.dk>

Sendt: 24. juli 2018 09:15

Til: SST Plan

Cc: Anna Marie Bie Lundgaard

Emne: Hgring: Anbefalinger for palliative indsatser til bagrn, unge og deres familier

Aabenraa Kommune, Social & Sundhed
Hgringssvar - Anbefalinger for palliative indsatser til bgrn, unge og deres familier
Hermed fglger Aabenraa Kommunes svar i relation til hgringen:

Hgringsmaterialet har veeret udsendt til forskellige driftsafdelinger sdsom f.eks. Sygeplejen,
Sundhedsplejen, Traening & Forebyggelse, Hjemmeplejen.

Driftsafdelingerne finder hgringsudkastet godt og vel gennemtaenkt. Der er ingen supplerende
kommentarer til hgringsmaterialet fra Aabenraa Kommunes Social & Sundhed

Med venlig hilsen
Jytte Eriksen Platz
Konsulent & Sundhedsaftale- og kompetencekoordinator

Wi nraa =3
Koormmaneg S
=

Social & Sundhed - Ledelse & Udvikling
Lokale 439

Skelbakvej 2

6200 Aabenraa

Direkte tIf. 73 76 74 72
Mobil tIf. 00 45 - 24 62 00 64

E-post: impl@aabenraa.dk

=== Teenk pa miljget -
er det ngdvendigt at udskrive denne mail ?

»Thoughts become words. Words become actions. Actions become habits. Habits become character. And character becomes your destiny.«



SST Plan

Fra:
Sendt:
Til:
Emne:

Vedhaftede filer:

Mette Rokkjeer <Mette.Rokkjaer@rsyd.dk>

27.juli 2018 14:12

SST Plan

kommentar til palliative anbefalinger for palliative indsatser til bgrn, unge og deres
familier

signaturbevis.txt

Kommentar til s 26 vedr. basal palliation til bgrn/unge med neurologiske/genetiske sygdomme:

Det bgr ikke veere et krav, at familien skal have taget stilling til ingen genoplivning, fgr et barn kan henvises til det
palliative team. Det er en proces familierne skal igennem og barnet har ofte behov for palliation, inden familien nar

der til.

Der star i starten at anbefalingen er stilet mod bgrn med livsbegraensende sygdom. En sadan sygdom kan sagtens
ses ved bgrn, hvor der fortsat skal finde genoplivning sted. Ex Duschenne mm. Men disse bgrn har stor gavn af den

palliative indsats

Venlig hilsen

Mette Rokkjeer
Overleege
Barneafdelingen

mette.rokkjaer@rsyd.dk
Direkte tlf. 76362229 Mobil -

Kolding Sygehus

- en del af Sygehus Lillebzt

Sygehusvej 24, 6000 Kolding
TIf. 7636 2000
www.koldingsygehus.dk

Ly
Region Syddanmark



SST Plan

Fra: Ulrike Dunkhase-Heinl <Ulrike.Dunkhase-Heinl@rsyd.dk>

Sendt: 31.juli 2018 08:09

Til: SST Plan

Emne: haringssvar: Anbefalinger vedrgrende palliative indsatser til barn, unge og deres
familier

Vedheeftede filer: signaturbevis.txt

Til sundhedsstyrelsen — offentlig hgring

Anbefalinger vedrgrende palliative indsatser til bgrn, unge og deres familier

Pa side 26 under basal palliation til barn/unge med neurologiske/genetiske sygedomme er der
lagt op til , at der farst skal henvises til specialiseret palliation, nar der ikke gnskes genoplivning
og respiratorbehandling. Det er mere hensigtsmaessigt at det palliative team kommer ind far og
kan veere med til at hjeelpe omkring den proces, der medfarer et behandlingsloft.
Basalpalliationen og den specialiserede palliation sammen hjeelper familierne, hvor det er rigtigt
sveert — og at det godt kan veere fgr behandlingsloftet er lavet.

Der kan som udgangspunkt ikke ses en sammenhaeng mellem foreeldrenes holdninger til
behandlingsloft og barnets behov for specialiseret palliativ hjeelp.

Det er desuden ikke en automatisme at et multihandicappet barn med en begreenset levetid far
tildelt et behandlingsloft ud fra graden af handicappet. Det er en proces foreeldrene skal igennem
og det palliative team kan vaere en stor hjeelp i denne sammenhaeng.

Der er som regel ikke tid til at drafte alle spgrgsmal og overvejelser omkring behandlingsloft i en
travl neuropaediatrisk hverdag.

Det er derfor mere hensigtsmaessigt at overlade beslutningen om henvisning til specialiseret
palliation til det lokale neuropaediatriske team uden at der foreligger generelle restriktioner.

Med venlig hilsen

Ulrike Dunkhase-Heinl
Overleege
Barneafdelingen

SLB Kolding sygehus



Socialafdelingen

Plan@sst.dk Radhuset
Torvet 1

5800 Nyborg

TIf. 6333 7000

Fax. 6333 7001
kommune@nyborg.dk
www.nyborg.dk

Heringssvar - anbefalinger vedrogrende palliative indsatser til 31-07-2018
born, unge og deres familier
Dokid.:
450-2018-164488

Nyborg Kommune har 26. juni 2018 modtaget hgringsmateriale vedr.; ~ Sagsn: 450-2018-14384

Anbefalinger vedrgrende palliative indsatser til barn, unge og deres

familier” Sagsansvarlig:

Maibritt Eghave
Direkte tif.: 6333 7804

Nyborg Kommune har ingen bemaerkninger til hgringsmaterialet. Det
Email:

skal bemaerkes, at det, heldigvis, er lzenge siden, vi har haft sa syge

barn Socialafdelingen@ny-

borg.dk

Med venlig hilsen

Maibritt Eghave
specialist

Abningstider
Mandag-tirsdag  9:30-15:00
Onsdag LUKKET
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SST Plan

Fra: Maria Kibaek <Maria.Kibaek@rsyd.dk>

Sendt: 31.juli 2018 14:03

Til: SST Plan

Cc: Niels Illum; Lone Walentin Laulund; Lars Kjeersgaard Hansen; Ulrike Dunkhase-
Heinl; Lena Hamm; Mette Rokkjeer

Emne: Hgaringssvar vedragrende ‘Anbefalinger for palliative indsatser til

Vedhaftede filer: signaturbevis.txt

| overlaegegruppen i det bgrneneurologiske team pa HC Andersen Bgrnehospital i Odense, har vi et gnske om
at andre et afsnit i hgringsudkastet.

S. 26, under overskriften ”Basal palliation til bgrn/unge med neurologiske/genetiske sygdomme” 7.afsnit:

Orginaltekst: ”"Neuropadiateren henviser til specialiseret palliativ indsats i det bgrnepalliative team, hvor der ikke
#nskes genoplivning ved hjertestop, eller respiratorbehandling -”

Forslag til 2ndring: ”Neuropaediateren henviser til specialiseret palliativ indsats i det bgrnepalliative team, hvis
barnets/den unges sygdom giver grund til at tro, at livslaengden bliver meget begraenset - ”

Med venlig hilsen
Niels Hlum

Lone Walentin Laulund
Lars Kjaersgard Hansen
Maria Kibaek



dsam

Dansk Selskab for Almen Medicin

Sundhedsstyrelsen

31.juli 2018

DSAM'’s hgringssvar til Anbefalinger vedrgrende palliative indsatser til
bgrn, unge og deres familier

DSAM takker for muligheden for at komme med kommentarer til "Anbefalinger vedr.
palliative indsatser til bgrn, unge og deres familier".

Vi er tilfredse med udformningen af anbefalingerne og har ikke specielle kommenta-
rer eller eendringsforslag.

Selv om problemstillingen er relativt sjeelden for den enkelte praktiserende lzege, er
det vigtigt, at vi netop naevnes som ressourcepersoner og vigtige samarbejdspartne-
re, hvis problemet opstar, men uden at vi palaegges 'skal-opgaver', som risikerer at
ligge udenfor vores muligheder og kompetenceomrade.

s Beich
Formand, Dansk Selskab for Almen Medicin

Stockholmsgade 55, st.
2100 Kgbenhavn @

T: 7070 7431
dsam@dsam.dk
www.dsam.dk
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REHPA

Videncenter for
Rehabilitering og Palliation

7. august 2018

MR/HT
rehpa@rsyd.dk

HORINGSSVAR

Vedr. Anbefalinger for palliative indsatser til bgrn, unge og
deres familier

En retningslinje udarbejdet under Sundhedsstyrelsen med inddragelse af en bredt
sammensat arbejdsgruppe med repraesentanter fra faglige selskaber, regioner,
kommuner og patientforeninger. REHPA har veeret inviteret ind arbejdet omkring
anbefalingerne, men kunne desveerre ikke deltage. Vi er derfor glade for at kunne
sende et hgringssvar.

REHPA anerkender det store arbejde med at udarbejde anbefalingerne, som er de
fgrste anbefalinger for palliativ indsats til barn, unge og deres familier i Danmark.

1.1 Baggrund og formal, s. 3

Kommentar: Vi vil anbefale, at der konsekvent og i brgdteksten anvendes
terminologien "livsbegreensende eller livstruende tilstande og/eller sygdomme”
fremfor "livsbegraensende eller livstruende sygdomme” med en fodnote 5, s 6. Det
er veesentligt, at det klart og tydeligt fremgar, at barn/unge ikke altid har en
sygdomsdiagnose tilknyttet, nar de har behov for palliativ indsats, eller at behov for
palliativ indsats kan opsta i forbindelse med tilstande, der fglger grunddiagnosen.
Endvidere fremstar fodnoten s. 6 uklar. Til sidst skal det naevnes, at internationalt
anvendes ofte begrebet "conditions” - evt. sammen begrebet "illness”. (1, 2, 3).

1.4.4 Andre definitioner, s. 5

Kommentar: P& s. 6 anvendes overskriften "Livsbegraensende sygdom” med
henvisning til en REHPA-publikation (2). Hvis referencen skal anvendes korrekt
skal overskriften rettes til "Livsbegraensende tilstande” (jf. endvidere ovenstaende
kommentar). Dertil kan REHPA anbefale, at der henvises til de fire overordnede
forklaringer af hvilke tilstande/arketyper, det drejer sig om afsnit 3.1 "Malgruppens
karakteristika”.

2. Sammenfatning af anbefalinger, s. 8

Generel kommentar: REHPA mangler, at der i de konkrete anbefalinger specifikt
angives behov for "respite care” hjemme eller pa institution (aflastning) og
indsatser malrettetsgskende (selvom sgskende er beskrevet s. 18-19). Begge



mailto:rehpa@rsyd.dk

REHPA

Videncenter for
Rehabilitering og Palliation
omrader er seerligt udfordrende for familierne. Ligeledes anbefaler vi, at der i
boksen "Anbefalinger om organisering, ansvar og samarbejde”, s. 9 tilfgjes, at det
tilstreebes, at udpege en nggleperson for familien, pa trods af, at dette ogsa er
naevnt i afsnit 6.3, s. 37.

Kommentarer s. 9 fgrste dot: Der bgr nok tilfgjes "familien” — da hele familien er i
fokus. Dvs: "Den palliative indsats organiseres, s& barnet/den unge og familien
tilbydes...... ”

3.1. Malgruppens karakteristika, s. 10

Kommentar: Overseettelsen af de fire kategoriseringer/arketyperne s. 10 er
upreecise (jf. 2, 3). Vi vil henvise til REHPA’s oversaettelse (2, s. 12).

6.1.1 Forlgb for sygdomsspecifikke basale indsatser, s. 32

Kommentar: Umiddelbart giver figuren s. 32 ikke helt mening. Dels passer
overskriften ikke med teksten, da stjerner ogsa angiver behov for specialiserede
palliativ indsats. Og dels kan familier have brug for specialiseret palliativ indsats,
der hvor figuren angiver behov for basal palliativ indsats. Det er som tidligere
beskrevet kompleksitet og tyngde, der angiver, hvorvidt en familie har behov for
specialiseret og/eller basal palliativ indsats. Vi vil forsla, at figuren slettes helt eller
at stjernerne anvendes pa en anden made eller at den kun anvendes til at illustrere
forskellige sygdomsforlgb.

6.2 Basal palliativ indsats pa sygehuse, s. 33

Kommentar: Enheder pa det basale palliative niveau skal ogsa indgé i forskning
0g udvikling og gerne i samarbejde med de specialiserede enheder (tilsvarende
det specialiserede palliative niveau).

8. Monitorering og kvalitetsudvikling, s. 43

Kommentar: REHPA vil anbefale, at der tilfgjes, at der er behov for at undersgge,
hvorvidt der er behov for at udvikle seerlige dataseet pd bgrne-/unge omradet, som
det giver mening at indberette til DPD. Saledes, kan det undgas, at overfgre en
logik fra voksenomradet, som muligvis ikke passer ind pa bgrneomradet.

Referencer

1. Together for Short Lives. A Core Care Pathway for Children with Life-
limiting and Life-threatening Conditions, 2013
https://www.togetherforshortlives.org.uk/wp-
content/uploads/2018/01/ProRes-Core-Care-Pathway.pdf, besggt den 6.
august, 2018.



https://www.togetherforshortlives.org.uk/wp-content/uploads/2018/01/ProRes-Core-Care-Pathway.pdf
https://www.togetherforshortlives.org.uk/wp-content/uploads/2018/01/ProRes-Core-Care-Pathway.pdf

REHPA

Videncenter for
Rehabilitering og Palliation
2. Raunkieer, M. Palliativ indsats til familier med bgrn og unge med
livsbegreensende eller livstruende tilstande — et litteraturstudie, 2015.
Kgbenhavn: PAVI, Videncenter for Rehabilitering og Palliation.
3. EACP Task Force. IMPaCCT: Standards for paediatric palliative care in
Europe. European Journal of Palliative Care 2007;14 (3):2-7.

Med venlig hilsen

Mette Raunkieer, seniorforsker

Helle Timm, professor



Hgringsvar til Sundhedsstyrelsen anbefalinger for palliativ
indsats til bgrn, unge og deres familier.

Helsinggr Kommune har modtaget hgringsudkast til Sundhedsstyrelsen
anbefalinger for palliativ indsats til bgrn, unge og deres familier.

Det har ikke vaeret muligt at behandle hgringssvaret politisk inden for
tidsfristen, hvorfor Helsinggr Kommune tager forbehold for senere
politisk og eventuelle gkonomiske konsekvenser af de nye anbefalinger.
Hgringsudkastet har veeret fremsendt til hgring i Center for Sundhed- og
omsorg og i Center for Bgrn, Unge og familier. Begge centre ser
anbefalingerne som vigtige og positive redskaber til fagpersoner, som
beskaeftiger sig med palliative lndsatser direkte malrettet bgrn og unge
og deres familier, en malgruppe som p& mange omrader adskiller fra den
voksne malgruppe og derfor har andre behov.

Som anfgrt i forlaget til hgringsudkastet udggr malgruppen et lille
patientvolumen. Helsinggr Kommune vurderer det derfor brugbart, at
hgringsudkastet udfarligt beskriver og betoner ngdvendigheden af et
tveerfagligt samarbejde og koblingen imellem det basale lokale niveau og
det specialiserede niveau, sdledes at det specialiserede palliative omréde
understgtter det basale niveau. Helsinggr Kommune bakker op om, at
der kan indgds samarbejds- eller dialogaftaler mellem sektorer og
enheder og opfordrer til, at der indtaenkes og understgttes muligheder
for tveerkommunale samarbejde i de enkelte regioner for at opretholde
og understgtte tilstraekkelig lokal viden og kompetencer.

I forhold til monitorering og kvalitetsudvikling kan det oplyses, at
Helsinggr Kommune i henhold til Sundhedslovens § 138 registrerer
tilstande og indsatser i Faelles Sprog 3.

P& www.helsngor.dk/databeskyttelse finder du oplysninger om, hvordan kommunen
behandler personoplysninger samt kontaktoplysninger pa vores databeskyttelsesradgiver.

HELSINGOR
KOMMUNE

e
g

Center for Sundhed og Omsorg

Til Center for Sundhed og
Omsorg

Stengade 59

3000 Helsinggr

Cvrnr. 64502018
Dato 7.08.2018

Sagsbehandler

Margrethe Kusk Pedersen
Centerchef

TIf. 49 28 32 61
mku04@helsingor.dk
www.helsingor.dk
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Sundhedsstyrelsen

Enhed for Planlaegning

Vedr. Hering over 'Anbefalinger for palliative indsatser for bgrn, unge og deres familier’

Det Nationale Sorgcenter takker for muligheden for at kommentere ovennavnte udkast.

Det Nationale Sorgcenter i Danmark star pa Bgrn, Unge & Sorgs mangedrige erfaring med
sorgarbejde. Formalet med centret, der er udpeget af Sundhedsstyrelsen, er at sikre, at alle relevante
fagprofessionelle i Danmark far tilstraekkelig fagkundskab, kompetence og viden til at kunne
forebygge, identificere og behandle mennesker med komplicerede sorgreaktioner, sa som angst,
depression, PTSD og WHOQ’s nye diagnose for “vedvarende sorglidelse”?, og at kommunernes og
regionernes indsats pa sorgomradet bliver udviklet.

Generelle bemaerkninger

Det Nationale Sorgcenter bifalder at udkast til ’Anbefalinger i palliative indsatser til bgrn og unge og
deres familier’ nu er defineret selvsteendigt. Det er er vigtigt at differentiere mellem pargrende og
efterladte til bgérn og unge, og til voksne og aldre, da deres problemstillinger og behov for st@tte og
behandling er forskellig.

Som i Det Nationale Sorgcenter’s hgringssvar til Sundhedsstyrelsens ’‘Forlgbsprogram for
rehabilitering og palliation i forbindelse med kreeft’ marts 2018, foreslar vi at naturlig sorg og
komplicerede sorgreaktioner beskrives selvsteendigt i anbefalingerne, og at der defineres krav til
viden og kompetencer hos de professionelle i identifikation, forebyggelse og behandling af
komplicerede sorgreaktioner hos familien omkring det alvorligt syge barn/den unge.

Specifikke bemaerkninger til de enkelte afsnit

Det Nationale Sorgcenter har fglgende specifikke bemaerkninger til afsnit 4.2 ‘Vurdering af behov’,
skema s.17, ‘Tvaerfaglig vurdering af barnets og familiens behoV'. Vi forslar at forebyggende indsatser
inkluderes i ’Indsatsomrader ift. Familiens behov’. Her teenker vi specielt pa forebyggelse af
komplicerede sorgreaktioner.

| afnittet 4.3 'Familiens behov’ og 'S@skendes behov’ foreslar vi at risiko for udvikling af komplicerede
sorgreaktioner navnes, og dermed et behov for kompetence hos de sundhedsprofessionelle i forhold
til opsporing og identifikation. | samme afsnit ‘Saerligt udsatte bgrn/familier’ foreslas at risiko for
udvikling af komplicerede sorgreaktioner naevnes, og under ‘Kulturelle forhold’ bgr definitioner og
forskellige opfattelser af sorg naevnes specifikt.

| afsnit 5.6 "Samtaler om forlgbet og livet med sygdommen” anbefaler Det Nationale Sorgcenter at
disse samtaler indeholder et fokus pa risiko for udvikling af komplicerede sorgreaktioner, som ca.

1 WHO optog i juni 2018 diagnosen ”vedvarende sorglidelse” (Prolonged grief disorder), som en del af deres ICD-11 manual. Vedvarende

sorglidelse er, nar sorgreaktioner forbliver intense over, og udover, en periode pa 6 maneder efter dgdsfaldet, og med sa hgj intensitet, at

det invaliderer den sgrgende i hverdagslivet.


https://icd.who.int/browse11/l-m/en#http%3a%2f%2fid.who.int%2ficd%2fentity%2f1183832314

DET
NATIONALE
SORGCENTER

10% af alle efterladte udvikler?. Det at miste et barn er en risiko i sig selv i forhold til at udvikle en
kompliceret sorgreaktion®. De sundhedsprofessionelle skal have kompetencer i at kunne opspore og
forebygge komplicerede sorgreaktioner, og i at kunne henvise til stgtte og eventuelt behandling.

Derudover foreslar Det Nationale Sorgcenter at disse samtaler har et stgrre fokus pa den tveerfaglige
indsats pa tveers af fagpersoner og sektorer, specielt i forhold til udsatte familier, der er i st@rre risiko
for at udvikle for eksempel komplicerede sorgreaktioner.

| afsnit 5.7 "Stgtte til efterladte” er vi meget tilfredse med at anbefalingerne henviser til
organisationen Bgrn, Unge & Sorg, og Det Nationale Sorgcenter. Vi har fglgende tilfgjelse; Det
Nationale Sorgcenter er ogsa et tilbud for voksne og aldre, specifikt i forhold til sorglinjen tIf.nr. 70
209 903, betjent af frivillige voksne og aldre, og en henvisning til www.sorgvejviser.dk?, som det er
vigtigt at de sundhedsprofessionelle har kendskab til.

Vi anbefaler at dette afsnit suppleres med et fokus pa stgtte til sgskende, saledes at der er en rgd
trdd fra afsnit 4.7, hvor sgskendes behov beskrives specifikt. Efterladte sgskende har andre
problemstillinger end efterladte forzaeldre, og der bgr veere et specielt fokus pa denne gruppe.

Derudover anbefaler vi at afsnittet suppleres med et krav til de sundhedsprofessionelle kompetencer
og viden til at kunne forebygge, identificere og behandle mennesker med komplicerede
sorgreaktioner, sd som angst, depression, PTSD og den nye diagnose ”vedvarende sorglidelse”.

Det Nationale Sorgcenter foreslar at organisationen naevnes med et link www.sorgcenter.dk

| afsnit 6.4 ' Patientforeninger, civilsamfund og gvrige aktgrer, anbefaler vi at Bgrn, Unge & Sorg og
Det Nationale Sorgcenter naevnes, specielt i forhold til afsnit 2, der beskriver de frivilliges ansvar og
roller. Bgrn, Unge & Sorg har mange ars erfaring i arbejdet med frivillige.

| afsnit 7 beskrives krav til 'Kompetencer’ og her beskrives 12 kernekompetencer som
sundhedspersonalet bgr have i forhold til palliative indsatser til bgrn, unge og deres familier. Det
Nationale Sorgcenter anbefaler at kernekompetence nr.10, udvides med fglgende formulering;
Opspore risiko for at udvikle - og forebygge komplicerede sorgreaktioner.

Med venlig hilsen
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Preben Engelbrekt
Direktgr

2Lundorff, M., Holmgren, H., Zachariae, R., Farver-Vestergaard, I., & O’Connor, M. (2017). Prevalence of prolonged grief disorder in adult
bereavement: A systematic review and meta-analysis. Journal of Affective Disorders, 212; 138-149.
3 Burke L, Neimeyer RA. Prospective risk factors for complicated grief: a review of empirical literature. I: M.S. Stroebe, H. Schut & J. Van
den Bout (red.) Complicated grief. Scientific foundations for health care professionals. New York: Routledge 2013
4 Over 10.000 efterladte og pargrende har anvendt sorgvejviseren i 2017, i deres sggen efter stgtte, som for eksempel gratis lokale
sorgstgttegrupper.
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SUNDHEDSSTYRELSENS UDKAST TIL "ANBEFALINGER FOR PALLIATIVE INDSATSER TIL B@RN,
UNGE OG DERES FAMILIER”

Hgringsbemaerkninger 8. august 2018

Dansk Selskab for Palliativ Medicin (DSPaM)

Dansk Selskab for Palliativ Medicin (DSPaM) takker for muligheden for at kommentere pa 'Udkast
til ” Anbefalinger for palliative indsatser til bgrn, unge og deres familier”.

Vi har fglgende tekstnaere kommentarer:
Afsnit 5.3. specialiseret indsats

Familien kan henvises til specialiseret indsats ved det hospitalsbaserede palliative team,
Lukashuset eller FamilieFokus — FamilieFokus kan ikke vaere en del af den specialiserede indsats
nar der ikke indgar en laege i tilbuddet. Der skal vaere laege ansat for at man kan kalde det et
specialiseret tilbud. Bgr derfor ikke sta under dette afsnit. Specialiseret palliativ indsats foregar i
de hospitalsbaserede teams og pa hospice, incl specialiserede palliative sengeafdelinger.

Afsnit 6.1 organisering af den palliative indsats

Opgaver der Igses tilfredsstillende af bgrneafdelingerne pd basalt niveau bgr ikke flyttes til
specialistniveau, men kan eventuelt udvikles gennem taettere og mere systematisk kontakt med
bgrnepalliative teams.. Vi kan kun stgtte opfordring til systematiske konferencer mellem det
basale niveau og specialist niveau. Evt MDT konferencer som ogsa indgar i Sundhedsstyrelsens
”"Anbefalinger for den palliative indsats ” fra 2017.

Afsnit 6.22 Den specialiserede indsats

Teamet bestar af specialuddannet tveerfagligt personale fra sygehuset.. der naevnes ikke her
hvilke faggrupper der er tale om — det g@res der under bgrnehospice. Der er for de
hospitalsbaserede teams vedkommende tale om de samme faggrupper. Det bgr praeciseres

Det anbefales, at barnets/den unges sygehistorie og indikation for henvisning drgftes med laege
eller sygeplejerske i bgrnepalliativt team- Hvorfor skal der ikke bare sendes en henvisning hvis
man som laege finder det relevant? Der star i gvrigt ikke tilsvarende anbefaling i forhold til
henvisning til b@rnehospice.

Der star ikke noget om tilbuddet til efterlevende foraldre og s@skende under afsnittet omkring de
hospitalsbaserede teams. De tilbyder ogsa dette, det er ikke kun et tilbud i hospice regi. De
hospitals baserede teams behandler de samme symptomer som der beskrives under bgrnehospice
afsnittet. De to afsnit bgr afstemmes vedr disse omrader.



Afsnit 8. Monitorering og kvalitetsudvikling

Det anbefales at alle der arbejder med specialiserede palliative indsatser til bgrn og unge
indberetter data for disse indikatorer til Dansk Palliativ Database.. Dette er en meget vigtig pointe
som godt kunne skaerpes i anbefalingerne.

Generelt:

e Der bgr i anbefalingerne vaere selvstaendigt fokus pa transition fra paediatrisk regi til voksen
regi i sundhedsvaesnet. Det har man arbejdet med i mange specialer igennem flere ar, det
synes sarlig relevant for patienter med palliative behov.

e Entydig anbefaling af dggntilgeengelighed fra det specialiserede bgrnepalliative team



Til Sundhedsstyrelsen.
Heringssvar vedr. Anbefalinger for palliative indsatser for bern unge og deres familier

1.8.2018

Dansk Selskab for Onkologisk og Palliativ Fysioterapi takker for muligheden for at komme med
hgringssvar til Sundhedsstyrelsens revision af "Anbefalinger for den palliative indsatser til barn,
unge og deres familier.”

Overordnet er det glaedeligt, at der er sa meget opmaerksomhed pa fysioterapi i anbefalingerne

@vrige kommentarer:

Afsnit 5.1. Indsatser i forhold til fysiske symptomer.

Siden anbefalingerne stetter op om den helhedsorienterede tilgang til barnet/den unge, bar der
under afsnittet startende med: De ikke-farmakologiske indsatser, anden saetning: Indsatsen kan
veere....0gsa haevnes massage og bergring, da denne form for behandling ofte kan give en
selvforstéelse til barnet og desuden understreger vigtigheden for alternative indfaldsvinkler for at
varetage barnets behov.

Vi gnsker at fa behandlingsformen varmebehandling ud, da udger en for snaever anskuelse af
behandling i forhold til de andre ord og ofte ikke bruges.

Afsnit 6.2.2. Den specialiserede indsats

Overordnet er der for stor forskel pa de to beskrivelser af tilbuddene, hvad angar palliative teams
og hospice. Disse bgr samkgres bedre, sa hospice ikke kommer til at std mere positivt end
palliative teams.

Vedr. de hospitalsbaserede regionale teams:

Det bar fremga, hvilke faggrupper der findes for, at det er tveerfaglig. Der mangler at blive naevnt,
hvad tilbuddet er for efterlevende foreeldre og sgskende.



Sidste afsnit: Saetningen: Det anbefales, at barnets/den unges sygehistorie og indikation for
henvisning draftes med laege eller sygeplejerske i barnepalliativt team, inden der laves en
henvisning. Vi mener ikke, at det udelukkende bar veere laege eller sygeplejerske, og det med
fordel kan aendres til personale i teamet. Bor derudover samkares med procedure ved hospice.

| hab om, at ovenstaende er brugbart.

Med venlig hilsen

Dansk Selskab for Onkologisk og Palliativ Fysioterapi
Karen Thagersen

Fysioterapeut, Cand. San

Specialist i Onkologisk Fysioterapi

Enhed for Lindrende Behandling

Aarhus Universitetshospital



Hgringssvar vedr. Anbefalinger for palliative indsatser til bgrn, unge og deres
familier.

Dato: 9. august 2018

Brgndby kommunes Bgrne-og familieafdeling, Handicapteamet

Da malgruppen er lille kan vi af gode grunde ikke have den store erfaring med bgrn og unge med behov for
palliative indsatser. Igennem de senere ar har vi i gennemsnit veeret i bergring med 2 bgrnefamilie om aret.

Vi haber, at lovgivning pa omradet kan vaere med til at kvalificere indsatsen og minimere udfordringerne i
det tvaerfaglige samarbejde som vi i sddanne sager vil indga i. Her taenkes pa hjemmeplejen,
hjemmesygeplejersker, ergo og fysioterapeuter, specielleeger samt fagpersoner forskellige
hospitalsafdelinger. Og selvfglgelig vigtigst af alt, at barnet og familien er i centrum.

Vi er et team pa 4 sagsbehandlere, der udelukkende arbejder med handicapomradet. Vi kommer som
sagsbehandlere oftest fgrst i bergring med disse sager nar barnet og familien har behov for hjlp efter
Servicelovens handicap paragraffer, hvor dokumentation/ udtalelse indhentes fra relevant laege. For at
treeffe afggrelser efter de paragraffer vi arbejder med, kreeves der dokumentation og informationer fra
foraeldrene.

| konkrete sager omhandlende palliative indsatser til bgrn, unge og deres familier straekker vi os langt og
arbejder konkret og hurtigt for at yde den rette hjzelp til familien, da vi prioriterer disse sager meget hgit.
Vores udfordring i dette arbejde, er typisk i forhold til fagprofessionelle samarbejdspartnere samt drgftelse
om gkonomien —” hvem skal betale for hvad”.

Der er i gruppen enighed om, at der er et stort behov for klar struktur og ansvarsfordeling pa dette omrade,
saledes, at alle involverede fagprofessionelle kan blive bekendt med rollefordelingen og viden de forskellige
handlemuligheder.

Brgndby Kommunes Handicapteam.



Horing vedrgrende anbefalinger for palliative indsatser til
bern, unge og deres familier

Danske Fysioterapeuter har med interesse laest Sundhedsstyrelsens Dato:
anbefalinger for palliative indsatser til bgrn og unge med livstruende og

livsbegreensende sygdomme og takker for hgringsmuligheden. 09-08-2018
Danske Fysioterapeuter henviser desuden til hgringskommentarerne indsendt
af Dansk Selskab for Fysioterapi. Email:
Overordnet skal anbefalinger have ros for opmaerksomheden pa den non- kgn@fysio.dk
farmakologiske behandling og for at understrege vigtigheden af tveerfaglighed.

TIf. direkte:

Formalet med indsatserne malrettet de fysiske symptomer er godt beskrevet i
forlabsprogrammet. Herunder er det glaedeligt, at de ikke-farmakologiske 3341 4633
indsatser beskrives som indsatser, der ogsa kan have andre mal end at

forbedre funktionsevnen, som eksempelvis at sigte mod forbedret livskvalitet

og relationelle feerdigheder.

Som det fremgar i afsnit 6.2.3 pa side 35 varetages den basale palliative
indsats i kommunerne efter den lovgivning, som beskrives i bilag 3.

Danske Fysioterapeuter er imidlertid bekendt med, at nogle kommuner har
fastsat nye retningslinjer og arbejdsgange vedrgrende den basale palliative
fysioterapi. Helt konkret begraenser de nye retningslinjer terminalerklaerede
borgeres mulighed for at fa daekket egenbetalingen til basal palliativ
fysioterapi, da dette kun daekkes, safremt behandlingen varetages af en
fysioterapeut, der er tilknyttet overenskomsten med Regionernes Lannings- og
Takstnaevn. Kravet om overenskomst er problematisk, fordi starstedelen af de
fysioterapeuter som har specialiseret sig i palliativ fysioterapi arbejder i
kommunen og i praksis uden for overenskomst. Konsekvensen er, at
terminalerklzerede patienter ikke kan fa lindrende behandling af
fysioterapeuter med den ngdvendige specialisering. Danske Fysioterapeuter
ma derfor opfordre til, at ansvarsfordelingen i den palliative indsats
specificeres yderligere i anbefalingerne.

Med venlig hilsen

Sille Frydendal
Faglig chef, Danske Fysioterapeuter

Danske Fysioterapeuter www.fysio.dk
Holmbladsgade 70 Telefon: +45 33414620
DK-2300 Kgbenhavn S Mail: fysio@fysio.dk



Sundhedsstyrelsen
Islands Brygge 67
2300 Kgbenhavn S

Dansk Sygeplejerads haringssvar til hgringsudkastet for anbefa-
linger for palliative indsatser til bgrn, unge og deres familier

Dansk Sygeplejerad takker for muligheden for at afgive haringssvar i
forbindelse med udkastet til nye anbefalinger for palliative indsatser til
bgrn, unge og deres familier.

Generelle bemaerkninger

Det er meget positivt, at Sundhedsstyrelsen nu kommer med anbefa-
linger specielt malrettet bgrn og unge. Det er tiltreengt, og vi oplever,
at materialet tager hgjde for mange vigtige elementer.

Kontaktpersonen bar veere en sygeplejerske

Det er positivt, at det i hagringsudkastet anbefales, at der bgr udpeges
en navngivet kontaktperson til hver familie blandt de fagpersoner, der
i forvejen er involveret i barnets/den unges forlgb.

En veesentlig forudsaetning er, at den faste kontaktperson er let til-
geengelig for bade familie og fagpersoner og har en solid faglig viden
om det samlede forlgb samt har forudsaetningerne for teet samarbejde
med bade det specialiserede niveau, almen praksis og kommunen.

Vi anbefaler, at det preeciseres, at det bliver en sygeplejerske med
indgéende viden om bade paediatri og palliation, der bliver udpeget til
fast kontaktperson, samt at sygeplejersken er den del af teamsamar-
bejdet pa stamafdelingen pa sygehuset, saledes at der kan sikres
tryghed og genkendelighed igennem hele forlgbet.

Denne sygeplejerske vil have specialiseret viden til at kunne handtere
de fleste spargsmal, og vedkommende skal have let adgang til den
patientansvarlige leege og andre behandlingsansvarlige laeger, nar
der er tale om laegefaglige spgrgsmal, ligesom vedkommende vil
skulle kunne koordinere og samarbejde med familien og de mange
fagpersoner, der er involveret i forlgbet.

Fokus pa kompetencer —inden for bade palliation og paediatri
Det fremgar af hgringsmaterialet, at sundhedsprofessionelle, der ar-
bejder med basale og specialiserede palliative indsatser til bagrn, unge
og deres familier har den forngdne viden om og erfaring med at ar-
bejde med bgrn og unge.

Dansk m*é%m

Sygeplejerad %M

Den 3. august 2018
Ref.: LHV
Sagsnr.: 1806-0036

Dansk Sygeplejerad

Sankt Annge Plads 30
DK-1250 Kgbenhavn K

mandag-torsdag 9.00-16.00
fredag 9.00-15.00

TIf: +4533151555
Fax: +4533 152455

www.dsr.dk
dsr@dsr.dk
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Det er vi enige i. Derfor bgr indsatsen suppleres med kompetenceud-
vikling af bl.a. palliative sygeplejersker inden for bgrne- og ungeomra-
det.

Samtidig bar anbefalingen g& begge veje. Den paediatriske/behand-
lende indsats skal ogsa udfares af sundhedsprofessionelle, der har
den forngdne viden om palliative indsatser m.v., da veegtningen af
indsatserne ofte vil skifte i lgbet af sygdomsforlgbet.

Vi anbefaler, at der sidelgbende med at lgfte den palliative indsats
ogsa udvikles en specialuddannelse i paediatrisk sygepleje, hvor der
indgar palliative kompetencer. Det vil understatte bgrn og unge i hele
deres forlgb, herunder den tidlige palliative indsats. Det vil samtidig
veere en meget veerdifuld sparringspartner for bade familier og sund-
hedsprofessionelle, der indgar i forlgbet.

Endelig vil en del fagpersoner i patientforlgb ikke kunne forventes at
have en stor indsigt i og erfaring med palliation til bern og unge. Det
geelder fx den kommunale sygepleje. Teet samarbejde og hurtig ad-

gang til sparring og videndeling mellem det basale og specialiserede
niveau er derfor helt afggrende.

En faelles behandlingsplan

Det fremgar af hgringsmaterialet, at der skal udarbejdes faelles mal-
saetninger for indsatsen i det konkrete forlgb, samt at der laves en
personlig behandlingsplan.

Det er ofte vanskeligt at sikre sammenhaengende og helhedsoriente-
rede patientforlgb i praksis, og vi anbefaler derfor, at anbefalingen
skeerpes. Det bar fremga, at alle relevante parter, herunder ogsa bar-
net og foreeldrene skal medvirke i at lave behandlingsplanen, sa der
tages hgjde for relevante problemstillinger pa tvaers af behandling,
palliation, sygepleje, rehabilitering, familiens gvrige behov m.v. Nar
der foretages vaesentlige eendringer i planen, skal alle igen involve-
res, sa indsatsen er koordineret hele vejen.

Kravet om en feelles plan skal starte tidligt i forlgbet, hvor den pallia-
tive indsats endnu kun er i sin tidligere fase eller endnu ikke ngdven-
dig.

De ngdvendige ressourcer skal fglge indsatserne

De beskrevne indsatser fortjener ros, men en aendring i praksis forud-
seetter, at der samtidig prioriteres de ngdvendige ressourcer til at
veere til stede hos de syge bgrn/unge og deres familier og til koordi-
nering pa tveers. Og ogsa ressourcer til udvikling af kompetencer og
ny forskningsviden pa omradet.

Y VGWM\/
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Hvidovre Kommune, Hvidovrevej 278, 2650 Hvidovre

Sundhedsstyrelsen
Planleegning

plan@sst.dk Hvidovre Kommune
Hvidovrevej 278
2650 Hvidovre

Center for Bgrn og Familier
Chef for Center for Bgrn og
Familier:

Charlotte Ibsen

Telefon: 4171 5633
Afd. telefon: 3639 3940
Mobil: 4171 5633

Fax: 3639 3669

. . L. ] . E-mail: cib@hvidovre.dk
Horingssvar vedragrende Anbefalinger for palliative indsatser til born, www.hvidovre.dk

unge og deres familier.
Dato: 9. august 2018

Hvidovre Kommune takker for muligheden for at afgive hgringssvar. Radhusets abningstider:

. . . oo . Mandag-onsdag: 10:00-14.30
Center for Bgrn og Familier har ingen bemaerkninger til indholdet i Torsdag: 13:00-17.30
anbefalingerne. Fredag: 10:00-13.30

Center for Barn og Familier er meget glad for at lzese, at anbefalingerne har
fokus pa den tidlige tvaerfaglige, tveersektorielle og koordinerende indsats for
barnene og deres familier.

Med venlig hilsen

Charlotte Ibsen
Chef for Center for Bgrn og Familier



SST Plan

Fra: Marianne Hallberg <cn18944@rk.dk>

Sendt: 9. august 2018 17:24

Til: SST Plan

Emne: Hgringssvar vedr. Anbefalinger for palliative indsatser til bgrn, unge og deres
familier

Vedhaftede filer: signaturbevis.txt

Kaere medarbejder i SST

Vedrgrende offentlig hgring af "Anbefalinger vedrgrende palliative indsatser til bgrn, unge og deres
familier” .

Rgdovre kommune har med interesse laest anbefalingerne vedrgrende palliative indsatser til bgrn,
unge og deres familier og har kun en enkelt kommentar:

Det er vigtigt at der kommer en praecision af, kommunens opgave og hvilke specifikke kvalifikationer
og kompetencer ngglepersonen til familien skal have for at kunne varetage denne funktion.

Venlig hilsen

Marianne Hallberg

Forebyggelseskonsulent

Ledelsessekretariat Social- og Sundhedsforvaltningen
R@dovre Kommune

Telefon: 3637 7361



SST Plan

Fra: Marie Kolind Christensen <mkch@sm.dk>

Sendt: 10. august 2018 08:40

Til: SST Plan

Cc: Louise Petersen

Emne: Hgringssvar vedrgrende ‘Anbefalinger for palliative indsatser til bgrn, unge og deres
familier’ (SM Id nr.: 600813)

Vedhaeftede filer: Socialstyrelsens haringssvar palliation bgrn og unge.pdf; Handicapkontorets
bemaerkninger 31.7 Hgringsudkast Anbefalinger palliation barn unge og deres
familier.pdf

Til Sundhedsstyrelsen
Barne- og Socialministeriet og Socialstyrelsen takker for muligheden for at afgive haringssvar.

Socialstyrelsens og Barne- og Socialministeriets bemaerkninger er vedheeftet denne mail. Barne- og
Socialministeriets, herunder kontoret for Handicap, bemaerkninger er sat ind i kommentarbokse (bilag 3).

Med venlig hilsen

Marie Kolind Christensen
Student
Jura og International

Direkte telefon: 41 85 10 15
Mail: mkch@sm.dk

BORNE- QG SOCIALMINISTERIET

Borne- og Socialministeriet
Holmens Kanal 22

1060 Kebenhavn K
Telefon: 33 92 93 00
www.socialministeriet.dk

Sadan behandler vi dine personoplysninger

Til: Barn, Unge & Sorg/Det Nationale Sorgcenter (info@sorgcenter.dk), Leesg Kommune
(kommunen@laesoe.dk), Odder Kommune (odder.kommune@odder.dk), Tarnby Kommune
(kommunen@taarnby.dk), Fang Kommune (raadhuset@fanoe.dk), Radovre Kommune (rk@rk.dk),
Bornholms Regionskommune (post@brk.dk), Samsg Kommune (kommune@samsoe.dk), Gladsaxe
Kommune (kommunen@gladsaxe.dk), Greve Kommune (raadhus@greve.dk), Ishgj Kommune
(ishojkommune@ishoj.dk), 'Uvm@Uvm.Dk' (uvm@uvm.dk), KL, Kommunernes Landsforening (kl@kl.dk),
Gribskov Kommune (gribskov@gribskov.dk) (gribskov@gribskov.dk), Hedensted Kommune
(raadhus@hedensted.dk) (raadhus@hedensted.dk), Herlev Kommune (herlev@herlev.dk)

herlev@herlev.dk), Kabenhavns Kommune (info@okf.kk.dk) (info@okf.kk.dk), Randers Kommune

randerskommune@randers.dk) (randerskommune@randers.dk), Ringkebing-Skjern Kommune
viden.strategi@rksk.dk) (viden.strategi@rksk.dk), Arhus Kommune (aarhus.kommune@aarhus.dk)
aarhus.kommune@aarhus.dk), Erg Kommune (post@aeroekommune.dk), 'Region Hovedstaden'

(regionh@regionh.dk), Solred Kommune (kommune@solrod.dk), Gentofte Kommune (gentofte@gentofte.dk),

Holstebro Kommune (kommunen@holstebro.dk), Horsens Kommune (horsens.kommune@horsens.dk),

Halsnees Kommune (mail@halsnaes.dk), Ikast-Brande Kommune (post@ikast-brande.dk), Hillerad Kommune

—~ o~~~
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Kirsten Hansen
Sundhedsstyrelsen

Socialstyrelsen

Edisonsvej 1

5000 Odense C

TIf.: +45 72 42 37 00
info@socialstyrelsen.dk
www.socialstyrelsen.dk

Sagsnr.. Keere Kirsten Hansen

2018 - 6299

Dato: Hermed fremsendes Socialstyrelsens hgringssvar vedrgrende Sundhedsstyrelsens
31. august 2018 udkast til anbefalinger for palliative indsatser til bagrn, unge og deres familier.

Socialstyrelsen anerkender, at der er udarbejdet seerskilte anbefalinger for palliative
indsatser til denne malgruppe, idet disse pa veesentlige punkter adskiller sig fra
palliative indsatser til voksne. Vi anser indholdet i anbefalingerne for relevant, og vi
har kun enkelte kommentarer.

Overordnede kommentarer

Anbefalingerne kan medvirke til en god kvalitet i de palliative indsatser og ikke blot
skabe lighed og en fzelles forstaelsesramme, hvorfor dette bar fgjes til
formalsbeskrivelsen.

Socialstyrelsen anerkender preemissen om, at fagpersoner i kommunerne ikke
selvstaendigt kan varetage palliativ indsats til bgrn og unge, fordi patientgrundlaget er
for lavt til, at kommunale fagpersoner kan erhverve tilstraekkelig erfaring (afsnit 1.4.2).
| afsnit 6.2.3. kunne det endvidere igen naevnes, at fagpersoner i kommunerne ikke
selvsteendigt kan varetage palliativ indsats til bgrn og unge, for at der ikke skal opsta
tvivl.

| afsnit 1.4.2 kunne det fremga mere tydeligt, hvor basale og specialiserede palliative
indsatser udgar fra. Det fremgar i afsnittet om organisering, men en Kkort tekst her i
indledningen vil lette den fortsatte lsesning af anbefalingerne.

| afsnittet om tidlig identifikation af behov bgr der leegges mere veegt pa samarbejdet
med barnet/den unge/familien, idet det generelt er anerkendt, at dette samarbejde er
en vigtig forudsaetning for et vellykket forlgb. Selv om det star naevnt, at der tages
udgangspunkt i barnets/den unges/familiens behov, ressourcer, m.v., er det vigtigt
eksplicit at fremhaeve, at det er af stor betydning at indhente barnets/den
unges/familiens egne udsagn. Et andet eksempel er andet afsnit pa side 15, hvor der
star, at”.... for pA denne made at tage et bredt afsaet i barnet som helhed og det
enkelte barns og familiens forudsaetninger”. Her kunne afseettet suppleres med gnsker
og prioriteringer. Hvad angar malsaetninger, naevnes det i afsnit 4.1., at disse ofte
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fastlaegges i samarbejde med familien. Dette bar strammes op, sa der star, at
malsaetningerne sa vidt muligt fastlaegges i samarbejde med barnet/den unge/familien.
| de sammenfattede anbefalinger star der, at "Relevante fagpersoner udarbejder
feelles malsaetninger for indsatsen”, dette bgr udvides til ogsa at omfatte barnet/den
unge/familien (side 8 og 14).

Bgrns veesentligste aktivitet i hverdagen er leg, som kun neevnes i begreenset omfang
i anbefalingerne. Alle bgrn, ogsa selv om de har en livstruende/livsbegreensende
sygdom, har behov for at lege. Leg er et mal i sig selv og ikke kun et middel til at
udvikle sig. Det er derfor veesentligt, at problemer med leg bliver undersggt (kan fx
naevnes under det andet punkt p& side 16), og at der laegges endnu mere vaegt pa at
Stgtte leg i afsnit 5.

Kommentarer vedrgrende henvisninger, struktur og sprog
| afsnit 1.4.3. henvises til afsnit 3.2. Det bgr sendres til afsnit 1.5.

Afsnit 1.5. Her star der, at "Feelles for habilitering/rehabilitering og palliation er, at det
har stor betydning for det enkelte barn og dets familie, at de kan mestre deres
livssituation bedst muligt, og at hele familien trives.” Dette foreslas omformuleret
saledes, at der fx kommer til at sta: "Faelles for habilitering/rehabilitering og palliation
er, at det er et centralt formal at medvirke til, at det enkelte barn og dets familie kan
mestre deres livssituation bedst muligt, og at hele familien trives”.

Afsnit 4.2. Vurdering af behov. Det er uklart, hvilke behov der er tale om, og hvordan
afsnittet adskiller sig fra afsnit 4.1. | slutningen af afsnittet henvises til bilag 6, der
skulle formentlig sta bilag 4?

| afsnit 6.2.2. beskrives opgave- og ansvarsfordeling inden for den specialiserede
indsats. Relationen mellem de naevnte indsatser er imidlertid ikke helt tydelig, isser er
det ikke klart, hvad FamilieFOKUS er, og hvordan, hvornar og hvorfor indsatsen gives
i stedet for/sammen med andre indsatser. Hvad angér afsnit 6.2.3. 0g 6.2.4. er det
spgrgsmalet, om disse skal placeres under afsnittet om de specialiserede indsatser,
idet det ogsa vil veere relevant at inddrage kommunerne og almen praksis i den basale
palliative indsats.

Bilag 3.

e Linje 3 og 4 mangler parenteser omkring referencerne.

e | beskrivelsen af § 112 pa side 58 foreslas falgende aendring af teksten for at
tydeligggre lovgivningen: "Servicelovens § 112 der kan i forbindelse med
sygdom og behandling blive behov for anskaffelse af hjselpemidler. Nar der er
tale om et varigt behov, udleveres eller bevilges hjeelpemidlet af barnets/den
unges bopaelskommune via servicelovens § 112. Nar behovet er midlertidigt,
udleveres det af hospitalet ifalge sundhedsloven”.

e | listen over paragraffer kunne § 116 i serviceloven ogsa naevnes:
"Servicelovens 8 116 bopaelskommunen skal yde hjeelp til indretning af bolig
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til personer med varigt nedsat fysisk eller psykisk funktionsevne, nar
indretning er ngdvendig for at ggre boligen bedre egnet som opholdssted for
den pageeldende.”

Side 60: Andre muligheder efter serviceloven. Her naevnes igen flere af de
paragraffer, der allerede er naevnt i listen pa side 58, men med en uddybende
og nyttig beskrivelse. Det foreslas, at der udarbejdes en liste/faktaboks over
relevante paragraffer, inkl. § 83 og § 161 der kun er naevnt pa side 61.
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1. Introduktion

1.1. Baggrund og formal

Med finansloven for 2018 er det besluttet at udarbejde anbefalinger for palliative indsatser til barn,
unge og deres familier i regi af Sundhedsstyrelsen. Der er ikke hidtil udarbejdet separate danske
anbefalinger eller retningslinjer for palliation til denne malgruppe. Palliation til barn og unge indgik
i Sundhedsstyrelsens anbefalinger for den palliative indsats fra 2011. Disse anbefalinger blev
revideret i 2017 og omhandler nu udelukkende palliative indsatser til voksne.

Anbefalingerne for den palliative indsats til bgrn, unge og deres familier har fokus pa bade bar-
nets/den unges og hele familiens behov, herunder stgtte og aflastning til foraeldre og sgskende
undervejs i sygdomsforlgbet. Desuden er barnets udvikling og alderssvarende udfordringer i fokus
samt at de fagprofessionelle, som varetager de palliative indsatser til barn, unge og deres familier,
har erfaring med at arbejde med bgrn og unge.

Formalet med anbefalingerne for palliativ indsats til bgrn, unge og deres familier er:

o Atskabe lighed i adgangen til de palliative behandlingstilbud til barn overalt i landet uanset
diagnose
e Atskabe en falles faglig ramme og indhold for omradet med henblik pa at understgtte syner-
gien og sammenhangen mellem de eksisterende basale indsatser pa begrneafdelinger og i
kommuner og nyere muligheder for peediatrisk specialiseret palliation samt for den fremadret-
tede kvalitet og udvikling, herunder fokus pa:
o den palliative indsats til familier med barn og unge med livstruende eller livsbegraensende
sygdom, hvad enten indsatsen foregar i-hjemmet, pa sygehuset, hospice, aflastningstilbud
o.l
o organiseringen og ansvarsfordelingen‘af indsatsen samt pa samarbejde og koordinering
pa tveers af sektorer og akterer
o uddannelse og kompetencer.

Anbefalingerne forventes indarbejdet i de regionale forlgbsprogrammer og i de faglige selskabers
respektive kliniske vejledninger og retningslinjer, hvor det er muligt at konkretisere anbefalingerne
naermere, ogsa i forhold til de specifikke sygdomsomrader.

Anbefalingerne er malrettet planlaeggere og ledende medarbejdere pa sygehuse, i regioner,
kommuner og almen praksis samt det tvaerfaglige personale, der er involveret i den palliative ind-
sats i kommuner'pa tveers af forvaltningsomrader. | kommunerne vil det typisk vaere hjemmesy-
geplejen, personale i barnehaver og pa skoler i forhold til hiemmeundervisningspligt mv. Pa syge-
husene erdet typisk barneafdelingernes tveerfaglige personale, dvs. bgrnelaeger, barnesygeple-
jersker, psykologer, socialradgivere og fysioterapeuter. Desuden er personalet pa bgrnehospice
og lignende institutioner, praktiserende laeger og deres personale samt praktiserende sundheds-
personer og personale i den gvrige praksissektor (psykologer, fysioterapeuter mv.) involveret.

1.2. Vidensgrundlag

Anbefalingerne tager udgangspunkt i den aktuelle internationale og nationale viden og lovgivning
pa omradet, jf. referencelisten. Der har dog ikke vaeret foretaget en systematisk litteratursggning i
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forbindelse med udarbejdelsen af anbefalingerne. Derudover vil resultaterne fra erfaringsopsam-
lingen og evalueringen af henholdsvis Lukashuset, FamilieFOKUS og de hospitalsbaserede, regi-
onale specialiserede teams blive inddraget.

Desuden har en arbejdsgruppe, nedsat i foraret 2018, radgivet Sundhedsstyrelsen i udarbejdel-
sen af anbefalingerne. Arbejdsgruppens kommissorium og medlemmer fremgar af bilag 1 og 2.

1.3. Sammenhang med gvrige initiativer pa omradet

Anbefalingerne for palliative indsatser til barn, unge og deres familier skal ses i sammenhaeng
med Sundhedsstyrelsens anbefalinger for den palliative indsats (voksne), forlgbsprogram for re-
habilitering og palliation i forbindelse med kraeft, pakkeforlab for kraeft hos barn, specialevejled-
ning for paediatri mv.

1.4. Definitioner
| anbefalingerne anvendes WHO's definitioner af palliativ indsats, habilitering og rehabilitering.
1.4.1. Palliation
Palliativ indsats:

Den palliative indsats har til formal at fremme livskvaliteten hos patienter og familier, som
star over for de problemer, der er forbundet med livstruende sygdom, ved at forebygge og
lindre lidelse gennem tidlig diagnosticering og umiddelbar vurdering og behandling af
smerter og andre problemer af bade fysisk, psykisk, psykosocial og andelig art (1).

WHO skelner mellem palliativ indsats til bgrn og palliativ indsats til voksne. For barn og unge
preeciseres fglgende:

o Palliativ indsats til.barn og unge omfatter barnets/den unges fysiske, psykiske, sociale og
andelige behov, samt statte til'hele familien

e Den palliative indsats iveerksaettes pa diagnosetidspunktet og fortsaetter, uanset om bar-
net/den‘unge far behandling med kurativt sigte

¢ De sundhedsprofessionelle skal evaluere og lindre barnets/den unges fysiske, psykiske og
sociale belastninger

o - Effektiv palliativ indsats forudsaetter en tvaerfaglig tilgang, som involverer hele familien og res-
sourcerne i familiens lokalomrade

o Den palliative indsats kan ydes pa hospitaler og andre institutioner, savel som i barnets/den
unges eget hjem (1).

1.4.2. Basal og specialiseret indsats

Palliativ indsats opdeles internationalt og i Danmark i basal og specialiseret indsats. Kompeten-
cerne til henholdsvis basal og specialiseret indsats opnas pa forskellige uddannelsesniveauer, jf.
kap. 5. Der ydes saledes altid en basal indsats, som suppleres med en specialiseret indsats, nar
der er behov for dette. Den samlede indsats kreever saledes ofte indsatser pa tvaers af det basale
og det specialiserede niveau.
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Basal palliativ indsats til barn, unge og deres familier

Basal palliativ indsats ydes af fagpersoner i de dele af sundhedsvaesenet, som ikke har palliation
som deres hovedopgave. Indsatsen indgar integreret i barnets gvrige pleje og behandling pa ber-
neafdelingen og varetages af det tvaerfaglige behandlingsansvarlige team. Fagpersoner i kommu-
nerne varetager ikke selvsteendigt basal palliativ indsats til barn og unge, da patientgrundlaget er
for lavt til erhvervelse af kompetencer og erfaring, og da barnet oftest har vedvarende behov for
hgijtspecialiseret paediatrisk behandling. Dette adskiller sig fra den basale palliative indsats til
voksne patienter.

Specialiseret palliativ indsats til barn og unge og deres familier

Den specialiserede palliative indsats er malrettet barn/unge og deres familier med komplekse
palliative behov. En specialiseret indsats ydes, nar der er en hgj sveerhedsgrad inden for de en-
kelte problemomrader, eller ved flere sammenhangende problemomrader. Den specialiserede
palliative indsats ydes af fagpersoner i de dele af sundhedsveesenet, der har palliation til bgrn og
unge som deres hovedopgave. Den specialiserede indsats kan forega under indleeggelse pa bar-
neafdeling eller i barnets hjem eller opholdssted ved hjeelp af udgaende regionale teams eller pa
bgrnehospice, hvor specialiseret palliativt personale er til radighed hele dggnet.

1.4.3. Habilitering og rehabilitering

Habilitering anvendes almindeligvis i forhold til barn og unge, der har medfgdte eller erhvervede
sygdomme, som skal udvikle sig pa trods af sygdommen, og rehabilitering anvendes almindeligvis
i forhold til voksne. Ligheder mellem palliation og rehabilitering/habilitering er beskrevet i afsnit
3.2.

Habilitering

Habilitering betyder at "udvikle nye evner” og har til formal at stgtte udviklingen hos et barn med
en medfadt eller tidligt erhvervet lidelse. Habilitering‘er en bred, sammenhzaengende indsats, der
folger barnet fra den tidligste barndom, gennem ungdommen og ind i voksenalderen. Habilitering
baserer sig pa en helhedsopfattelse af barnets og de pargrendes situation og har til formal, som
rehabilitering, at fremme bedst mulig kropsfunktion, indleering, selvstaendighed og selvtillid samt
medvirke til barnets/den unges aktive sociale deltagelse. Habilitering adskiller sig fra rehabilitering
ved, at barnet ikke har tidligere funktion at referere til, sddan som den voksne med en erhvervet
lidelse har(2).

Rehabilitering

Rehabilitering kan defineres som en raekke indsatser, der statter det enkelte menneske, som har
eller er i risiko for at fa nedsat funktionsevne, i at opna og vedligeholde bedst mulig funktionsevne,
herunder at fungere i samspil med det omgivende samfund”

1.4.4. Andre-definitioner

Peediatri

Paediatrien’ varetager det medicinske omrade for nyfadte, barn og unge op til 18 ar. | henhold til
"Specialevejledningen for Paediatri” omfatter paediatrien "forebyggelse, diagnostik, behandling og
palliation af patienter med medfadte misdannelser, sygdomme og funktionsforstyrrelser i barneal-
deren” (27).

! Sundhedsstyrelsens oversaettelse af WHO-definition. Kilde WHO Disability Report 2011
“ Laegeligt speciale, som beskeeftiger sig med bernesygdomme
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Internationalt anvendes begreberne ’livstruende’ og ’livsbegraensende’ om malgruppens sygdom-

mes.

Livstruende sygdom
Sygdom, hvor helbredende behandling er mulig, men behandlingen kan mislykkes.

Livsbegraensende sygdom
Sygdom, hvor der ikke er noget begrundet hab om helbredelse og som medfgrer barnets ded (3).

1.5. Palliation og habilitering/rehabilitering

Der er en reekke ligheder mellem palliation og habilitering/rehabilitering. Faelles for habilite-
ring/rehabilitering og palliation er, at det har stor betydning for det enkelte barn og-dets familie, at
de kan mestre deres livssituation bedst muligt, og at hele familien trives. Palliative -og-habiliteren-
de/rehabiliterende indsatser vil ofte have til formal at hjeelpe barnet og familien med dette. Derud-
over rummer begge felter en helhedsorienteret tilgang til barnets problematikker. Indholdet af de
enkelte indsatser vil ofte veere identiske, selvom iszer barnets prognose kan-have betydning for
malsaetningen, og hvordan indsatserne indbyrdes prioriteres.

Et andet feellestraek ved palliation og habilitering/rehabilitering er, at der ofte vil veere mange aktg-
rer involveret pa tvaers af sektorer og sundhedsprofessionelle og gvrige fagprofessionelle i sam-
spil med barnet/den unge og familien. Det kreever kompetencer og taet samarbejde for at opna
sammenhaengende forlgb for det enkelte barn og familie.

Savel palliative som habiliterende/rehabiliterende indsatser ber tilbydes tidligt i forlebet. Jo bedre
familien er rustet til at handtere deres livssituation, herunder sorg og krise, jo bedre vil barnets
trivsel veere.

Palliation kan med fordel taenkes ind i habiliterings-/rehabiliteringindsatser i kommunerne for at
understgtte sammenhaeng og imadekomme barnet og familiens individuelle behov (4).

1.6. Lov- og etisk grundlag

Den palliative indsats til bgrn og unge med livstruende og livsbegreensende sygdomme reguleres
inden for rammerne af sundhedsloven og serviceloven®®. Sundhedsloven fastsaetter kravene til
sundhedsveesenet med henblik pa at sikre respekt for det enkelte menneske, dets integritet og
selvbestemmelse og at opfylde behovet for let og lige adgang til sundhedsveaesenet, behandling af
hgj kvalitet, ssammenhaesng mellem ydelserne, valgfrihed, let adgang til information, et gennemsig-
tigt sundhedsvaesen og kort ventetid pa behandling (5).

Servicelovens formal er at tilbyde radgivning og stette for at forebygge sociale problemer, at tilby-
de en raekke almene serviceydelser, der ogsa kan have et forebyggende sigte, og at tilgodese
behov, der fglger af nedsat fysisk eller psykisk funktionsevne eller seerlige sociale problemer.

® Daekker ogsa bern med livstruende eller livsbegraensende tilstand, som kan vaere vanskelige at diagnosticere, og hvor mange af barnene
har palliative behov, selvom de ikke har faet en sygdomsdiagnose.

* Lovbekendtgerelse nr. 191 af 28. februar 2018 Sundhedsloven

° Lovbekendtgarelse nr. 102 af 29. januar 2018 om social service
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Hjeelpen tilrettelsegges pa baggrund af en konkret og individuel vurdering af den enkelte persons
behov og forudsaetninger og i samarbejde med den enkelte. Afggrelse efter loven traeffes pa bag-
grund af faglige og gkonomiske hensyn (6).

Der henvises til bilag 3 for beskrivelse af de relevante paragraffer i henholdsvis Serviceloven og
Sundhedsloven.

Bgrn og unge, som er i stand til at udforme sine egne synspunkter, har ret til frit at udtrykke syns-
punkter, der vedrgrer barnet selv, og barnets synspunkter skal tillaegges passende vaegt i over-
ensstemmelse med barnets alder og modenhed (10). Tilsvarende har barn og unge i henhold til
Sundhedsloven (kapitel 5, § 16, stk. 3) ret til at fa information om sin helbredstilstand, behand-
lingsmuligheder og lindring. Informationen skal gives ved en forstaelig fremstilling, pa en hensyns-
fuld made og vaere tilpasset barnets alder og modenhed.

En ung patient, der er fyldt 15 ar, kan selv give informeret samtykke til behandling--Foreeldremyn-
dighedens indehaver skal som hovedregel have samme information som den unge og medind-
drages i den mindreariges stillingstagen. Lovgivning omkring samtykke til behandling bade for
bgrn under 15 ar og bern, der er fyldt 15 ar, herunder barnets/den’unges inddragelse i draftelser-
ne af behandlingen samt ret til information om egen helbredstilstand, er yderligere beskrevet i
bilag 3.

Den palliative indsats aftales i gvrigt inden for bestemmelser om samarbejde mellem regioner og
kommuner, herunder i regi af sundhedskoordinationsudvalg og 'sundhedsaftaler. Se bilag 3 for
yderligere beskrivelse af lovgrundlaget.

I henhold til FN’s Konvention for Barnets Rettigheder.skal barnets bedste i alle foranstaltninger
vedrgrende bgrn og unge komme i fgrste reekke (7). Barnets bedste skal vaere et grundlaeggende
hensyn i alle handlinger og afggrelser, som bergrer barnet/den unge. Born og unge har ret til at
nyde den hgjest opnaelige sundhedstilstand (8) og ber have et indholdsrigt og menneskevaerdigt
liv under forhold, der sikrer veerdighed, fremmer selvtilliden og medvirker til barnets aktive delta-
gelse i samfundslivet (9).Disse grundlaeggende hensyn er uafhaengigt af barnets/den unges al-
der.

| forhold til at opna, hvad der er bedst for barnet, bar malet for god palliation til b@rn og unge veere
at maksimere_barnet/den unges potentiale og samtidig erkende og forholde sig den begreensning
sygdommen saetter. Problemstillinger, som kan opsta, ber, sa vidt det er forsvarligt og muligt ta-
ges op_pa forhand, for at undga at barnet lider skade. Barnets bedste er det centrale i en aben
dialog om alternativerne med hensyn til helbredende eller udelukkende lindrende behandling.
Dette er et grundleseggende hensyn uafheengigt af barnets alder. Barnets/den unges livskvalitet
bgr vaere i fokus for al behandling, tilrettelaeggelse og opfelgning. For at princippet om barnets
bedste kan. varetages, ma sundhedspersonalet foretage en individuel vurdering af barnet/den
unge. Vurderingen skal ske i samrad med foraeldrene og inkludere barnet/den unge, i den grad
det gnsker det og er modent nok til at deltage. Dette gaelder barn og unge i alle aldre og alle syg-
domskategorier, hvor der er livstruende eller livsbegraensende tilstande.
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2. Sammenfatning af anbefalinger

Anbefalinger om tidlig identifikation af behov

e Der foretages tidligst muligt i sygdomsforlgbet en tvaerfaglig vurdering af behov for pal-
liative indsatser hos alle bagrn/unge med livsbegraensende eller livstruende sygdomme
og deres familier, uanset sygdom eller alder. Vurderingen tager udgangspunkt i en hel-
hedstaenkning og foretages af relevante fagpersoner, der arbejder med bgrn og unge i
malgruppen.

e Relevante fagpersoner udarbejder feelles malseetninger for indsatsen, herunder det
tveerfaglige og tveersektorielle samarbejde, med udgangspunkt i barnet/den unge og
familiens behov og ressourcer samt evt. eksisterende indsatser. Der udarbejdes en
personlig behandlingsplan.

Anbefalinger om den palliative indsats til born, unge og deres familier

e Born, unge og deres familier tilbydes en palliativ indsats med udgangspunkt i deres iden-
tificerede behov, ressourcer mv. bade under og efter sygdomsforlgbet. Palliativ indsats
integreres tidligt i barnets sygdomsforlgb, evt. allerede fra diagnosetidspunktet ved be-
hov.

e Detindividuelle palliative forlgb tilrettelaegges og foregar tvaerfagligt i samarbejde med
barnet/den unge og familien. Indsatserne kan veere rettet mod fysiske og psykiske symp-
tomer samt sociale og eksistentielle/andelige forhold.

e Alle familier med livsbegreensende eller livstruende sygdom tilbydes Igbende afdaekken-
de samtaler om fremadrettede behov for statte og pleje. Efterladte paregrende tilbydes
opfelgning efter barnets/den unges livsafslutning.
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Anbefalinger om organisering, ansvar og samarbejde

e Den palliative indsats organiseres, sa barnet/den unge kan tilbydes den rette indsats pa
rette tid og sted. Der tages hgjde for, at indsatsen sé& vidt muligt kan forega i neermiljget.

o  Kommuner og regioner, herunder almen praksis, aftaler i regi af sundhedsaftaler og
praksisplaner, hvordan det tveerfaglige samarbejde kan forega i praksis, og hvordan der
sikres koordinering mellem de forskellige tilbud, herunder snitflader og synergi.

e  Samarbejds- eller dialogaftaler kan indgas mellem enheder og sektorer, fx mellem et
hospitalsbaseret team og kommunen o.l. med henblik pa at styrke samarbejde, vidende-
ling og kommunikation pa tveers og for at tydeliggere ansvarsfordeling og styrke aktarer-
nes kompetencer og kendskab til hinanden.

e Samarbejdet mellem den patientansvarlige lsege og andre behandlingsansvarlige laeger
aftales lokalt.

e Organisering af alle palliative indsatser til barn/unge baseres pa, at fagpersonerne har
den forngdne og hensigtsmaessige viden, rutine og erfaring i at arbejde med bgrn og
unge, samt at der er tilstraekkelig volumen og de ngdvendige faciliteter til stede for, at
indsatserne kan varetages med hgj faglig kvalitet og kontinuitet.

e Der afholdes ved behov koordinerende made med deltagelse af familien, det specialise-
rede palliative team, den praktiserende laege, hjemmesygeplejen samt andre relevante
personer i barnets hjem, bgrnehospice eller lignende institutioner.

e | god tid inden barnets/den unges overgang til voksenlivet indleder relevante fagperso-
ner pa berneafdelingen og/eller det specialiserede palliative team et samarbejde om
overgangen fra palliative indsatser pa barne-/ungeomradet til voksenomradet.

Anbefalinger om kompetencer

e Derindgas lokale aftaler om, at forudsaetningerne for at varetage indsatsen er til stede,
herunder aftaler om kompetenceudviklingstiltag med henblik pa at sikre hgj faglig kvalitet
i den palliative indsats til bgrn, unge og deres familier.

e DMCG-PAL/palliationsudvalget under Dansk Peediatrisk Selskab udarbejder kompeten-
ceprogrammer for palliative indsatser til barn, unge og deres familier.

Anbefalinger om monitorering og kvalitetsudvikling

o Alle relevante aktarer registrerer indsatser samt monitorerer og kvalitetsudvikler fortigben-
de.

e Data vedrgrende specialiserede palliative indsatser pa tveers af de eksisterende tilbud ind-
berettes systematisk til Dansk Palliativ Database, som afrapporterer indikatorer.
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3. Malgruppen

3.1. Malgruppens karakteristika

Malgruppen er bgrn/unge fra 0 op til 18 ar med komplekse symptomer af fysisk, psykisk, social og
andelig-eksistentiel karakter, der har et uforudsigeligt sygdomsforlgb med risiko for tidlig ded.

Der er defineret fire klinisk anvendelige "arketyper” af b@rn og unge med behov for palliative ind-
satser i de europaeiske standarder for den palliative indsats til barn og unge publiceretaf Euro-
pean Association for Palliative Care (EAPC) i 2007. Malgruppen er her grupperet hovedsageligt i
relation til helbredelsesmuligheder (11):

e Gruppe 1: Livstruende sygdomme for hvilke helbredende behandling er mulig, men hvor
behandlingen kan mislykkes. Palliativ indsats kan veere ngdvendig i perioder med prog-
nostisk usikkerhed, og nar behandlingen fejler. Barn/unge i langvarig remission, eller som
folges efter vellykket helbredende behandling, er ikke inkluderet. Eksempler: Kreeft, hae-
matologiske sygdomme og irreversibelt organsvigt af hjerte, lever, lunger og nyre med
mulighed for livreddende transplantation.

e Gruppe 2: Sygdomme, hvor der kan veere lange perioder med intensiv, livsforlaengende
behandling, og hvor det samtidig har vaeret muligt at deltage i almindelige aktiviteter for
barn/unge, men hvor for tidlig ded stadigveek er en mulighed. Eksempler: Cystisk fibrose
og muskeldystrofi.

e Gruppe 3: Fremadskridende-sygdomme uden helbredende behandlingsmuligheder, hvor
behandlingen udelukkende er palliativ 0g.ofte kan vare i mange ar. Eksempler: Batten
sygdom og mukopolysakkaridose.

e Gruppe 4: Sygdomme med.svaere neurologiske handicaps, der kan medfare sveekkelse
og modtagelighed overfor helbredsmaessige komplikationer, og som uforudsigeligt kan
forveerres, men som saedvanligvis ikke anses for at veere fremadskridende. Eksempler:
Sveere multiple handicaps, sasom falger efter hjerne- eller rygmarvsskader, herunder vis-
se bgrn/unge med sveer cerebral parese.
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Figur 1 illustrerer de varierende sygdomsforlgb for barn og unge i grupperne,1-4 (12).

Sygdomsgrupperinger
De basale og specialiserede indsatser, herunder ansvarsfordeling, er i disse anbefalinger beskre-
vet i forhold til fglgende livstruende og livsbegraensende sygdomme:

o Nyfgdte bgrn med sveert invaliderende lidelser samt lidelser med deden til falge

o Kreeft, benigne haematologiske og immunologiske sygdomme samt knoglemarvstrans-
plantation
e Neurologiske, genetiske og.metaboliske sygdomme

. Livestruende organsygdomme i‘hjerte, lunge, lever eller nyre samt organtransplantati-
on

Malgruppen barn med kreeft omfatter ogsa bern med sakaldte "godartede” svulster i hjerne og
rygmarv. Forde fleste barn er sygdommene livstruende. For alle familierne generelt er de uvente-
de og sveert indgribende i dagligdagen og udlgser ofte angstreaktioner.

Malgruppen barn med neurologiske/genetiske sygdomme kan vaere medfgdte eller erhvervede,
og varierer ofte. meget over tid..

Malgruppen barn og unge, der indstilles til organtransplantation, udger en gruppe, hvor kurativ
behandling er mulig og transplantation oftest en realitet. Usikkerhed, om hvorvidt barnet/den unge
far tilbudt et organ i tide og om laengden af ventetiden, er en stor udfordring for hele familien.

® Denne gruppe omfatter ogsa slutstadiet af andre kroniske sygdomme, fx thalassamia major og seglcelleanaemi
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Alderskategorisering

Malgruppen generelt omfatter saledes en meget heterogen gruppe af bgrn og unge med forskelli-
ge sygdomme, alder, modenhed og funktionsniveau, og derfor kan en opdeling i alderskategorier
bidrage til at malrette den palliative indsats:

o Nyfadte (den forste levemaned): For det nyfgdte barn vil der i starten ofte veere stor usik-
kerhed forbundet med barnets prognose i forhold til den palliative indsats.

e Bom (fra anden levemaned op til 12-ars alderen): Barn er i en kontinuerlig fysisk, emotio-
nel og kognitiv udvikling. Den normale udvikling kan veaere forsinket pa grund af kronisk
sygdom.

e Unge (fra 12 til 18-ar): Unge med livsbegraensende sygdomme har szerlige udviklings-
maessige udfordringer (10). Den normale vaekst og pubertetsudvikling kan veere forsinket
pa grund af kronisk sygdom, hvorved der opstar en asymmetri mellem den biologiske,
psykologiske og sociale udvikling (5).

e Overgang fra ung til voksen: Unge med livstruende eller livsbegraensende sygdom befin-
der sig i mellem det paediatriske og det voksne palliative team, hvorfor der skal sikres god
transition herimellem (11).

Familierne

Familier til barn og unge med livstruende eller livsbegraensende sygdomme er endvidere omfattet
af malgruppen. 'Familie’ defineres i den forbindelse som de personer, herunder sgskende, der
giver fysisk, psykisk, andelig og social omsorg til barnet, uanset om'der er en biologisk relation.
Generelt er sgskende derfor inkluderet, nar familien.naevnes i naervaerende anbefalinger, men
karakteristika samt vurdering af behov, som saerligt adskiller sig fra foraeldrene, er beskrevet se-
parat.

Fadslen af et barn med en livsbegrasnsende sygdom og risiko for tidlig ded er en stor kontrast fil
forventningen om at kunne byde et rask barn velkommen i familien, da det normalt er forbundet
med gleede. Den grundlseggende familiedannelse kan derfor veere truet som felge af en forstyrret
tilknytningsproces pa grund af sygdom og hospitalsindlaeggelse (8).

Soskende

Sogskende kan have fglelsesmaessige og adfeerdsmaessige problemer, problemer med skole,
forhgjet aggressionsniveau eller tilbagetrukkenhed, fglelser af ensomhed, frustration, frygt eller
tristhed, bade.under det syge barns sygdomsforlgb og efter et dgdsfald.

3.2. Malgruppens omfang

Der eksisterer ikke et nationalt register i Danmark over antal bgrn og unge med behov for palliati-
on eller antal' bgrn og unge i aktuelle palliative forlgb, hvorfor det preecise antal ikke kendes. Antal-
let af b@rn og unge med behov for en palliativ indsats er langt stgrre end de fa bgrn og unge, der
arligt der af medicinske arsager. Den gennemsnitlige totale arlige berne-/'ungdomsdgdelighed i
Danmark er ca. 402 bgrn, hvor langt starstedelen er bgrn, som dgr, inden de fylder et ar (3,13).
Bgrnene/de unge har en rackke meget forskellige sygdomme (14). Barn og unge med en non-
malign livsbegraensende eller livstruende sygdom er antalsmaessigt den starste gruppe (3).

Barn lever i dag laengere med livstruende sygdomme end far, og flere bgrn helbredes. | de til tider
lange sygdomsforlgb, som bgrnene og deres familier gar igennem, har de brug for hjeelp og stat-
te. Da gruppen af barn og unge med livstruende sygdom er bred og forskelligartet, har de og de-
res familier varierende behov og gnsker (14). Det er vaesentligt at vaere opmaerksom p3a, at hele

12



Hearingsudkast: Anbefalinger for palliative indsatser til barn, unge og deres familier

familien, herunder barnet/den unge, foreeldre, saskende og andre pargrende, er malgruppen for
den palliative indsats.
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4. Tidlig identifikation af behov

Anbefalinger

o Der foretages tidligst muligt i sygdomsforlgbet en tvaerfaglig vurdering af behov for pal-
liative indsatser hos alle b@rn/unge med livsbegraensende eller livstruende sygdomme
og deres familier, uanset sygdom eller alder. Vurderingen tager udgangspunkt i en hel-
hedstaenkning og foretages af relevante fagpersoner, der arbejder med bgrn og unge i
malgruppen.

e Relevante fagpersoner udarbejder feelles malsaetninger for indsatsen, herunder det
tveerfaglige og tveersektorielle samarbejde, med udgangspunkt i barnet/den unge og
familiens behov og ressourcer samt evt. eksisterende indsatser. Der udarbejdes en
personlig behandlingsplan.

4.1. Helhedsorienteret vurdering af palliative behov

Den palliative indsats tilretteleegges pa baggrund af analyse og vurdering af barnets/den unges
sygdomsstatus, symptombillede og plejeproblemer og ses i sammenhaeng med familiens livssitu-
ation som en helhed. Indsatsen baseres derfor dels pa.en sundheds- og socialfaglig vurdering af
de palliative behov herunder udredning vedrgrende symptombehandling, og dels pa den betyd-
ning barnet/den unge tillaegger det enkelte symptom, herunder familiens vurdering. Symptombille-
det vil veere forskelligt afhaengig af barnets/den unges type af livstruende sygdom og de fysiske
symptomer vil blive oplevet og udtrykt-forskelligt afhaengig af barnets mentale og kognitive udvik-
ling. En funktionsvurdering skal belyse, hvilke begraensninger og betydning symptomerne har for
barnets/den unges liv, og dermed fastleegge mal og tiltag for barnet. Malsaetningerne fastlaegges
ofte i teet samarbejde med familien. | forhold til den unge er det et saerskilt fokus at understotte
den unges autonomi i malsaetningen:

Den palliative indsats tager saledes-udgangspunkt i et helhedsperspektiv pa barnets og familiens
behov og problemer i forbindelse'med livstruende sygdom. Der foretages saledes en helhedsvur-
dering af behovene med henblik pa at kunne yde en helhedsorienteret indsats, hvor der lindres pa
flere problemer samtidigt (se kapitel 5). Malet med den palliative indsats er at fremme barnets
livsmod og samtidig at lindre barnets og familiens lidelser, uanset om lidelserne er af fysisk, psy-
kisk, social eller eksistentiel/andelig karakter. Dette kan illustreres i nedenstaende figur 2.
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Figur 2
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Figur 2: Palliative behov hos bgrn med livstruende sygdomme og deres familie

Menneskers samlede fysiske, psykiske, sociale og eksistentielle/andelige lidelser er beskrevet
grundlaeggende i Total Pain begrebet (15) og viser herved de palliative behovs komplekse karak-
ter. De forskellige symptomer og forhold pavirker hinanden.i positiv eller negativ retning, og det er
derfor vaesentligt, at de sundhedsprofessionelle7 og gvrige fagprofessionelle8 lytter til barnets og
familiens historie for at forsta, bade deres konkrete og seerlige behov for lindring samt barnets og
familiens styrker og muligheder i den aktuelle situation.

Vurdering af barnets/den unges og familiens behov for palliative indsatser ber altid tage udgangs-
punkt i den enkelte familie og barnet samt familiens ressourcer, helbredstilstand, evne til egenom-
sorg og motivation, for pa denne made at tage et bredt afsaet i barnet som helhed og det enkelte
barns og familiens forudszetninger(se afsnit 4.3). Vurderingen bgr foretages systematisk, sa tidligt
som muligt i sygdomsforlgbet og.gentages ved behov.

Barnet/den unge og familierne har ofte komplekse problemstillinger, og der er ofte overlap mellem
behovsomraderne. Ved en vurdering af palliative behov kan den sundhedsprofessionelle i samtale
med barnet/den unge og deres familier fx sparge ind til falgende behovsomrader:

e Barnets/den.unges og familiens overordnede oplevelse af deres livssituation, herunder
hvordan familiens hverdag fungerer samt viden om familiens historie, som kan have ind-
flydelse pa forlabet og samarbejdet. Desuden behovet for indsatser der understgtter bar-
nets udvikling

e Fysiske symptomer hos barnet/den unge, fx smerter, andengd, nedsat muskelkraft og
bevaegelighed, kvalme, utilpashed og treethed samt disses betydninger og sammenhaeng
med aktivitet og deltagelse. Desuden spgrges barnet til de symptomer, der er karakteri-
stiske ved den pageeldende diagnose, behandling og evt. komorbiditet/multisygdom. End-

’ Sundhedsprofessionelle med erfaring med bgrn/unge: eksempelvis laeger, sygeplejersker, social- og sundhedsassistenter, fysioterapeuter,
ergoterapeuter, kliniske diaetister m.fl
j@vnge fagprofessionelle: eksempelvis preester, socialradgivere og psykologer m.fl.
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videre bgr familien sparges til fysiske symptomer, fx sgvnbesvaer, hovedpine og andre
symptomer pa stressbelastning

e Psykiske symptomer bade hos barnet/den unge og familiemedlemmerne, fx angst, de-
pression, treethed, ensomhed, bekymring for fremtiden og sygdommens udvikling samt
disse eventuelle problemers betydning for hverdag, aktivitet og deltagelse

e Sociale forhold, fx barnets/den unges mulighed for at fa stette og naerveer i hverdagslivet,
herunder relationer til venner og tilknytning til skolen. Desuden fokus pa familiens konstel-
lation, netveerk og hvordan er netvaerket er involveret samt ressourcer i familien og til-
knytningen til arbejdsmarkedet, gkonomi, boligforhold. Endvidere fokus pa sgskende og
deres alder, skolegang og fritid

e Eksistentielle/andelige forhold, fx barnets/den unges og familiens oplevelse af situationen
og sygdom, mening med livet, hvad der giver hab og styrke, samt hvilken rolle religigsitet
spiller.

4.2. Vurdering af behov

Sundhedsprofessionelle, som arbejder med bgrn/unge:med livstruende sygdomme, bar som mi-
nimum vurdere, om barnet/den unge og familien har/palliative behov ved diagnosen, ved syg-
dommens progression og komplikationer.

Pa enheder, der varetager specialiserede palliative indsatser, anbefales det, at barnet/den unge
med palliative behov jeevnligt preesenteres pa tveerfaglige konferencer/netvaerksmgder o.l. med
deltagelse af minimum fire faggrupper (se kap. 7), med henblik pa at koordinere vurderingen af
disse behovsomrader, sa det helhedsorienterede perspektiv pa barnet og familien fastholdes. Hvis
behovet vurderes af sundhedsprofessionelle enkeltvis, som derpa henviser til gvrige fagprofessio-
nelle (praest, psykolog, socialradgiver), tabes’kompleksiteten i de palliative behov let af syne.

I vurderingen af behov bgr barnets forventede prognose indga, og den kan desuden involvere en
funktionsevnevurdering og kognitive tests, som ofte foretages af psykologer eller fagpersoner med
lignende kompetencer, fx i Peedagogisk Psykologisk Radgivning (PPR). Vurderingen ber foreta-
ges af de sundhedsprofessionelle og gvrige fagprofessionelle, der i forvejen er involveret i forlg-
bet, eller af seerligt kyndige'pa de enkelte felter ved anvendelse af validerede redskaber.

Pa baggrund af denne identifikation af behov vurderes det derpa, om der skal ydes en indsats, og
hvem der eventuelt skal involveres. Der udarbejdes individuelle pleje- og behandlingsplaner pa
baggrund af vurderingen af behov for indsatser. Pleje- og behandlingsopgaverne fordeles blandt
fagpersonerne i teamet ud fra kompetencer og ressourcer. Desuden udarbejdes der en akut-plan,
der beskriver mulige fremtidige komplikationer og haendelser, samt hvad der skal geres, hvis der
opstar en akut situation. Pleje- og behandlingsplanerne og det tvaerfaglige samarbejde kraever
lsbende evaluering og justering.
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| skemaet nedenfor er det anfart, hvilke fagpersoner der kan inddrages i den tvaerfaglige vurde-
ring, og hvilke indsatsomrader der bar vaere fokus pa:

Tvaerfaglig vurdering af barnets og familiens behov ‘

Personer og aktgrer, der inddrages i vurderingen:

Barnet (alt efter alder og kognitiv funktion) og foreeldre
Bgrneleege

Barnesygeplejersker

Fagpersoner med bgrnefaglige kompetencer
Aktuelle netvaerkspersoner
Skole/daginstitution

Almen praktiserende leege
Hjemmesygeplejerske

Sundhedsplejerske

Kommunal visitator

Fagpersoner fra relevante specialomrader
Fagpersoner fra relevante kommunale tilbud

Indsatsomrader ift. familiens Indsatsomraderift. bar- Andre relevante indsatsom-
behov nets/den unges behov rader
¢ Information/opleering/ ¢ Information/opleering/ vej- Vurdering af bo-
e vejledning ledning ligitilpasning
e Gkonomiske forhold, her- o Symptomlindring Hjeelpemidler

under tabt arbejdsfortjene- | ¢ Behandling/hjaelpemidler Transport

ste ved orlov e Personlig omsorg og pleje Sko-
e Psykosociale behov e Psykosocial stette le/daginstitution/fritid
e Varetagelse af sgskende o Understgttelse af alders- Vurdering af kompe-
e Familizere forhold svarende udvikling tencebehov og res-
e Aflastning o. Mobilitet sourcer
e Tolk e Aflastning Hjeelp til omgivelser
e Genetisk vejledning e Skole/daginstitution/fritid Akutplan
¢ Transition til voksenbe- e Selvsteendighed Saskendes behov

handling e Transition til voksenbe-

handling
e Brugerorganisationer

Accelererede forlgb, fx akut organsvigt, kraever en hurtig preecis indsats, hvor de fagprofessionelle
skal afdaekke familiens behov og gnsker pa kort tid. Dette er en samarbejdsopgave mellem fag-
personer fra intensivafdelinger, barneafdelinger og de palliative teams.

Der findes ikke ét valideret redskab til vurdering af ba@rnenes og familiernes behov, der daekker de
fire malgrupper og alderskategorier, men nogle af de redskaber, der findes til voksne, kan eventu-
elt anvendes som et grundlag for samtalen med det aeldre barn og familien (16).

Til at understgtte vurdering af rehabiliterende og palliative behov hos bgrnene og deres familier
(17) kan der tages udgangspunkt i WHO’s model: International Classification of Functioning, Dis-
ability and Health: Children & Youth version (ICF-CY), som er en bio-psyko-social model, der be-
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skriver faktorer, som har betydning for det samlede helbred (18). Funktionsevnen, som det centra-
le i modellen, indgar i et dynamisk samspil med helbred og kontekst (omgivelses- og personlige
faktorer).

Brug af WHO’s model til vurdering af den palliative indsats kan vaere med til at beskrive de pallia-
tive behov og skabe fokus pa barnets funktionsevne, funktionsevnebegraensning og helbredstil-
stand. Funktionsevnen omfatter tre komponenter: kroppens funktioner og anatomi, aktiviteter samt
deltagelse. Komponenterne pavirker hinanden gensidigt, ligesom den samlede funktionsevne
pavirkes af omgivelsesfaktorer, personlige faktorer og helbredsmaessige forhold.

Til opsamling af samtalen vedrgrende den indledende vurdering kan skabelonen i bilag 6, som
anvendes af et hospitalsbaseret specialiseret team, evt. benyttes.

4.3. Behov hos familien, sgskende og szerlige forhold

Familiens behov

Familien er en af de vigtigste statter for barnene igennem hele forlgbet, men'kan ogsa have selv-
staendige behov for stgtte. Familien belastes i hgj grad, da de ofte er hardt presset bade fysisk,
psykisk, socialt og eksistentielt/eksistentielt. Foreeldrene, som oftest.er ansvarlige for pleje og
administration af medicin og ernaering dagnet rundt, kan opleve tegn pa stress i form af hoved-
pine, mavepine, sgvnforstyrrelser eller andre psykiske symptomer som usikkerhed, angst og fryg-
ten for at miste sit barn. Foraeldrene har brug for viden, blandt andet fordi de ofte skal tage beslut-
ninger pa deres bgrns vegne, og de behgver stgttende interventioner, sa de er i stand til at pleje
deres eget barn. Yderligere har foreeldrene behov for stette i forhold til at bevare foraeldreskabet til
det syge barns sgskende samt i forhold til dem selv, fx vedrgrende opretholdelse af arbejdsliv og
parforhold. Det er derfor vigtigt, at familiernes ressourcer og eventuelle problemer afdaekkes, her-
under fx behov for aflastning. Dette forudsaetter foreeldrenes samtykke. Foraeldrene — og barnet
selv, nar dette er hensigtsmeaessigt — ber informeres om selv at vaere opmaerksomme pa fysiske
og folelsesmaessige forandringer i livsfarelse, herunder hvem de skal tage kontakt til ved behov.
Hvis familierne har behov. for hjeelp.til fx egen sygdom, vil dette som udgangspunkt varetages af
den praktiserende laege.

Soskendes behov

Inddragelse af sgskende tillet barn med livsbegreensende eller livstruende sygdomme er vigtigt,
saledes at sgskende ikke oplever at veere udenfor eller efterladt med deres egne fantasier og
folelser omkring den syge sgskendes sygdom og eventuelle dgd. Dette skal ske i overensstem-
melse med deres alder, falelsesmaessige udvikling og ressourcer. Dertil er det vigtigt med en hgj
grad af opmaerksomhed pa s@skende for at vurdere, om familien selv er i stand til at tage vare pa
reaktionerne hos s@skende. Forskningsresultater peger pa, at bgrn og unge er i risiko for at udvik-
le psykosociale problemer ved tab af en sgskende, som fx posttraumatiske stress-symptomer eller
angstg, og at det isaer er familiemaessige faktorer fra for dedsfaldet, der har betydning for, hvordan
barnet/den unge klarer sig. En anden konsekvens for sgskende er desuden, at de undertrykker
egne behov og falelser, eller at de patager sig et for stort ansvar for familiens trivsel. Disse reakti-
oner kan medfare fysiske og psykiske belastningsreaktioner som fx hovedpine, mavepine og
sevnforstyrrelser samt adfeerdsmaessige problemstillinger hos sgskende.

° Malin Lévgren m.fl.: Bereaved Siblings’ Advice to Health Care Professionals Working With Children With Cancer and Their Families (2016)
(Journal of Pediatric Oncology Nursing, 2016, VVol. 33(4) 297 —305)
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Blandt s@skende til bern med sjeeldne diagnoser opleves der ogsa psykiske symptomer som usik-
kerhed og angst, der ofte er forbundet med sygdommens udvikling og det syge barns prognose.
Saskende til barn med sjeeldne diagnoser kan ogsa opleve folelser af skam over at vaere ander-
ledes og skille sig ud. Samtidigt fgler saskende ofte en stor kaerlighed, emhed og omsorg over for
deres syge sgster eller bror. Disse modstridende folelser udlgser en hgj grad af felelsesmaessig
kompleksitet, der kan vaere sveer at handtere for barnet selv.

Saerligt udsatte born/ familier

Der er familier, som er saerligt udsatte, hvor der skal veere en seerlig opmaerksomhed, hvis de har
palliative behov i forbindelse med et barns sygdom. Det drejer sig fx om familier med svagt net-
veerk, socialt udsatte familier, forseldre med svaerere psykiske lidelser mv.

Nogle familier er enten ikke bevidste om deres behov eller kan have vanskeligt ved at give udtryk
for dem, eller de har ringere adgang til relevante sundhedsprofessionelle og gvrige fagprofessio-
nelle, fx fordi de kan have vanskeligt ved at benytte sig af de etablerede tilbud. Det er vaesentligt,
at de sundhedsprofessionelle og gvrige fagprofessionelle er opmaerksomme pa de seerlige van-
skeligheder og behov, disse bgrn og unge og deres familier kan have, og at de samarbejder om
indsatsen, saledes at denne kan tilretteleegges, sa den enkelte kan fa mest. mulig gavn heraf.

Kulturelle forhold

Konsekvenserne af livstruende sygdom kan for familierne afthaenge af bl.a. livssyn, sociale res-
sourcer samt kulturelle og religigse stasteder. Kulturelle forhold og etnicitet kan medfere saerlige
krav til og behov for speciel kost, hygiejne og daglige ritualer, sdvel som andre sygdomsopfattel-
ser, seerlige ritualer i forbindelse med sygdom, livsafslutning, begravelse og segrgeperiode. Det er
vigtigt, at de sundhedsprofessionelle og @vrige fagprofessionelle er opmaerksomme pa dette, og
at det medtaenkes i forhold til vurdering af barnets og familiens palliative behov. Ved sproglige
barrierer er det vaesentligt, at der er adgang til en professionel tolk, som familien er tryg ved, og
som kan rumme situationen.
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5. Palliative indsatser til barn og unge
og deres familier

Anbefalinger

e Born, unge og deres familier tilbydes en palliativ indsats med udgangspunkt i deres
identificerede behov, ressourcer mv. bade under og efter sygdomsforlgbet. Palliativ ind-
sats integreres tidligt i barnets sygdomsforlgb, evt. allerede fra diagnosetidspunktet ved
behov.

e Detindividuelle palliative forlgb tilrettelaegges og foregar tvaerfagligt i samarbejde med
barnet/den unge og familien. Indsatserne kan veere rettet mod fysiske og psykiske symp-
tomer samt sociale og eksistentielle/andelige forhold.

e Alle familier med livsbegreensende eller livstruende sygdom tilbydes lgbende afdaekken-
de samtaler om fremadrettede behov for stette og pleje. Efterladte pargrende tilbydes
opfelgning efter barnets/den unges livsafslutning.

5.1. Den helhedsorienterede palliative indsats

En palliativ indsats til bern og unge med livsbegraensende eller livstruende sygdomme er familie-
centreret og ikke patientcentreret. Indsatsen omfatter foraeldre, s@skende og evt. naere pararende,
og malet er at gge barnets/den unges og familiens trivsel og livskvalitet ved at lindre deres samle-
de lidelser. Det er vigtigt, at indsatsen er individuelt tilrettelagt i overensstemmelse med barnet og
familiens gnske og behov og kan efter behov omfatte falgende:

¢ Indsatser rettet mod fysiske og psykiske symptomer

Indsatser rettet mod sociale, aktivitets- og undervisnings-/uddannelsesmaessige behov
Indsatser.rettet mod eksistentielle og andelige forhold

Indsatser rettet'mod stette til barnets/den unges fortsatte aldersvarende udvikling.

En helhedsorienteret indsats i praksis indebaerer, at man ikke isolerer et enkelt symptom og be-
handler det, uden at tage hgjde for den virkning eller betydning det har pa helheden. For eksem-
pelvil et fysisk symptom som andengd naesten altid vaere ledsaget af et psykisk symptom som
angst, og behandling af angsten vil derfor ogsa lindre andengden. Ligeledes er barnets, den un-
ges og eventuelle sgskendes trivsel og livskvalitet afhaengig af foraeldrenes mestringsevne og
trivsel.

Palliativ indsats til bgrn og unge med livsbegraensende eller livstruende sygdomme og deres fami-
lier er ofte en intensiv og kompleks opgave. Det er ngdvendigt, at mange forskellige faggrupper
bidrager med indsatser rettet mod de fysiske, psykiske, sociale og eksistentielle problemstillinger.
For at opna og sikre helhedsperspektivet er en koordineret tveerfaglig og tveersektoriel indsats
afgerende. Det tvaerfaglige samarbejde anses for at vaere forudsaetning for at opna positive resul-
tater. Der henvises til kapitel 5 for uddybning af det tvaerfaglige samarbejde.

Bgrnenes/de unges forlgb varierer alt efter alder, og hvilken sygdomsgruppe de tilhgrer, og kan
ogsa ses i forhold til arketyper (se kapitel 2). Den bgrnepalliative indsats skal i henhold til WHO’s
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anbefalinger ivaerksaettes pa diagnosetidspunktet, integreret med en eventuel sygdomsrettet be-
handling (1,11). Leengden af den palliative indsats kan saledes variere fra timer til dage, maneder
og ar og for mange unge med en transition til voksenlivet. Indsatserne, der ogsa daekker familier-
ne, kan ses i forhold hertil, og til om der er behov for en basal eller en specialiseret indsats - eller
begge dele. | mange forlgb vil barnene og deres familier fa behov for bade basale og specialise-
rede indsatser. Udgangspunktet for den palliative indsats til barn og unge er det samme som for
voksne, men de konkrete indsatser adskiller sig, idet livstruede syge bgrn har andre sygdomme
end voksne, samt anderledes og ofte lange forlab med skiftende palliative behov og desuden har
behov for, at den alderssvarende udvikling understgttes.

Hertil kommer at bgrns evne til at forstd og udtrykke deres symptomer og behov er en.szerlig ud-
fordring, der skal vurderes individuelt ud fra barnets udvikling ved hjeelp af dertil udviklede sco-
ringsredskaber eller kommunikationshjeelpemidler, eksempelvis redskaber der hjeelper barnene
med at beskrive deres fysiske symptomer.

De palliative forlab hos barn og unge er preeget af, at sygdomsforlgbene kan vaere mere uforudsi-
gelige end sygdomsforlgbene hos voksne. Det skyldes blandt andet, at det ofte drejer sig om
sjeeldne og arvelige sygdomme, der kan have flere tilsyneladende terminale faser.

Det er vaesentligt, at familierne fra starten af et livstruende sygdomsforigb bliver praesenteret for,
hvilke muligheder der er for stgtte fremover, fx ved udgaende funktion til hjemmet eller ophold pa
bgrnehospice eller anden institution, hvem de kan henvende sig til fx vedragrende oplysninger om
hjeelpemidler samt vejledning i plejeopgaver. Der kan endvidere henvises til Sundhedsstyrelsens
"Anbefalinger til sundhedspersoners mgde med pararende til alvorligt syge” (19) samt pjecen
"Mgdet med pararende til personer med alvorlig sygdom (20).

For at opna og sikre dette helhedsperspektiv er det ngdvendigt med en koordineret og tveerfaglig
indsats. For at lgfte denne opgave skal personalegruppen have kompetencer inden for det pallia-
tive, habiliterende og det paediatriske omrade, jf. kapitel 5.

Indsatser i forhold til fysiske symptomer

Formalet med indsatserne malrettet de fysiske symptomer er at bibeholde og fremme et fysisk
velbefindende og et ilfredsstillende/acceptabelt funktionsniveau og hermed gge barnets/den un-
ges livskvalitet i hverdagen, hvilket spiller en central rolle i bade de basale og specialiserede palli-
ative indsatser. Symptombilledet vil vaere forskelligt afhaengigt af den livsbegraensende og livstru-
ende sygdom. Eksempler pa fysiske symptomer er: hastigt progredierende funktionstab, nedsat
eller manglende spisefunktion, treethed, kramper, uro, smerter, kvalme, mave-tarmproblemer,
andedreetsproblemer, spasticitet.

Indsatsen i forhold til de fysiske symptomer kan veere farmakologisk og ikke-farmakologisk. Den
farmakologiske palliative behandling varetages af bgrnelaeger eller andre behandlingsansvarlige
leeger efter aftale, og den har til formal at lindre bedst muligt med feerrest mulige bi- og fglgevirk-
ninger. Behandlingen understatter allerede igangsat medicinsk behandling i starten af forlgbet, og
den vurderes og justeres lgbende, herunder evt. behov for seponering af ungdig medicin. Dette
kreever ofte en teet kontakt med barnet/ den unge og foreeldrene samt en langsom optimering og
justering af doser. Smertebehandling er bade en farmakologisk og en ikke-farmakologisk, psyko-
logisk indsats. Der kan eksempelvis veere fokus pa barnets/den unges (og familiens) smertehand-
tering.

De ikke-farmakologiske indsatser har fokus pa at mindske fglger efter sygdom og behandling med
henblik pa at fremme funktionsniveau og livskvalitet. Alt efter barnets behov oplaeres foreeldrene i
de ikke-farmakologiske indsatser samt hensigtsmaessige teknikker i deres daglige omsorg for
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barnet. Indsatsen kan vaere mobilisering, lejring, respirationsteknikker, varmebehandling, habilite-
rende og rehabiliterende treening. Desuden er der fokus pa fysisk traening for de bgrn og unge,
der er i stand til det, med henblik pa at lindre symptomer og bedre de fysiske funktioner. En vigtig
opgave er, at barnet far en oplevelse af liv, herunder opbygger kropslige ressourcer og relationelle
feerdigheder gennem leg og positiv kontakt med egen krop. Disse opgaver varetages af fagperso-
ner med relevante kompetencer, eksempelvis af fysioterapeuter, ergoterapeuter m.fl.

Vigtige opgaver i den daglige omsorg og sygepleje er at observere, identificere og handle pa bar-
nets problemstillinger og behov, at planleegge, udfare, koordinere og evaluere palliativ pleje og
omsorg pa et grundlaeggende og specialiseret niveau. Sygeplejen skal kunne handtere staerke
opioider, smertepumper og en genoplivningssituation. Disse opgaver varetages af sygeplejersker
o.l. med specialiserede kompetencer eller hjemmesygeplejersker under supervision‘af de specia-
liserede team.

Indsatser i forhold til psykiske symptomer

Formalet med en tidlig og lgbende indsats malrettet psykiske symptomer hos barnet/den unge, og
i de ramte familier, er sa vidt muligt at hgjne familiernes livskvalitet samt at reducere og forebygge
psykopatologiske reaktioner bade i lgbet af og efter sygdomsforlgbet samt efter barnets eventuel-
le dad. Det er generelt meget komplekse psykiske problemstillinger, som det syge barn, men ogsa
sgskende og foreeldre star overfor. Den psykiske belastning kan spaende. fra'lettere til sveere og
mere invaliderende symptomer i og efter forlabet. Formalet med den psykologiske indsats er end-
videre at hjeelpe familierne med at mestre deres aktuelle omstaendigheder og de forandringer,
bekymringer og uvisheder, der falger med.

Indsatsen kan veere en stgttende indsats i forhold til varetagelsen af familiens samlede trivsel,
herunder foraeldrerollen, barnets udvikling (habilitering),.s@skendes trivsel samt handtering af de
folelsesmaessige belastninger og reaktioner, eksempelvis kompliceret krise- eller sorgreaktion,
depression, angst og selvmordstanker, der.opstar i familien, og som pavirker familiemgnsteret.
Disse opgaver varetages af fagpersoner med relevante kompetencer, eksempelvis psykologer o.1.

Indsatsen kan i forhold til det syge barn og s@skende omfatte interventioner tilpasset det enkelte
barns udviklingsmaessige kapacitet og ressourcer, fx fokus pa relationer og netvaerk, tegne- og
legeterapeutiske tilgange, styrkelse af bevidst naervaer, bekymringshandtering, vaerdibaseret
handlen og eksistentielle samtaler. For sgskende bgr der herudover vaere seerligt fokus pa legitim
adspredelse, opretholdelse af sygdomsfri zoner og et almindeligt ungdomsliv samt samtaler med
fokus pa potentielle skyldsspargsmal. Det er derfor vigtigt, at fagpersonerne taler med saskende
om de fglelser og tanker, der er forbundet med at have en sgster eller bror med en livsbegreen-
sende eller livstruende sygdom samt om deres forstaelse af deden med udgangspunkt i brors
eller sgsters alder og kognitive udviklingsniveau.

Derudover kan musikterapi ved musikterapeut anvendes til at lindre og stette bade barnet, s@-
skende, foreeldre og andre pargrende gennem hele sygdomsforlgbet. Musikterapi kan blandt an-
det give barnet oplevelse af at lindre smerte, uro og angst, give sgskende statte i at udtrykke fo-
lelser samt vaere med til at samle familien.

Indsatser i forhold til sociale forhold

Formalet med en indsats, der har fokus pa sociale forhold, er at bidrage til at styrke barnets/den
unges og familiens sociale liv, da de ofte ikke laengere indgar i almindelige aktiviteter eller er isole-
rede fra sociale aktiviteter.

I den lindrende og stgttende indsats er der saledes fokus pd, hvordan barnets og sgskendes soci-
ale liv kan stgttes bedst muligt ud fra barnets forudsaetninger. En vigtig del af indsatsen er at for-
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sgge at fastholde kontakten til barnets venner, bgrnehave, skole, og at der i hverdagen er andet
indhold end sygdom, der hvor barnet opholder sig, fx pa sygehuset.

Det gode barneliv, barnets oplevelse af egen identitet, seskendes plads og behov i familien, samt
familiens hverdagsliv er saledes centrale fokusomrader med henblik pa at styrke det sociale liv.
Der er seerligt fokus pa, hvad der kan skabe gleede, motivation og starst mulig trivsel hos det syge
barn og familien. Der kan fx veere behov for stgtte til at finde aktiviteter, lege og indhold, der pas-
ser til barnets og familiens muligheder. Alt efter familiens belastningsgrad kan der desuden ydes
aflastende indsatser, fx ophold uden for hjiemmet.

Foreeldrene kan desuden have behov for hjeelp til at vurdere barnets hverdagsfunktioner og udvik-
ling med henblik pa at klare hverdagen med det syge barn. Der vejledes for eksempel i, hvordan
foreeldrene kan balancere rollen som omsorgsgivere for det syge barn og samtidig opdrage med
passende krav ud fra barnets udviklingsalder og tilstand.

Disse opgaver varetages af fagpersoner med relevante kompetencer, eksempelvis paedagoger
eller fagpersoner med lignende kompetencer.

Desuden kan formalet med indsatsen vaere at Igse eventuelle sociale problemer i familien sa vidt
muligt og dermed hgjne barnets og familiens livskvalitet. Indsatsen til nogle familier kan besta i
radgivning, sa de i hgjere grad kan foretage egne valg,,mens andre har-behov for stette til at fore-
tage disse valg. Socialfaglige indsatser kraever ofte et indgaende kendskab til den kommunale
forvaltning og de seerlige forvaltningsomrader, herunder.sags-administrationen og bevillingskom-
petencerne, herunder relevante stgttemuligheder i savel offentligt som privat regi.

Indsatsen kan veere at stgtte familien i forhold.til sociale forhold, fx sage relevante oplysninger,
udforme ansg@gninger, skabe overblik over sociale forhold, finde eventuelle Iasningsforslag og
koordinere med andre aktgrer med henblik pa at skabe sammenhaeng i indsatsen pa tveers af
sektorer. Indsatserne kan eksempelvis have fokus pa at sikre forsgrgelsesgrundlaget, fx at sege
om orlov med tabt arbejdsfortjeneste.til enten’en eller begge foreeldre athaengig af situationen,
eller have fokus pa stette’i hjemmet, hjeelpemidler og information om forhold i forbindelse med
daedsfald. Endvidere kan den efterladte familie have behov for stette til sociale forhold efter et
langt sygdomsforlgb/d@dsfald, herunder fri efter dgdsfald, barnets/den unges og s@skendes tilba-
gevenden til hverdagen, herunder skole, fritidsaktiviteter mv. Disse opgaver varetages af fagper-
soner med relevante kompetencer, eksempelvis socialradgivere, socialformidlere o.l.

Indsatser i forhold til eksistentielle/andelige forhold

Formalet med eksistentiel/andelig omsorg omfatter opmeerksomhed pa barnets og de pargrendes
eksistentielle lidelse, det vil sige opmaerksomhed pa i hvilken grad sygdommen afstedkommer
overvejelser om retfaerdighed/uretfaerdighed, mening med liv og dgd, en hgjere magts eksistens
eller fraveer. Desuden er der fokus pa, hvordan familien lever med den afmagt en livstruende syg-
dom forarsager, om familien formar at bevare eller genskabe livsmod, hab og mening og om der
er religigse overvejelser. Den eksistentielle/andelige palliative indsats er afsggende og indebzerer
en lyttende tilgang med abenhed overfor den spiritualitet, religigsitet eller livstydning, som barnet
eller den pargrende matte give udtryk for.

Barns eksistentielle lidelser er ikke ngdvendigvis mindre end voksnes, afhaengig af barnets alder
og kognitive ressourcer. Bgrn kan ogsa sparge om mening med livet, retfaerdighed, hvorfor vi skal
dg, og hvad der sker, nar vi der. Den eksistentielle/andelige omsorg omfatter ogsa at stette forael-
dre eller andre naere voksne i at tale med barnet om de store spergsmal uden selv ngdvendigvis
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at have svar, og at stette foraeldrene i at finde alderssvarende fortzellinger, bager, film og ritualer,
som kan bidrage til udvikling af barnets fantasi og til dets oplevelse af mening i tilveerelsen.

Den eksistentielle/andelige omsorg omfatter ogsa at henvise til den lokale sognepraest, imam eller
andre religigse fagpersoner, hvis barnets familie bekender sig til en trosretning, og det skennes
relevant. En sognepraest eksempelvis har dog sjeeldent meget erfaring med de komplekse behov,
der kan veere i en familie med et barn med en livstruende sygdom. Deres behov vil oftest kunne
varetages bedre af en praest med palliativ indsats som arbejdsomrade.

5.2. Den palliative indsats pa begrneafdelingerne

Den palliative indsats pa begrneafdelingerne beskrives i forhold til bern og unge med falgende
sygdomme/sygdomsgrupper samt i forhold til det nyfadte barn:

1. Nyfedte bgrn med svaert invaliderende lidelser samt lidelser med d@den til falge

2. Kreeft, benigne haematologiske og immunologiske sygdomme samt knoglemarvstrans-
plantation

3. Neurologiske, genetiske og metaboliske sygdomme

4. Livstruende organsygdomme i hjerte, lunge, lever eller nyre; samt organtransplantation

Falgende beskrivelser af de sygdomsspecifikke indsatser.i forhold til disse fire sygdomskategorier
omfatter ogsa ansvarsfordelingen mellem fagpersonerne.

Flowcharts for de fire sygdomskategorier i kapitel 4 angiver mulige tidspunkter for ivaerkseettelse
af henholdsvis basal og specialiseret palliativ indsats.

Basal palliation til nyfodte born med svaert invaliderende lidelser og lidelser med daden til
folge

Den palliative indsats i forhold til det syge foster og det nyfadte barn med en livsbegraensende
eller livstruende sygdom skal starte pa diagnosetidspunktet, ved fadslen eller i neonatalperioden
(21). Indsatsen varetages primaert i et samarbejde mellem obstetrikere og neonatologer og er en
hgijtspecialiseret paediatrisk funktion.-Den diagnostiserende lsege (obstetrikeren) arrangerer en
feelles samtale med foraeldrene, en neonatolog og evt. en anden paediater med speciale indenfor
den konkrete lidelse, safremt.et foster diagnosticeres med en dadelig eller sveert invaliderende
lidelse. Hvis foreeldrene vaelger at gennemfgre svangerskabet, eller hvis de har faet afslag af etisk
komité pa evt. ansggning om svangerskabsafbrydelse, planlsegges fedslen af det syge barn. Det
hospitalsbaserede specialiserede team kan med fordel inddrages.

Hvis det forventes, at barnet ikke vil kunne leve med den pagaeldende lidelse, planleegges det, at
foreeldrene og det dgde eller deende foster indlaegges pa en specialafdeling med jordemadre,
bemandet 24 timer i dagnet. Laeger fra neonatalafdelingen hjeelper med lindrende medicin eller
sonde med vaesketilfgrsel, hvis der er behov for det. Hvis barnet ikke forventes at da umiddelbart
efter fgdslen, planlaegges det, at barnet og foraeldrene indleegges pa neonatalafdelingen, og det er
pa forhand aftalt, hvor intensiv behandlingen skal veere, alt efter foraeldrenes gnsker og den
medicinske prognose. Ofte vil denne plan blive revideret over tid, fx hvis barnet udvikler sig
anderledes end forventet, eller hvis foreeldrenes holdning og ensker aendrer sig.

Hvis det bliver et laengere forlgb vil det vaere muligt at inddrage det bagrnepalliative team (se afsnit
6.2.2), hvilket giver mulighed for, at familierne kan have tid med barnet i eget hjem, og at bamet

kan afslutte livet i eget hjem, hvilket er altafgegrende for nogle familier.
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| de tilfeelde, hvor et barn uventet fades meget sygt eller pga. sin gestationsalder udvikler en
sygdom, der ikke er forenelig med liv eller giver sveert invaliderende eller kronisk sygdom,
iveerksaettes meget intensiv terapi fra barnets fadsel. Herefter kan der vaere en lang periode med
intensiv udredning for at give barnet en diagnose og prognose, hvilket af og til ikke kan gives med
sikkerhed.

Det er afggrende, at familie og behandlere har en feelles forstaelse og forventningsafstemning af,
hvad formalet med behandlingen er. Det vil sige, om der er tale om en helbredende, livsforleen-
gende og/eller palliativ (lindrende) behandling eller flere af delene samtidigt, og hvad der ud fra et
leegefagligt synspunkt forekommer rigtigt at tilbyde barnet. Afheengig af alder vil barnet/den unge
indga i denne forventningsafstemning. Ofte gives der palliativ behandling samtidig med den hel-
bredende, jf. afsnit 4.1, hvor det beskrives, at det er vaesentligt at indtaenke den specialiserede
palliative indsats sa tidligt som muligt i forlgbet. | forhold til denne sygdomsgruppe betyder det, at
der suppleres med specialiseret palliation i neonatalafdelingen. Det er ofte en'svaer overgang for
familierne at ga fra meget intensiv helbredende behandling til udelukkende palliativ.behandling,
hvilket indebaerer at skulle acceptere, at barnet ikke bliver raskt. Denne tilgang er ogsa relevant
for de gvrige tre sygdomsgrupper.

Basal palliation til bern/unge med kraeft eller heematologiske sygdomme
Basale palliative indsatser til barn/unge med kreeft eller heematologiske.sygdomme pa sygehuset
starter pa diagnosetidspunktet og fortseetter gennem hele behandlingsforlgbet.

Barnet/den unge og foraeldrene gives information om sygdom og behandlingsmuligheder af den
patientansvarlige laege og gvrige relevante fagpersoner, herunder bivirkninger, risici og forventede
senfglger, hvilket gentages flere gange i sygdomsforlgbet.

Plejepersonalet hjaelper familierne, som skal lzere at administrere flere forskellige medicinske
preeparater, som barnet far dagligt, som ofte gives intravengst ved hjeelp af centralvenekatetre. |
forbindelse med procedurer ved:behandling mv. er der ofte behov for smertestillende og beroli-
gende medicin. Barnet og familien kan desuden leere at mestre disse situationer, hvilket plejeper-
sonalet hjaelper med, ved hjeelp af forskellige mestringsstrategier. Afdelingen for bgrneanaestesi er
desuden en teet samarbejdspartner i forbindelse med fuld narkose ved procedurer og skanninger
mv. Afdelingens socialradgiver hjeelper familierne med at sgge tabt arbejdsfortjeneste i forbindelse
med plejen af det'syge barn.

Symptomer relateret til selve sygdommen og bivirkninger til behandlingen gennemgas lgbende
under indlaeggelse og ved ambulante kontakter af den patientansvarlige laege og gvrige relevante
fagpersoner. Der iveerkseettes relevante lindrende indsatser, hvor effekten af disse Igbende vurde-
res og justeres. Barn med nedsat fysisk funktionsevne bliver vurderet og behandlet af fysiotera-
peut og ergoterapeut samt henvist til relevante indsatser i kommunalt eller andet specialiseret

regi, herunder til vurdering med henblik pa at fa de rette hjeelpemidler.

Der er mulighed for at henvise bgrnene/de unge, foreeldre og sgskende til psykologm. Familierne
kan ogsa opfordres til at sgge stette og lindrende indsatser fra private organisationer fx, Barne-
cancerfonden og Foreningen Cancerramte Bgrn. Desuden er der tilbud, der giver mulighed for, at
barnet kan bevare kontakt til skolekammerater og hjemskolen (RESPECT).

0 Bekendtgarelse om tilskud til psykologbehandling i praksissektoren for szerligt udsatte persongrupper (BEK nr. 413 af 04/05/2016)
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Basal palliation til bern/unge med neurologiske/genetiske sygdomme

Den neuropeaediatriske basale palliative indsats igangseettes, nar barnet/den unge har vedvarende
funktionsindskraenkning, som kan vaere medfadt eller erhvervet og ofte er meget varierende over
tid, samt nar der er symptomer fra mange organsystemer.

Den neuropaediatriske kontaktlaege varetager medicinsk behandling og opfelgning til bgrn fra 0-18
ar og henviser til alle relevante specialister ved behov, fx barneortopaedkirurger, neurokirurger og
respirationscentre, centre for sjeeldne sygdomme, og koordinerer fglgende:

En beskrivelse af barnets/den unges motoriske funktionsniveau samt en afklaring af treeningsbe-
hov foretages typisk af fysioterapeut/ergoterapeut. Eventuel treening af barnet varetages af lokal
fagperson (kommunal, privat) eller der henvises til de tveerfaglige barnepalliative teams.

Bgrn/unge med muskelsvind henvises til indsatser i Rehabiliteringscenter for Muskelsvind (RcfM).
Efter henvisningen er der efterfglgende jeevnlige mader mellem neuropzediatriske kontaktleeger
og rehabiliteringscentret.

Ved behov indhentes der en psykologisk/kognitiv funktionsevnebeskrivelse fra Paedagogisk Psy-
kologisk Radgivning, en bagrne-/ungdomspsykiatrisk udredningog/eller en undersggelse fra psy-
kolog/den nationale Videns- og Specialradgivningsorganisation (VISQ); og relevant indsats igang-
saettes herefter. Der afholdes tveerfaglige mgder med barnets/den unges skole/daginstitution med
henblik pa en tveerfaglig indsats til barnet/den unge og sgskende ved behov, hvilket kontaktlaegen
koordinerer.

Der tages endvidere kontakt til socialradgiver pa barneafdelingen eller i kommunen, og har bar-
net/den unge og familien szerlige behov for statte, sendesen underretning til kommunen.

Neuropaediateren henviser til specialiseret palliativ indsats i det bgrnepallative team, hvor der ikke
gnskes genoplivning ved hjertestop, eller respirator behandling - sa tidligt som muligt med henblik
pa en integreret indsats, seerligt forbgrn-med. progredierende sygdomme og komplekse problem-
stillinger. | teamet aftales en tveerfaglig indsats som supplement til den neuropaediatriske basale
indsats.

Basal palliation til barn/unge med livstruende organsygdomme i hjerte, lunge, lever eller
nyre

Bgrnelaegen og barnesygeplejersken i ambulatoriet og evt. sengeafsnit fungerer som kontaktper-
soner for gvrige laegefaglige specialer, kommune, skole mv.

P& diagnosetidspunktet orientereres familien om det forventede forlgb, herunder om risiko for
transplantation. Informationen rettes til bade foreeldre og barnet/den unge, og niveauet af informa-
tion afhaenger af hvor fremskreden sygdommen er. Der tegnes et billede af familiestrukturen, og
hvilke ressourcepersoner der er i barnets liv. De sociale aspekter indgar, hvor der snakkes med
barnet og foreeldrene om hverdagen for at vurdere, om der er behov for indsatser pa nogle omra-
der. Behandler og plejeteam for familien udpeges. Det vurderes, om der er behov for samtale med
skolen og kontakt til psykolog eller socialradgiver.

Frem til tidspunktet, hvor organet eventuelt ikke lzengere kan kompensere for sin manglende funk-
tion (dekompensation), tales der Isbene med barnet/den unge og familien om udvikling, beslutnin-
ger og eventuelle begraensninger samt om familiens situation og behov, som Igbene revideres.
Ved dekompensation tales der om, hvordan en eventuel transplantationsindstilling kan pavirke
familien. Barnet/den unge kan eventuelt henvises til samtale med socialradgiver eller psykolog om
livet far, under og efter en transplantation. Behandler og plejeteam sammensaettes pa ny, og der
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kan tages kontakt med en familie i lignende situation. Der tales om forventninger med familien,
herunder realitetsjustering og indgydelse af hab.

Sker dekompensationen pludseligt eller er en transplantation ikke mulig, og er konsekvensen
eventuelt. livsafslutning (typisk 1-2 d@gn), har faste lseger og behandlerteamet teet kontakt med
familien samt koordinerer kontakten til andre specialer og mobiliserer andre pargrende.

| ventetiden frem til en transplantation har behandler og plejeteam (primaert ambulatoriesygeple-
jerske, men eventuelt ogsa socialradgiver og psykolog) teet kontakt med familien, herunder jeevn-
lig vurdering af familiens behov samt koordinering af sygehusbes@g mv. Der gives statte til opret-
holdelse af en sa almindelig hverdag som muligt. P4 Rigshospitalet, hvor alle organtransplantatio-
ner foregar (med undtagelse af nyretransplantation), er omsorg til familierne en samlet indsats
mellem det palliative team for barn og unge og det behandlingsansvarlige team. | de forlgb, hvor
det skgnnes relevant, ber det palliative team for bgrn og unge inddrages umiddelbart efter trans-
plantationsindstillingen.

5.3. Specialiseret indsats

Familien kan henvises til specialiseret indsats ved det hospitalsbaserede palliative team, Lukas-
huset eller FamilieFokus, nar enten prognosen eller familiens/barnets situation er sadan, at den
basale indsats ikke er tilstraekkelig. Dette sker typisk, nar prognosen enten fra start eller i Igbet af
behandlingen er blevet mere alvorlig, ved behandlingsresistent sygdom eller hos familier som er
sveert belastede af andre forhold. Hos et barn med meget.alvorlig prognose skal det labende vur-
deres, hvad der kan opnas ved sygdomsrettet.palliativ behandling i forhold til den belastning be-
handling ogsa kan give, den tid den tager fra barnet og familien, og hvordan der kan kompenseres
for denne belastning. Forlabet foregarofte i taet samarbejde mellem stamafdelingen og det hospi-
talsbaserede team. Desuden har den specialiserede palliative indsats fokus pa at skabe lindring
og livskvalitet for bade barnet og hele familien.

De hospitalsbaserede specialiserede palliative teams kan via den udgaende funktion understgtte
sammenhaeng i patientforlgb, fx'ved transition fra neonatalafdelingen til anden bgrneafdeling eller
familiens hjem, varetage terminalforleb i hjiemmet, fx hjemmeekstubation, bidrage til beslutning
om behandlingsniveau og etiske dilemmaer, lindre fysiske symptomer og bidrage til den psykoso-
ciale indsats for hele familien;.inklusiv sgskende og efterladte (22).

For nogle livstruede syge barn og unge kan det vaere relevant med et ophold pa et bernehospice,
der er indrettet efter berns og unges saerlige behov og med kompetencer inden for det palliative
felt og det'paediatriske felt. Her kan bgrnene/de unge veere indlagt sammen med foraeldre og s@-
skende, som ogsa kan have behov for lindring og stette i Igbet af et sygdomsforlgb eller i den
terminale fase.

5.4. Alderssvarende udvikling

Den palliative indsats til barn med en livsbegraensende eller livstruende sygdom skal tilpasses
barnets kontinuerlige udvikling. Indsatsen ber blandt andet have fokus pa aldersvarende kommu-
nikation, stgtte psykosocial udvikling med foraeldre, sgskende og venner og sikre undervisningstil-
bud (23). Endvidere skal der rettes opmaerksomhed mod, at lsegemidlers farmakokinetik sendres
gennem hele vaekstperioden (24).
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Den palliative indsats til unge med livsbegraensende eller livstruende sygdomme ma tage hgjde
for, at de unge har seerlige udviklingsmaessige udfordringer bade biologisk, psykologisk og socialt
(25). Mange kronisk syge unge gar senere i puberteten og oplever isolation fra deres jeevnaldren-
de. Den unges udvikling mod selvsteendighed og lgsrivelse fra foraeldrene er vanskelig pa grund
af det vedvarende behov for pleje og omsorg fra familien, hvilket kan give anledning til mange
folelsesmaessige reaktioner og tanker, fx om den unge skal blive boende hjemme, starte uddan-
nelse, stifte familie. Usikkerheden i den unges diagnose vil endvidere forsteerke disse reaktioner
og tanker. Den palliative indsats til unge skal pa samme vis som hos bern sikre alderssvarende
kommunikation, stette psykosocial udvikling samt sikre undervisningstilbud. Endvidere bgr indsat-
sen understgtte den unges selvstaendighed og behov for Igsrivelse samt foraeldrenes rolle i dette.
Endelig vil unge med livsbegreensende sygdom tilsvarende andre unge eventuelt eksperimentere
med risikobetonet adfeerd med for eksempel tobak, alkohol og stoffer (26).

5.5. Overgangen fra ung til voksen

Overgangen fra den palliative indsats i peediatrien til palliation i voksenregiisker omkring 18-ars
alderen. Den palliative indsats til unge voksne med livsbegraensende eller livstruende sygdom
skal fortsat tage hejde for den unges udviklingsmaessige udfordringer bade biologisk, psykologisk
og socialt, og at foraeldre stadig spiller en central rolle. Derudover skal.indsatsen sikre god transi-
tion. Dette kraever en veltilrettelagt forberedelsesfase og god koordination af overgangen, da et
skift fra én instans til en anden udger en administrativ. og sammenhaengsmaessig udfordring.
Overgangen bgr planlaegges i god tid og ud fra en individuel faglig vurdering med blandt andet
hensyntagen til, hvornar den enkelte unge er klar til det, herunder modenhed og udvikling.

Hvis overgangen ikke koordineres, kan det skabe usammenhzaengende forlgb for de unge og de-
res familier, ungdig ventetid, videnstab mellem de fagprofessionelle, risiko for uklar ansvarsforde-
ling mv. En vellykket overgang kreever derfor et teet samarbejde mellem de involverede afdelin-
ger/institutioner, og at skiftet af fx fagpersoner sker planlagt og ikke pludseligt.

Servicelovens paragraffer vedragrende. barn er vaesentligt forskellige fra paragrafferne vedrgrende
voksne, der som udgangspunkt'gaelder fra den dag, den unge fylder 18 ar. Det indebaerer blandt
andet, at den hjeelp,.som kommunen-har bevilget foreeldrene, kan ophgre, da hjeelpen nu er mal-
rettet den unge voksne. Indsatsen skal derfor have szerlig fokus pa evt. 2endrede gkonomiske
vilkar samt foreeldrenes aendrede rolle.

5.6. Samtaler om forlgbet og livet med sygdommen

For at give bedst mulig hjeelp til bern/unge og deres familier, er samtaler om livet med sygdom
ngdvendige.-Det er barnet/den unge og dets forzeldres rettighed at fa belyst alle behandlingsmu-
ligheder og det at opna feelles behandlingsmal er en Igbende proces. Behandlingsmalene kan
andre sig undervejs, ligesom der kan komme nye behandlingsmuligheder til radighed. Barnet/den
unge og dets foreeldres gnsker og behov kan derfor sendres i takt med sygdomsforlgbets udvik-
ling, hvorfor det er vigtigt, at samtaler afholdes lgsbende gennem sygdomsforlgbet.

Det er vigtigt at fa afklaret i feellesskab med barnet/den unge og familien, hvem der skal inddrages
og i hvilket omfang. Der skal desuden vaere opmaerksomhed pa, at unge og deres familier har
mulighed for at drgfte bekymringer adskilt fra hinanden, og at de kan have forskellige behov samt
gnsker om tiltag. Det er vaesentligt at respektere, at ikke alle bgrn/unge eller deres familier gnsker
at tale om sygdommens udvikling, prognose og ded. Dette kan vaere en udfordring for barnet/den
unge, familierne samt de sundhedsprofessionelle og @vrige fagprofessionelle.
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Der findes forskellige metoder til afholdelse af samtaler, som kan indga i planlaegningen af det
palliative forlgb. Det anbefales, at de labende samtaler planleegges, saledes at det vedrarer frem-
tidig pleje og behandling mellem barnet/den unge, familien og sundhedsprofessionelle, for heri-
gennem at skabe en feelles forstaelse parterne imellem. Malet med de Iabende samtaler er at
sikre en grundig afdaekning af personlige gnsker, som medvirker til at sikre, at der traeffes de be-
slutninger, som er bedst for barnet/den unge og familien — og efterfglgende at dokumentere dette.

5.7. Statte til efterladte

Palliative indsatser omfatter ogsa statte til de efterladte. Det er derfor hensigtsmaessigt, hvis de
sundhedsprofessionelle og gvrige fagprofessionelle, der Isbende har veeret i kontakt med barnet
og familien i sygdomsforlgbet, tager kontakt til de efterladte efter dgdsfaldet, med henblik pa iden-
tifikation af deres palliative behov. Det kan vaere en kontaktperson fra det behandlende team pa
sygehuset, det palliative team for bgrn og unge, personale pa bernehospice eller-aflastningstilbud
mv. Der vil ofte vaere mange praktiske ggremal og falelsesmaessige behov som felge af barnets
ded, herunder behov for socialfaglig bistand.

Der findes flere tilbud til efterladte, herunder fx sorggrupper i regi af Folkekirken, samtalegrupper
mv. i regi af Kraeftens Bekeempelse og Bgrnecancerfonden samt specifikke.tilbud til barn og unge
i regi af organisationen Bgrn, Unge & Sorg under Det Nationale Sorgcenter. De sundhedsprofes-
sionelle og gvrige fagprofessionelle, der har kontakten til de efterladte, ber have viden om og
henvise til de tilbud, der findes lokalt samt til om mulighed for til skud til psykologhjaelp.11 Et over-
blik over de gratis tilbud om sorggrupper til bade bgrn, unge, voksne og eldre kan ses i regi af
Det Nationale Sorgcenter'? samt hos Landsforeningen Spaedbarnsded.

5.8. Forskning

Forskning og udvikling i palliativ indsats til bgrn er essentiel med henblik pa at kunne optimere
behandling og indsats. | udlandet ses et spirende forskningsmiljg indenfor omradet, og der er
ogsa startet flere forskningsprojekter i Danmark, primaert forankret pa Rigshospitalet og Aarhus
Universitetshospital.

Idet patientgrundlageti Danmark er meget lille er national koordinering og samarbejde vigtig. In-
den for forskning i palliation er der i 2006 oprettet et nationalt 'Forskningsnetvaerk i Palliation’ un-
der DMCG-PAL, som har knap 175 medlemmer. Et lignende netvaerk for forskning i palliation til
bern og unge og deres familier vil kunne medvirke til den nedvendige koordinering og samarbejde
mellem kommende danske projekter.

Til eventuel.udvikling af fx vurderingsredskaber i forhold til afdaekning af symptombyrde og @vrige
problemstillinger anbefales en international tilgang med samarbejde pa tvaers af lande for at fa en
tilstreekkelig stor population til validering af veerktgjer inden for de forskellige sygdomsgrupper og

alderskategorier.

1 Bekendtggarelse om tilskud til psykologbehandling i praksissektoren for szerligt udsatte persongrupper (BEK nr. 413 af 04/05/2016)
< www.sorgvejviseren.dk.
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6. Organisering, ansvar og samarbej-
de

Anbefalinger

e Den palliative indsats organiseres, sa barnet/den unge kan tilbydes den rette indsats pa
rette tid og sted. Der tages hgjde for, at indsatsen sa vidt muligt kan forega i neermiljget.

e Kommuner og regioner, herunder almen praksis, aftaler i regi af sundhedsaftaler og
praksisplaner, hvordan det tveerfaglige samarbejde kan forega i praksis, og hvordan der
sikres koordinering mellem de forskellige tilbud, herunder snitflader og synergi.

e  Samarbejds- eller dialogaftaler kan indgas mellem enheder og sektorer, fx mellem et
hospitalsbaseret team og kommunen o.l. med henblik pa at styrke samarbejde, vidende-
ling og kommunikation pa tveers og for at tydeliggere ansvarsfordeling og styrke aktarer-
nes kompetencer og kendskab til hinanden.

e Samarbejdet mellem den patientansvarlige laege og andre behandlingsansvarlige laeger
aftales lokalt.

e Organisering af alle palliative indsatser til barn/unge baseres pa, at fagpersonerne har
den forngdne og hensigtsmaessige viden, rutine og erfaring i at arbejde med bgrn og
unge, samt at der er tilstraekkelig volumen og de ngdvendige faciliteter til stede for, at
indsatserne kan varetages med hgj faglig kvalitet og kontinuitet.

e Der afholdes ved behov koordinerende magde med deltagelse af familien, det specialise-
rede palliative team, den praktiserende laege, hjemmesygeplejen samt andre relevante
personer i barnets hjem, barnehospice eller lignende institutioner.

e | god tid inden barnets/den unges overgang til voksenlivet indleder relevante fagperso-
ner pa bgrneafdelingen og/eller det specialiserede palliative team et samarbejde om
overgangen fra palliative indsatser pa bgrne-/ungeomradet til voksenomradet.

6.1. Organisering af den palliative indsats

Det overordnede mal med organiseringen af den palliative indsats er at kunne tilbyde familier med
et livstruet sygt barn med palliative behov en palliativ indsats af hgj faglig kvalitet tilpasset den
enkelte familie, uafhaengigt af barnets diagnose, alder, hvor barnet/den unge er i sit sygdomsfor-
leb, samt hvor det fysisk befinder sig. Den palliative indsats er altid tveerfaglig og kraever samar-
bejde mellem forskellige faggrupper, specialer og sektorer. | den tvaerfaglige indsats pa tvaers af
sektorer og institutioner bgr der saledes vaere et taet samarbejde med bgrneleeger og andre fag-
personer med ekspertise vedrgrende barn og unge, fx sygeplejersker, fysioterapeuter m.fl.

Mange familier har i udgangspunktet et gnske om at veere sammen med deres livstruede barn i
eget hjem. Deres @nske kan blive pavirket af sygdomsudviklingen og kan séaledes sendre sig un-
dervejs i forlgbet. | organiseringen af omradet er det saledes veesentligt med en tilretteleeggelse,
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hvor familierne har mulighed for at veelge mellem en indsats i hjiemmet, indleeggelse pa bgrneaf-
deling eller ophold pa barnehospice eller andet opholdssted. Derfor er det veesentligt, at der er
organiseret flere tilbud, der yder basal og specialiseret palliation, enten i hjemmet, ved de udga-
ende teams, pa aflastningsophold, barnehospice, berneafdelinger pa sygehuse i samarbejde med
hjemmesygeplejen, almen praksis mv. samt at disse tilbud samarbejder i forhold til at tilbyde fami-
lierne den bedst teenkelige statte og lindring uanset opholds- og dgdssted.

For at understgtte en gradueret og individuelt tilrettelagt indsats, anbefales det, at organiseringen
af indsatsen overordnet:

e bygger pa, at der er den forngdne og hensigtsmaessige viden, rutine, erfaring og volumen
samt de ngdvendige faciliteter til stede for at den individuelle indsats kan varetages med
hgj faglig kvalitet. Dette gaelder bade for basale og specialiserede indsatser:

e sker saledes, at alle barn og deres familier tilbydes den rette indsats under hensyntagen til
hensigtsmaessig ressourceudnyttelse.

e bygger pa fleksibilitet i forhold til hvor indsatsen kan gives, saledes atbarnetved behov
kan indleegges pa stamafdelingen eller udskrives, afhaengigt af hvor.barnets og familiens
behov bedst varetages pa det pageeldende tidspunkt og samtidig tager hensyn til familiens
gnsker.

Det er et ledelsesansvar at sikre kvaliteten af den barnepalliative indsats, herunder tilstedevaerel-
se af de n@dvendige ressourcer og kompetencer i regioner, kommuner, institutioner og gvrige
tilbud. Basal palliativ indsats ydes pa bgrneafdelinger og'i. eget hjem eller opholdssted. En forud-
saetning for en basal palliativ indsats af hgj kvalitet er, at det specialiserede palliative omrade un-
derstgtter det basale niveau.

Tidlig palliativ indsats anbefales til bade bgrn og.deres familier. | forhold til samspillet mellem ba-
salt og specialiseret palliativt niveau, er det derfor af afggrende betydning, at der arbejdes hen
imod en integreret model, hvor de hospitalsbaserede regionale teams eller andre specialiserede
tilbud inddrages lgbende ved behov.og ofte tidligt i forlabet — sidelabende med de basale indsat-
ser pa bgrneafdelingerne. Det er dog afgerende, at samspillet mellem basalt niveau og specialise
ret niveau tilretteleegges, sa ressourcerne udnyttes hensigtsmaessigt. Opgaver, der Igses tilfreds-
stillende af barneafdelingerne pa basalt palliativt niveau, bar ikke flyttes til specialistniveau, men
kan eventuelt udvikles gennem teettere og mere systematisk kontakt med bgrnepalliative teams, fx
ved regelmaessige konferencer/mader og undervisning.
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6.1.1. Forlgb for sygdomsspecifikke basale indsatser

Nedenstaende flowcharts viser typiske forleb for de fire sygdomskategorier beskrevet i kapitel 2
og 3. De viser endvidere, pa hvilke tidspunkter det kan vaere relevant at tilbyde en basal eller spe-
cialiseret indsats:

Mork stierne: Basal palliativ indsats eller samtale, som udfgres af personale, som ikke har palliation som hovedopgave. |
denne sammenhaeng menes der systematisk samtale med fokus pa livskvalitet 1-2 maneder efter diagnose eller debut af
sygdomftilstand.

Lys stierne: Specialiseret palliation, som udferes af tvaerfagligt personale, der har palliation som hovedopgave.

Dad: Livsafslutningen, herunder tiden umiddelbart for deden

Kraftsygdomme Organsygdomme

Neurologi/Genetik

Sygdomme i neonatalperioden
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6.2. Opgave- og ansvarsfordeling

6.2.1. Basal palliativ indsats pa sygehus
Pa bgrneafdelinger foregar den basale palliative indsats sidelgbende med diagnostik og
specialiseret behandling og evt. specialiseret palliation.

Nar sygdomsbehandlingen eller dele af behandlingen aftrappes og ophearer, kan barnets
tilstand aendre sig og livsafslutning blive uundgaelig. Er barnet i eget hjem/opholdssted
kan der blive behov for indlaeggelse pa grund af symptombyrden. Det er vaesentligt for
det enkelte barn og familien, at det er tilknyttet en stamafdeling med mulighed for aben
indleeggelse og personale, der kender barnet og familien, med henblik pa at opna tryg-
hed og sterre kontinuitet i behandlingen. Familien har mulighed for at henvende sig hele
degnet enten til ambulatoriet (dagtiden) eller sengeafsnittet (aften/nat). | behandlingspla-
nen i journalen er der til vagtpersonalet indskrevet forholdsregler vedrgrende barnets
medicinske behov.

Det er desuden vaesentligt at stamafdelingen er forudseende med hensyn til sygdomsfor-
labet, sa det draftes med familien, i hvilke situationer det kan blive aktuelt med en ind-
laeggelse samt behandlingsmal med henblik pa at minimere ungdvendige undersggelser.

6.2.2. Den specialiserede indsats
Den specialiserede indsats kan forega under indleeggelse (fx pa bgrneafdelinger, barne-
hospice eller andet opholdssted), ambulant eller i barnets eget hjem.

Palliative indsatser kan vaere delt og koordineret mellem de forskellige specialiserede
akterer i den enkelte region, herunder bgrnepalliative teams, bgrneafdelinger og bgrne-
hospice. De sundhedsprofessionelle og gvrige fagprofessionelle, der varetager den spe-
cialiserede palliative indsats til barn, unge og deres familier, har udover at varetage det
klinisk relaterede arbejde ogsa til opgave at:

o yde radgivning til sundhedsprofessionelle og @vrig fagprofessionelle, der vareta-
ger basale palliative indsatser vedrgrende konkrete patienter (fx i form af telefo-
nisk radgivning hele dggnet eller feelles hjemmebesgag).

e samarbejde med almen praksis, nar barnene er tilknyttet bernepalliative teams
eller tilbud om stgtte til familier, nar dette er hensigtsmaessigt.

e undervise sundhedsprofessionelle og gvrige fagprofessionelle, der arbejder med
basale indsatser.

e indga i forskning og udvikling i varetagelsen af de specialiserede indsatser.
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De hospitalsbaserede regionale teams
Der er etableret tveerfaglige specialiserede palliative teams i hver af de fem regioner, som
er forankret pa bgrneafdelinger og nogle steder ogsa i en palliativ enhed.

De palliative teams tilbyder specialiseret palliativ indsats til barn og unge med komplekse
symptomer i alderen 0—18 ar og deres familier. Bernene er enten indlagt pa et sygehus i
regionen eller opholder sig i eget hjem/opholdssted. Hvert team har en udgaende funkti-
on til familiernes hjem/opholdssted med henblik pa at yde behandling til barnet/den unge
og stette til familierne. Teamet understgtter saledes muligheden for, at barnet/den unge
kan veere mest muligt i eget hjem og dg hjemme, hvis familien gnsker det.

Teamet bestar af specialuddannet tvaerfagligt personale fra sygehuset med kompetencer
inden for det barnepalliative felt. Er barnet i eget hjem foregar pleje og behandling i taet
samarbejde med hjemmesygeplejerske, egen laege, skole og andre relevante samar-
bejdspartnere. Det barnepalliative team er saledes bindeled mellem stamafdelingen pa
sygehuset og de gvrige aktgrer omkring barnet. De bgrnepalliative teams tilbyder endvi-
dere samtaler til de efterladte familier efter barnets ded samt radgivning om palliative
problemstillinger og supervision til fagpersonale i samarbejde med de behandlingsan-
svarlige laeger.

Et begrnepalliativt team modtager henvisning fra barnets stamafdeling. Der er udarbejdet
retningslinjer for visitering til de bgrnepalliative teams i alle fem regioner for at sikre kor-

rekt og rettidig henvisning. Barnet/den unge kan henvises af kontaktlaegen pa stamafde-
lingen pa sygehuset eller af egen leege.

Det anbefales, at barnets/den unges sygehistorie og indikation for henvisning dreftes
med leege eller sygeplejerske i barnepalliativt team, inden der laves en henvisning. Hen-
visningen bgr vurderes i labet af 1-2 dage efter modtagelsen. Det bgrnepalliative team
kontakter familien indenfor fa dage, saledes at en indledende vurdering kan finde sted.
Denne vurdering kan finde sted ved tilsyn pa barnets/den unges stamafdeling eller i fami-
liens hjem og skal ske med deltagelse af bade lzege og sygeplejerske.13

Bornehospice

Lukashuset — bgrne- og ungehospice er en specialiseret palliativ institution, der yder
specialiserede palliative indsatser til barn og unge med livsbegreensende eller livstruende
sygdomme og deres familier. Bgrnehospice er seerligt relevant for bgrn og unge med
eksempelvis neurologiske, metaboliske medfadte sygdomme. De indlagte bgrn/unge,
med ofte langvarige sygdomsforlgb, og deres familier tilbydes et lindrende ophold, aflast-
ning eller livsafslutning. Endvidere yder bgrnehospice tilbud til efterladte foreeldre og
sgskende (28).

" Der henvises til de regionale hjemmesider for yderligere information om de fem regionale teams, herunder kontaktinformation
mv.
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Pa bgrnehospice tilbydes en tvaerfaglig, specialiseret indsats, hvor pleje, omsorg og lin-
dring varetages i et team af sygeplejersker, barneleeger, fysioterapeuter, paedagoger,
psykologer, preester og socialradgivere. Teamet har fokus pa symptomlindring af fysisk,
psykisk, social og andelig-eksistentiel karakter. De understgtter og igangsaetter medi-
cinsk og ikke-medicinsk behandling af fx smerter, andengd, mavetarmproblemer, opkast,
kramper og kvalme. Der er sundhedsfagligt personale degnet rundt og seerlige indsatser
ved livsafslutning og efter daden.

Specialiseret tilbud om habilitering og psykosocial palliation

Specialiseret tilbud om habilitering og psykosocial palliation ved FamilieFOKUS er tvaer-
faglig, individuelt tilrettelagt og tager udgangspunkt i hele familiens behov. Det tveerfagli-
ge personale, som bestar af sygeplejersker, terapeuter og psykologer, dieetister, social-
radgivere og en praest, tilbyder barn/unge og deres familier en psykosocial indsats med
det formal at forbedre barnets og familiens livskvalitet ved at tilbyde statte, radgivning og
lindring. Indsatsen, som kan omfatte familieophold, familiekurser og hjiemmeforlgb, er
malrettet barnets og familiens komplekse problemstillinger, som afdaekkes ved en indle-
dende samtale.

Indsatsen kan tilbydes under hele barnets sygdomsforlgb - ogsa tidligt som en forebyg-
gende indsats i forhold til psykiske felgevirkninger hos barnet og i familien. Indsatsen er
et supplement til barnets sygehusbehandling og kan anvendes i forbindelse med over-
gange, ved sygdomsprogression ledsaget af komplekse palliative problemstillinger eller
ved krise- og belastningsreaktioner i familien.

6.2.3. Basal palliativ indsats i kommuner

Den basale palliative indsats i kommunen ydes af forskellige sundhedsprofessionelle og
gvrige fagprofessionelle, fx sygeplejersker (hjemmesygeplejersker, palliationssygeplejer-
sker, sundhedsplejersker), social- og sundhedsassistenter, social- og sundhedshjeelpere,
ergoterapeuter, fysioterapeuter og socialradgivere og pa forskellige velfeerdsomrader. De
kommunale sundhedsprofessionelle vil kun i beskedent omfang have erfaring med bern
og unge med livstruende og livsbegraensende sygdomme.

Det er derfor vaesentligt, at hiemmesygeplejerskerne har taet samarbejde med det hospi-
talsbaserede, specialiserede palliative team, som alle har en radgivende funktion dggnet
rundt til bade faggrupper og familierne. Ved hjemmebesgg sammen med teamet kan
hjemmesygeplejersken fa en relation til barnet/den unge og familien tidligt i de ofte lang-
strakte forlab med henblik pa at kunne stgtte dem gennem hele forlgbet, og i tiden hvor
livet afsluttes.

Gennem hele sygdomsforlgbet kan kommunerne yde stgtte til barnet/den unge og deres
familier i forhold til blandt andet orlov, hjeelpemidler, transport, personlig og praktisk hjeelp
mv. Desuden yder kommuner forebyggende og rehabiliterende indsatser med henblik pa
vedligeholdelse af funktionsevne, fx individuelle samtaler, familiesamtaler, gruppeforlab,
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opfelgning efter et afsluttet palliativt forlgb. Der henvises til bilag 3 vedrerende lovgrund-
lag.

Da malgruppens volumen er lille i den enkelte kommune anbefales det, at kommunen
etablerer enkelte specialiserede sagsbehandlere, som varetager sagsbehandlingen for
familier med bgrn og unge med palliative behov. Tvaerkommunale samarbejder kan
overvejes, eller palliative indsatser til barn, unge og deres familier kan indtaenkes i struk-
turen for palliative indsatser til voksne."

6.2.4. Basal palliativ indsats i praksissektor
Almen praksis er en vaesentlig samarbejdspartner og ber inddrages i den tveerfaglige
indsats til familien.

Almen praksis har kontakt med hele familien og felger det syge barn med forebyggende
barneundersggelser og tilser det ved behov i taet samarbejde med den specialiserede
indsats. AlImen praksis tilser ligeledes de gvrige familiemedlemmers helbredsproblemer,
herunder familiens fysiske og psykiske tilstand falges under barnets/den unges sygdoms-
forlab og efter dgdsfald. AlImen praksis vurderer Igbende familiemedlemmers behov for
yderligere indsats og evt. henvisning til sygehus.

Endvidere kan praktiserende psykologer og fysioterapeuter ved behov inddrages i ind-
satsen (se bilag 3 om lovgrundlag).

6.3. Samarbejde og kommunikation pa tveers

Mange aktarer er inddraget i de bgrnepalliative indsatser, hvilket stiller store krav til et
velfungerende samarbejde pa tveers af sygehuse, afdelinger og sektorer, samt klar an-
svarsfordeling af indsatserne. Tvaerfaglighed organiseres generelt forskelligt — enten
multidisciplinaert, interdisciplinaert eller transdisciplineert.

Det transdisciplinaere samarbejde er baseret pa et meget integreret samarbejde mellem
teamets forskellige fagpersoner. Hver fagperson i teamet mestrer flere faglige tilgange til
den enkelte patient og understatter de @vrige faggruppers arbejde efter at have modtaget
supervision. Ved hgj grad af tvaerfaglighed kan der opnas et niveau i samarbejdet, hvor
fagpersoner overlapper hinanden i opgavelgsningerne (29). De specialiserede enheder
kendetegnes ved et inter- og transdisciplinaert samarbejde Det anbefales, at tvaerfaglig-
heden ved palliativ indsats til barn, unge og deres familier sa vidt muligt baseres pa et
transdisciplingert samarbejde.

" Der er endvidere igangsat kommunale modelprojekter vedrarende palliation, fx under satspuljen 'En veerdig ded’, som skal
medbvirke til at styrke den basale palliative indsats.



Heringsudkast: Anbefalinger for palliative indsatser til barn, unge og deres familier Side 37/67

Hvis overgange mellem sektorer eller afdelinger ikke koordineres og gennemfares fagligt
forsvarligt, kan en god lindrende indsats stoppe (30). For at understgtte malsaetninger om
at gge livskvaliteten og fremme sikkerhed samt effektivitet i levering af behandling og
pleje, kan der udvikles vejledninger/protokoller, der sikrer informationsdeling bade inden-
for et team og til andre aktarer. De bgrnepalliative teams har eksempelvis udviklet sa-
danne vejledninger/protokoller.

Samarbejdet mellem aktererne kan styrkes ved at indga samarbejds- eller dialogaftaler
med henblik pa at tydeliggere ansvarsfordelingen og styrke akterernes kompetencer og
kendskab til hinandens roller. Kommunikationen og deling af viden bgr sikres, herunder
at foreeldrene sparges om, hvorvidt information vedrgrende barnet m& sendes til relevan-
te fagpersoner, fx sundhedsplejersker, som har kontakt til stort set alle bgrn og deres
foraeldre.

Det er endvidere vigtigt at styrke samarbejdet om den feelles palliative indsats mellem
leegefaglige afdelinger: paediatriske, intensive, respirationscentre, transplantation, orto-
paedkirurgiske og neurokirurgiske. Derfor anbefales multidisciplineere team konferencer
(MDT-konferencer) mellem de enkelte specialer og repreesentanter fra den specialisere-
de palliative indsats for at drefte konkrete patientforlab. Formalet er at sikre bedst mulig
palliativ indsats til alle barn/unge med livsbegraensende eller livstruende sygdom uanset
diagnose.

| forlabet kan barnet have tilknyttet flere fagpersoner fra samme fagomrade, men fra
forskellige sektorer alt efter hvor barnet befinder sig i sygdomsforlgbet. Der kan vaere
behov for indsatser fra forskellige lseger pa skift (fx kontaktlaegen pa bgrneafdelingen,
praktiserende laege eller palliativ laege). Afheengigt af problemstillingerne i det enkelte
forlab er det forskelligt, hvem der er den primaere lzege, hvilket kan skifte i forlgbet. Det
samme gaelder for andre involverede faggrupper.

For barn, som bliver udskrevet fra sygehus og opholder sig i eget hjem, pa barnehospice
eller lignende institution, bgr den palliative indsats forega i teet samarbejde mellem stam-
afdelingen (herunder den patientansvarlige lsege), kommunen og almen praksis. De van-
lige tveersektorielle aftaler bgr overholdes og falges, fx kommunikationsaftaler vedrgren-
de MedCom-standarder.

Ved behov for sociale ydelser sasom aflastning, merudgifter eller indsatser i forhold til
sgskende kan der afholdes netvaerksmader med deltagelse af kommunen, evt. sko-
le/bgrnehave og familiens eget netvaerk.

Der bar udpeges en navngivet kontaktperson til hver familie blandt de fagpersoner, der i
forvejen er involveret i barnets/den unges forlgb i den enhed, hvor barnet primeert er
tilknyttet. Na@glepersonen er en person, som giver barnet og dets familie relevant informa-
tion om forlgbet og som familien kan drgfte forlgbet med, som identificerer og vurderer
familiemedlemmers behov for stgtte, som giver falelsesmaessig og praktisk statte og som
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hjeelper familien med kontakten til relevante instanser, fx kommunale forvaltninger, og
agerer som maegler, hvis det er ngdvendigt.

Der er etableret et samarbejdsnetvaerk pa tveers af regioner, forvaltninger og institutioner
med henblik pa at opna en feelles forstaelse for malgruppens behov mv., og hvor over-
ordnede kvalitetsudviklende tiltag pa omradet drgftes og koordineres. Der er desuden
behov for et separat tvaerregionalt netvaerk til koordinering mellem de fem teams og bar-
neafdelingerne.

6.4. Patientforeninger, civilsamfund og @vrige akterer

Patientforeninger og -organisationer, frivillige, tolke mv. spiller ofte ogsa en central rolle i
den bgrnepalliative indsats.

Familier med bgrn, som har en livsbegraensende eller livstruende sygdom, kan eksem-
pelvis have udbytte af kontakt med ligestillede. De forskellige patientforeninger kan have
en veesentlig rolle i denne sammenhaeng. Nogle patientforeninger er involveret i arbejde
med palliative problemstillinger, mens andre patientforeninger ikke har fokus herpa. Hvis
den relevante patientforening har tilbud til barn og/eller dets familie, b@r de sundhedspro-
fessionelle og gvrige fagprofessionelle, der varetager palliative indsatser, have kendskab
hertil, og barnet og familien ber informeres om tilbuddene, ligesom relevante pjecer og
lignende bgr vaere tilgeengelige.

Som led i den specialiserede palliative indsats anvendes ogsa frivillige. Stgrstedelen er
tilknyttet bernehospice. Mange kommuner og Rade Kors benytter ligeledes frivillige i form
af vagekoner og besggsvenner. De frivillige tilbyder medmenneskelig omsorg og interes-
se, praktisk hjaelp og tilstedeveerelse bade som hjaelpere i enheden som helhed og for
det enkelte barn og/eller familie. De frivillige fungerer som et supplerende tilbud — men
kan ikke vaere en erstatning for sundhedsprofessionelle og gvrige fagprofessionelle eller
pargrende. Et frivilligt team bar omfatte specielt treenede frivillige og mindst én professio-
nel koordinator (31). Det er en ledelsesopgave at sikre, at de frivilige er uddannede til
opgaven (herunder at de frivillige fx er klar over, at de har tavshedspligt i forbindelse med
arbejdet), og at de har mulighed for supervision/debriefing.

| tilfeelde, hvor der anvendes tolk, er det vaesentligt, at tolken er uddannet til opgaven.
Tolken vil i nogle tilfaelde endvidere kunne vejlede de sundhedsprofessionelle og avrige
fagprofessionelle om kulturelle forhold, som fx kan have betydning for kost, hygiejne og
daglige ritualer og om seerlige ritualer i forbindelse med sygdom, livsafslutning, begravel-
se og s@rgeperiode.
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7. Kompetencer

Anbefalinger

e Derindgas lokale aftaler om, at forudsaetningerne for at varetage indsatsen er til stede,
herunder aftaler om kompetenceudviklingstiltag med henblik pa at sikre hgj faglig kvalitet
i den palliative indsats til barn, unge og deres familier.

o DMCG-PAL/palliationsudvalget under Dansk Peediatrisk Selskab udarbejder kompeten-
ceprogrammer for palliative indsatser til barn, unge og deres familier.

7.1. Kompetencer til palliative indsatser for barn og unge

Den palliative indsats beror som tidligere beskrevet bl.a. pa helhedsperspektivet, herun-
der det tvaergdende og tveersektorielle samarbejde. Falgende faggrupper er involveret i
de fleste forlgb: lzeger, sygeplejersker, socialradgiver, psykologer, dieetister, fysioterapeu-
ter, ergoterapeuter, peedagoger, skoleleerere, sundhedsplejersker og sekreteerer.

For at sikre hgj faglig kvalitet i den palliative indsats til barn, unge og deres familier skal

de ngdvendige kompetencer veere til stede. Relevante uddannelser og kompetencer er

saledes vigtige for, at de sundhedsprofessionelle og @vrige fagprofessionelle kan levere
en indsats af hgj kvalitet til malgruppen, og for at de kan give hinanden relevant supervi-
sion.

For at kunne varetage basale og/eller specialiserede palliative indsatser har de sund-
hedsprofessionelle og @vrige fagprofessionelle behov for specifikke kompetencer pa
specifikke niveauer.

Dansk Multidisciplineer Cancer Gruppe for Palliativ Indsats (DMCG-PAL) har udarbejdet
kom-petenceprogrammer for palliation generelt til henholdsvis ergoterapeuter, preester,
socialradgivere, fysioterapeuter, social- og sundhedsassistenter og sygeplejersker. Disse
kompetenceprogrammer, som blandt andet beskriver kompetenceniveauer uddybende,
tager udgangspunkt i en norsk model, som bygger pa tre kompetenceniveauer, et prae-
graduat basalt niveau (niveau A), et postgraduat basalt niveau (niveau B) og et postgra-
duat specialiseret niveau (niveau C) (32). Desuden har Dansk Selskab for Palliativ Medi-
cin udarbejdet kompetenceprogram for leeger, der arbejder indenfor specialiseret palliativ
indsats.
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Der er ikke udarbejdet saerskilte kompetenceprogrammer for palliation til bgrn, unge og
deres familier, men det anbefales, at sddanne kompetenceprogrammer udarbejdes af
DMCG-PAL/palliationsudvalget under Dansk Pzediatrisk Selskab.

Der henvises til Sundhedsstyrelsens 'Anbefalinger for den palliative indsats’ fra 2017 (16)
for uddannelsesniveauer pa det palliative omrade i forhold til det preegraduate basale
niveau (niveau A), det postgraduate basale niveau (niveau B) og det postgraduat specia-
liserede niveau (niveau C).

EAPC har beskrevet kompetencer vedrgrende palliation til barn, unge og deres familier
pa tre uddannelsesniveauer (10), som indholdsmaessigt spiller sammen med ovennaevn-
te danske uddannelsesniveauer for palliation generelt:

1. Basal uddannelse med fokus pa principper for generel palliativ behandling og
mindre pa specifik palliation til barn, unge og deres familier.

2. Generel uddannelse vedrgrende palliation til barn, unge og deres familier, som
er malrettet dels fagpersoner med paediatrisk baggrund, som har behov for ud-
dannelse i palliation og dels til fagpersoner med erfaring med palliation til voks-
ne, som har behov for uddannelse i palliation til barn, unge og deres familier.
Kernekompetencerne beskrives som:

1. Demonstrere og anvende de centrale aspekter af palliativ pleje, der hvor bgr-
nene og familierne befinder sig

2. Demonstrere bred viden om spaedbearns, barns og unges udvikling samt fami-
liefunktion, og hvordan disse pavirkes af en livstruende sygdom

3. Forbedre fysisk komfort gennem barnets sygdomsforlgb herunder terminal
pleje

4. Identificere og reagere pa barnets psykosociale, uddannelsesmaessige og
andelige behov i den palliative pleje

5. Vurdere og reagere pa behovene hos familien

6. Reagere pa udfordringerne i klinisk og etisk beslutningstagning i barnets palli-
ative pleje

7. Facilitere kommunikation og beslutningstagning under kriser og under den
terminale behandling

8. Demonstrere evne til tvaerfagligt og tvaerprofessionelt samarbejde

9. Udvikle interpersonelle kommunikationsfeerdigheder, der passer til barn og

unge, herunder demonstrere evne til at kunne give darlige nyheder og kunne
undervise foraeldre i, hvordan de yder omsorg for et alvorligt sygt barn

10. Vurdere sorgproces, reagere pa de forskellige behov hos efterladte foreeldre,
sgskende og betydningsfulde andre pargrende og yde passende stotte

11. Qve refleksiv praksis, selvbevidsthed, og egenomsorg

12. Jge den generelle bevidsthed i samfundet om palliativ pleje af bern og unge.
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3. Uddannelse i specialiseret palliation til barn, unge og deres familier, hvor bred-
den af kompetencer udvides til ogsa at omfatte praksis for tveerfagligt samarbej-
de, lederskab, udvikling af indsatsen, forskning mv.

| dag er palliation, herunder til b@rn, unge og deres familier, endnu ikke teenkt ind i alle
prae- og postgraduate uddannelsesforlgb pa sundhedsomradet, og det anbefales derfor
at dette sker.

7.2. Forudsatninger for palliative indsatser til barn og unge

Mange palliative indsatser ydes generelt som basale indsatser af sundhedsprofessionelle
og evrige fagprofessionelle, som ikke har palliativ indsats som deres hovedopgave. Det
er et ledelsesansvar at sikre kvaliteten af den palliative indsats, herunder tilstedevaerelse
af de ngdvendige ressourcer og kompetencer. For at sikre hgj faglig kvalitet af indsatser-
ne, seerligt i forhold til den basale palliative indsats, anbefales det at falgende forudsaet-
ninger er til stede:

¢ Den palliative indsats varetages i et tveerfagligt, teambaseret samarbejde

¢ Alle sundhedsprofessionelle og gvrige fagprofessionelle, der arbejder med basa-
le palliative indsatser (bade pa sygehuse, i kommunen og i praksissektoren), har
kompetencer som minimum pa praegraduat basalt niveau (niveau A), og alle sy-
gehusafdelinger og kommuner har sundhedsprofessionelle i hver fagprofession
med kompetencer pa postgraduat, basalt niveau (niveau B)

o Aktgrer, der varetager basale indsatser, har adgang til radgivning degnet rundt
fra aktgrer, der varetager de specialiserede indsatser. Indsatsen varetages i et
samarbejde med patientens egen lsege. Med Finansloven 2018 etableres der
dagntelefoner i alle fem regionale teams med permanent finansiering.

e Enheder, der varetager specialiserede palliative indsatser (palliativt team, barne-
afdeling og bgrnehospice o.l.), omfatter som udgangspunkt mindst fire faggrup-
per, herunder mindst én leege, som er fagomradespecialist, og én sygeplejerske
med kompetencer pa postgraduat, specialiseret niveau (niveau C) — som begge
skal veere fuldtidsbeskaeftigede med den palliative indsats. De avrige faggrupper
kan veere deltidsbeskeeftigede med indsatsen.

e Sundhedsprofessionelle, der arbejder med basale og specialiserede palliative
indsatser til bgrn, unge og deres familier har den forngdne viden om og erfaring
med at arbejde med barn og unge. Laeger, der yder palliativ indsats til barn og
unge, har den forngdne laegefaglige viden om paediatriske sygdomme, underso-
gelser og medicinering. De sundhedsprofessionelle har desuden adgang til at
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inddrage andre relevante fagprofessionelle, fx praest/repraesentant fra andre tros-
samfund, socialradgiver, ergo- eller fysioterapeut, socialpeedagog, psykolog, diae-
tist/ kostvejleder mv.
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8. Monitorering og kvalitetsudvik-
ling

Anbefalinger

o Alle relevante aktgrer registrerer indsatser samt monitorerer og kvalitetsudvikler fortla-
bende.

o Data vedrarende specialiserede palliative indsatser pa tveers af de eksisterende tilbud
indberettes systematisk til Dansk Palliativ Database, som afrapporterer indikatorer.

Det overordnede formal med monitorering af palliative indsatser til barn og unge er sy-
stematisk at indsamle relevante data med henblik pa at etablere et grundlag for kvalitets-
udvikling af indsatsen. De indsamlede data kan ogsa anvendes til at planlaegge forlgbene
og til forskning pa omradet.

Den ideelle monitorering vil give viden om forekomsten af palliative behov i patientgrup-
pen og Vil kunne beskrive omfanget, karakteren og effekten af savel den basale som den
specialiserede palliative indsats, der udfgres i hele sundhedsvaesenet. Den vil kunne
vurdere kvaliteten af den palliative indsats — bade i forhold til den faglige, organisatoriske
og patientoplevede kvalitet.

Pa nuveerende tidspunkt foregar der imidlertid ingen systematisk opsamling af data for
palliative indsatser pa b@rne- og ungeomradet, ligesom det er forskelligt fra region til
region, om der opsamles data, og hvilke data der opsamles.

Enkelte data fra enkelte afdelinger/ institutioner/ teams opsamles lokalt og nogle har ogsa
i 2017"° systematisk indberettet data'® til Dansk Palliativ Database (DPD)"’, der er en
klinisk kvalitetsdatabase, der indeholder data for voksenomradet. Det geelder indikatorer
for adgang til specialiseret palliativ indsats, ventetid, kontakt med specialister og tvaerfag-
lig konference.'® Se naermere omtale af databasen pa hjemmesiden og i 'Anbefalinger for
palliative indsatser, Sundhedsstyrelsen 2017

‘f“" Roskilde sygehus, Odense Universitetshospital, Barneafdelingen, Aarhus Universitetshospital
' Pa alle indikatorer med undtagelse af EORTC skemaet, som ikke er anvendeligt til bgrn.
17

'® Dansk Palliativ Database, Arsrapport 2017 i hering


http://www.dmcgpal.dk/866/danskpalliativdatabasedpd
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Det anbefales derfor, at alle der arbejder med specialiserede palliative indsatser til barn
og unge indberetter data for disse indikatorer til Dansk Palliativ Database.

Derudover er det relevant at skabe et overblik over, hvilke data der i det hele taget er pa
omradet, og at undersgge mulighederne for systematisk at kunne foretage en ensartet
opsamling af data pa omradet samt at undersege mulighederne for dataindsamling pa
tveers af sektorer herunder data ogsa om basale palliative indsatser.
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Bilag 1: Kommissorium for ar-
bejdsgruppen

Kommissorium for Arbejdsgruppe vedr. anbefalinger for bgrnepallia-
tion

Baggrund

P4 finansloven 2018 er der afsat midler til udarbejdelse af anbefalinger for bernepalliation
i regi af Sundhedsstyrelsen.

Der findes i dag ikke separate danske anbefalinger eller retningslinjer for det barnepallia-
tive omrade.

Den palliative indsats til bgrn med livstruende eller livsbegraensende sygdomme adskiller
sig pa nogle punkter fra indsatsen til voksne, da b@rn og unge ofte har andre behov for
palliativ omsorg. Derudover er gruppen barn og unge med livstruende eller livsbegraen-
sende sygdomme vaesentlig mindre end gruppen af voksne, og ba@rnene/de unge har
mere uforudsigelige sygdomsforlgb. Der er derfor behov for saerskilte anbefalinger, der
beskriver rammerne for og indholdet i den bgrnepalliative indsats.

Palliation til bern og unge indgik i Sundhedsstyrelsens anbefalinger for den palliative
indsats fra 2011, som blev revideret i 2017. Da det er besluttet, at der nu udarbejdes
saerskilte anbefalinger for bgrnepalliation, er dette omrade ikke inkluderet i anbefalinger
fra 2017, som nu udelukkende er malrettet palliative indsatser til voksne.

Formal og rammer

WHOs definition af den palliative indsats til barn preeciserer blandt andet, at indsatsen
bade skal have fokus pa at lindre barnets/den unges fysiske, psykiske og sociale belast-
ninger samt involvere stgtte til hele barnets/den unges familie.

Barn med livstruende sygdomme eller livsbegraensende tilstande udger en bred og
forskelligartet gruppe. | perioden 2012-14 dede ca. 280 bgrn og unge under 19 ar af
medicinske arsager, herunder neurologiske sygdomme, hjertesygdomme, medfadte
misdannelser og kraeftsygdomme. Der er saledes tale om mange forskellige sygdom-
me, som kan vaere komplekse og kreeve enten langvarige eller kortvarige behandlings-
forlgb. Bernene og deres familier kan have varierende behov for palliative indsatser i
Iabet af hele sygdomsforlgbet. Ved den lgbende tilrettelaeggelse af indsatsen, som kan
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omfatte bade specialiserede og basale indsatser, tages der derfor udgangspunkt i fami-
liernes individuelle behov.

Den palliative indsats til malgruppen er tveerfaglig. Mange faggrupper tager hand om
barnet og familien, herunder sgskende, og indsatsen kan forega bade i hiemmet, i kom-
munalt regi, pa sygehus, pa hospice o.l. Et livstruet/livsbegraenset sygt barn og dets fami-
lie er derfor i kontakt med mange personer i sundhedsveaesenet, savel som pa det sociale
og uddannelsesomradet. For at kunne give bgrnene og deres familier sammenhaengen-
de indsatser med udgangspunkt i deres behov, kreever det en feelles og koordineret ind-
sats pa tveers af regioner, kommuner, institutioner og praktiserende laeger.

Der eksisterer i dag en reekke forskellige tilbud pa omradet, men der er regionale forskel-
le pa organiseringen og kvaliteten af dem. Alle familier med livstruede/livsbegreensede
syge barn bgr have lige muligheder for at fa den samme hgje kvalitet og sammenhaeng i
den palliative indsats, uanset hvor de bor. Det er derfor behov for at udvikle omradet,
herunder det tvaersektorielle og tvaerfaglige samarbejde samt kompetencerne hos de
forskellige aktarer.

Formalet med anbefalingerne er derfor at beskrive en feelles faglig ramme og indhold for
omradet med henblik pa at understette synergien og sammenhaengen mellem de eksi-
sterende tilbud samt den fremadrettede kvalitet og udvikling. Anbefalingerne for bgrne-
palliation vil have fokus pa den palliative indsats til familier med barn og unge med livs-
truende/livsbegraensende sygdom, hvad enten indsatsen foregar i hjemmet, pa sygehu-
set eller hospice o.l., herunder pa organiseringen og ansvarsfordelingen af indsatsen
samt pa samarbejde og koordinering pa tveers af sektorer og akterer.

Det faglige grundlag for anbefalingerne vil tage udgangspunkt i WHO’s definition af pallia-
tiv indsats for bgrn. Desuden tages der afszet i eksisterende viden, dels generelle dele af
Sundhedsstyrelsens anbefalinger for den palliative indsats (2017), veesentlige internatio-
nale anbefalinger og retningslinjer samt erfaringer fra de eksisterende tilbud i Danmark,
herunder fra Lukashuset — b@rnehospice, aflastningstilbuddet i Region Midtjylland 'Fami-
lieFokus’, de regionale udgdende bgrnepalliative teams samt tilbud forestaet af kommu-
ner og almen praksis m.fl.

Organisering af arbejdet

Sundhedsstyrelsen nedsaetter en fagligt bredt sammensat arbejdsgruppe bestaende af
folgende repraesentanter:

Sundhedsstyrelsen (formand og sekretariat)
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Sundheds- og Aldreministeriet (1)

Danske Regioner/regioner (1/2 fra de regionale barnepalliative teams, med geografisk
spredning)

KL/kommuner (1/2 herunder mindst 1 hjemmesygeplejerske)
Hospicelederforeningen i Danmark (1)

Dansk Selskab for Almen Medicin (1)

Dansk Selskab for Palliativ Medicin (1)

Dansk Peediatrisk Selskab (3)

Dansk Neuropzediatrisk Selskab (1)

Danske Patienter (1)

Dansk Sygepleje Selskab (3)

Dansk Selskab for Fysioterapi (1)

Dansk Socialradgiverforening (1)

Socialpsedagogerne (1)

Den Danske Praesteforening (1)

Fagligt Selskab for Sundhedsplejersker (1)

Dansk Psykolog Forening (2)

Det ber tilstraebes, at de udpegede repraesentanter har erfaring fra de eksisterende til-
bud, projekter o.l. Sundhedsstyrelsen afholdt i maj 2017 en workshop vedr. bgrnepalliati-
on, hvor forelgbige erfaringer pa omradet samt forslag til fremtidig udvikling blev drgftet.
Deltagerlisten er vedlagt til inspiration.

Sundhedsstyrelsen varetager formandskab og sekretariatsfunktion for arbejdet.

Sundhedsstyrelsen udarbejder dagsorden og beslutningsreferat, som fremsendes hhv.
cirka én uge for og efter mgderne.

Arbejdsgruppens opgaver

Arbejdsgruppen skal radgive Sundhedsstyrelsen i udarbejdelsen af anbefalingerne ved at
drofte og kommentere pa udkast til anbefalingerne, herunder anbefalinger til:

e Afgreensning af malgruppen

e Beskrivelse af basale og specialiserede palliative indsatser og stette til barne-
ne/de unge og deres familier

e Fastleeggelse af den overordnede organisering af den tveerfaglige indsats, her-
under opgave- og ansvarsfordeling mellem de involverede fagpersoner samt ar-
bejdsgange, samarbejde og koordination
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e Overvejelser vedr. implementering, monitorering og opfelgning pa anbefalinger-
ne.

Tidsplan

Der forventes afholdt i alt 3 mader i arbejdsgruppen i perioden fra april til august 2018.
Megdedatoerne fremgar af udpegningsbrevet.

Anbefalingerne sendes i hgring i ugerne 24, 25, 26. Sundhedsstyrelsen forventer at of-
fentliggere anbefalingerne i september 2018.
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Bilag 2: Arbejdsgruppens sam-
mensatning

Arbejdsgruppen

¢ Anne Hagen Nielsen, konsulent, KL

e Annemette Juul, chefkonsulent, Sundheds- og Zldreministeriet

e Astrid Sehested, overlaege, Dansk Pzediatrisk Selskab

e Ingeborg Lysdal, afdelingsleder ved Institut for kommunikation og handicap, So-
cialpaedagogerne

e Inger Elisabet Gillesberg, overleege, Region Sjeelland, Danske Regioner

e Jakob Buchreitz, fysioterapeut i Bern og Unge Team for Lindrende Behandling i
Region Midtjylland, Dansk Selskab for Fysioterapi

e Karen Gerhard Jensen, hiemmesygeplejerske fra akut-teamet i Silkeborg, Silke-
borg Kommune, KL

e Karen Markussen Linnet, overlaege, Dansk Neuropeaediatrisk Selskab

e Lena Hamm, overlaege, Region Syddanmark, Danske Regioner

e Linda Vad Petersen, overleege, Dansk Peediatrisk Selskab

e Line Thoft Carlsen, Ph.d. studerende, projektleder, Danske Patienter

e Lotte Munkholm Hgijfeldt, psykolog i projekt FamilieFOKUS, Dansk Psykolog
Forening

e Louise Winther, Socialradgiver, Dansk Socialradgiverforening

e Margit Bjergegaard, Bgrnepalliationssygeplejerske, Dansk Sygepleje Selskab

e Marianne Harby Jagrgensen, overlaege, Dansk Paediatrisk Selskab

e Marianne Olsen, faglig leder i Palliativt Team for B@rn og Unge (PABU), Region
Hovedstaden, Danske Regioner

e Mette Friborg Devantier, hospicepraest ved Sankt Lukas Stiftelsen, Praestefor-
eningen

e Mette Asbjern Neergaard, overlaege, Dansk Selskab for Palliativ Medicin, Pallia-
tivt Team i Aarhus

¢ Nanette Quistorff, afdelingssygeplejerske pa Lukashuset, Dansk Sygepleje Sel-
skab

e Sofie Jargensen, psykolog pa bgrneafdelingen pa Aalborg Universitetshospital
og del af det barnepalliative team i Region Nord, Dansk Psykolog Forening

e Susanne Molin Friis, barnesmertesygeplejerske, anaestesisygeplejerske, Dansk
Sygepleje Selskab
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e Susanne Rank Licke, formand Fagligt Selskab for Sundhedsplejersker, Fagligt
Selskab for Sundhedsplejersker

e Thomas Feveile, hospicechef, Hospicelederforeningen Danmark

e Thyge Traulsen, praktiserende laege, Dansk Selskab for Aimen Medicin

Sekretariat

¢ Cecilie luul (formand), specialkonsulent, Sundhedsstyrelsen, Planlaegning
e Jette Blands, lzege, Sundhedsstyrelsen, Planlaegning

e Anna Jedzini Ogstrup, fuldmeaegtig, Sundhedsstyrelsen, Planlaegning

e Tina Birch, sekretaer, Sundhedsstyrelsen, Planlaegning

e Janni Stauersbgll Kramer, sekretaer, Sundhedsstyrelsen, Planlaegning
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Bilag 3: Lovgivning

Palliativ indsats er kun i begraenset omfang lovgivningsmeessigt reguleret og omhandler
ikke specifikt palliativ indsats til bern, unge og deres familier. Hospicetilbud er som den
eneste palliative indsats beskrevet direkte i sundhedsloven19 (§ 75). Indsatsen aftales i
gvrigt inden for rammerne af sundhedsloven og serviceloven20, og inden for bestemmel-
ser om samarbejde mellem regioner og kommuner, herunder i regi af sundhedskoordina-
tionsudvalg og sundhedsaftaler.

Nedenfor beskrives lovgrundlaget for omrader med seerlig betydning for det palliative felt
for bgrn, unge og deres familier.

Ansvar for behandling i hjemmet

Ansvarsforholdene ved palliativ indsats til barn og unge er ikke anderledes end i andre
situationer, hvor familien til barnet/den unge administrerer ordineret medicin. Den ordine-
rende laege har behandlingsansvaret. Laegen er efter autorisationsloven21 forpligtet til
under udgvelsen af sin virksomhed at udvise omhu og samvittighedsfuldhed.

Den ordinerende lzege er ansvarlig for at indhente informeret samtykke til egenbehand-
ling. Et barn, der er fyldt 15 ar kan selv give informeret samtykke til egenbehandling.
Foraeldremyndighedens indehaver skal informeres herom, og skal inddrages i den min-
dreariges beslutning, men beslutningskompetencen ligger hos den 15-17-arige. Er barnet
under 15 ar, er det foreeldremyndighedens indehaver, der skal give samtykke. Informati-
onen fra den unge/foreeldrene skal vaere fyldestgerende som grundlag for den un-
ges/foraeldrenes stillingtagen til behandlingsforslaget, jf. sundhedslovens §§ 15 og 16.

Den ordinerende lzege har ansvaret for ordinationen af behandlingen, for vurdering af
indikation, kontraindikationer og risiko for bivirkninger og for at sikre, at ordinationen er
tilstreekkelig udferlig til, at den unge/foraeldrene selv kan varetage behandlingen. Den
unge/foraeldrene skal veere instrueret i tilrettelaeggelsen af behandlingen og i stand til at
styre behandlingen pa den af laegen anviste made. Laegen er ogsa ansvarlig for at sikre,
at der bliver indgaet aftaler om eventuelle kontroller, safremt det er ngdvendigt for at
undga komplikationer til den ordinerede medicin.

Den ordinerende lzege har séledes under alle omstaendigheder et selvsteendigt ansvar
for den ordinerede og ivaerksatte behandling. Selve behandlingsopgaven kan derimod
godt overlades til andre, herunder til den unge/familien selv pa baggrund af de oven-
naevnte vurderinger. Den unge/familien er ikke at anse for lazagens medhjaelp.

T‘ Lovbekendtggarelse nr. 191 af 28. februar 2018 Sundhedsloven
* Lovbekendtggrelse nr. 102 af 29. januar 2018 om social service
2 Lovbekendtggrelse nr. 990 af 18. august 2017 om autorisation af sundhedspersoner og om sundhedsfaglig vicksomhed
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Hvis laegen har informeret og instrueret den unge/familien fyldestgerende og har sikret
sig, at den unge/familien har forstaet informationen og instruktionen, sa har laegen ikke
ansvaret for, at den unge/familien handler imod den givne instruktion.

Safremt medicin administreres af hjemmesygeplejen, geelder de saedvanlige bestemmel-
ser vedrgrende benyttelse af medhjeelp, jf. bekendtgerelse nr. 1219 af 11. december
2009 om autoriserede sundhedspersoners benyttelse af medhjaelp (delegation af forbe-
holdt sundhedsfaglig virksomhed), samt den tilhgrende vejledning nr. 115 af 11. decem-
ber 2009. Den ordinerende laege har ogsa her ansvar for at sikre, at der foreligger de
ngdvendige instrukser til den, der skal varetage opgaven, og i forngdent omfang fgre
tilsyn med vedkommende.

| tilfeelde, hvor bade almen praksis og en sygehusafdeling er involveret, skal der i forlabet
af selvstyret behandling veere klarhed over, hvem der er den behandlingsansvarlige lae-
ge. Hvis en sygehusafdeling varetager forlabet, er det laegelige ansvar placeret der. Hvis
egenbehandling ivaerksaettes af den alment praktiserende laege eller viderefgres af den-
ne, har den alment praktiserende laege behandlingsansvaret.

De omhandlede elementer i den ordinerende laeges information og vurdering af den un-
ges/familiens egnethed til at foretage egenbehandling skal fremgéa af barnets/ den unges
patientjournal.

Hjemmesygepleje

Kommunalbestyrelsen er, jf. sundhedslovens § 138, ansvarlig for, at der ydes vederlags-
fri hiemmesygepleje efter lsegehenvisning til b@rn/unge, der opholder sig i kommunen.
Neermere regler herom er fastsat i bekendtggrelse nr. 1601 af 21. december 2007 om
hjemmesygepleje og i vejledning nr. 102 af 11. december 2006 om hjemmesygepleje.

Hjemmesygepleje ydes til barn/unge i alle aldre i tilfeelde af akut eller kronisk sygdom,
hvor sygeplejefaglig indsats er pakraevet. Malet er at skabe mulighed for, at barnet/den
unge kan blive i eget hjem ogsa i situationer, hvor deden er neert forestdende, nar det ud
fra en leegefaglig, sygeplejefaglig og social vurdering skennes forsvarligt.

Den kommunale sygepleje udferer saledes bl.a. sygepleje og palliation i forlgb af forskel-
lig varighed til barn og unge med livsbegreensende og livstruende sygdom. Den palliative
indsats har til formal at fremme livskvaliteten og retter sig mod at lindre de fysiske, psyki-
ske, sociale og andelige lidelser, der for den syge og for de naermeste kan vaere forbun-
det med livstruende sygdom og dad.

Den palliative indsats tilrettelaegges ud fra barnet/den unge og familiens behov.
Det er kommunen, der treeffer beslutning om, hvilke sygeplejefaglige ydelser det enkelte

barn/unge skal have, herunder hvorvidt denne ud fra en sygeplejefaglig vurdering, har
behov for sygeplejefaglige ydelser hele dagnet.



Heringsudkast: Anbefalinger for palliative indsatser til barn, unge og deres familier Side 57/67

Kommunalbestyrelsen er ansvarlig for, at hiemmesygeplejen besidder relevante kompe-
tencer i forhold til de ydelser, der leveres, herunder ogsa i forhold til palliative indsatser til
bgrn, unge og deres familier. Den kommunale indsats kan understgttes af radgivning fra
familiens praktiserende leege og/eller fra sygehusenes specialiserede udgaende palliative
teams, hvor dette er relevant.

Tilskud til lagemidler (terminaltilskud)

Hvis barnet/den unge har kort restlevetid, og familien gnsker, at livsafslutningen foregar i
hjemmet eller det store barn/den unge selv veelger at dg i eget hjem eller pa bgrnehospi-
ce, kan de fa deekket alle udgifter til medicin via Leegemiddelstyrelsens terminaltilskud.
Efter sundhedslovens § 148 bevilger Laegemiddelstyrelsen 100 pct. tilskud til lasgeordine-
rede leegemidler til personer, der er dgende, nar en laege har fastslaet, at prognosen er
kort levetid (fa uger til f& maneder), og at hospitalsbehandling med henblik pa helbredel-
se ma anses for udsigtslgs. Baggrunden herfor er, at familier, som vaelger at passe deres
terminalt syge barn i hjemmet, ikke skal stilles ringere og have udgifter, som familier og
barn, der opholder sig pa hospitalet, ikke har.

Det er den behandlingsansvarlige lsege, som skal sege Leegemiddelstyrelsen om termi-
naltilskud. | ansggningen om terminaltilskud skal laegen afgive en erkleering om, at bar-
net/den unge er berettiget til terminaltilskud, dvs. erkleere, at barnet/den unge er dgende,
at barnet/den unge kun kan forventes at leve i kort tid (fa uger til fa maneder), og at hos-
pitalsbehandlingen med henblik pa helbredelse ma anses for udsigtsles.

Laegemiddelstyrelsen svarer normalt pa ansggninger om terminaltilskud indenfor 1-2
dage. Foreeldremyndighedens indehaver modtager et brev med bevillingen i e-boks (hvis
foreeldremyndighedens indehaver er fritaget fra e-boks, sendes bevillingen med alminde-
lig post). Fra barnets 15. ar sendes e-post dog direkte til den unge og foreeldrene har ikke
automatisk adgang. Samtidig bliver bevillingen registreret i Leegemiddelstyrelsens Cen-
trale Tilskudsregister (CTR), sa apoteket kan se, at barnet/den unge har ret til at fa al
leegeordineret medicin gratis.

Tilskuddet er geeldende i et ar, men kan forlaenges ved ny ans@gning. Derudover sendes
leegeudtalelse til kommunen. Af ansggningen skal det fremga, hvilken hjeelp barnet/den
unge og familien har behov for, samt at barnet/den unge er terminalerklzeret.

Ydelser efter sociallovgivningen malrettet barn, unge og deres familier i palliative
forlgb

Nar et barn/en ung rammes af alvorlig sygdom eller handicap, og har behov for palliativ
stotte og pleje er d@raekke muligheder for at fa stette i henhold til den sociale lovgiv-
ning.

De mest centrale stattemulighede,g
Servicelovens § 42 kompensation fi t arbejdsfortjeneste gives til foreeldre der har et
barn eller ung under 18 ar, med betydelig og varig nedsat fysisk eller psykisk funktions-
evne eller langvarig og indgribende lidelse.
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Her vil vi gerne have tilføjet "på baggrund af en konkret og individuel vurdering" 
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Foreslår, at I overvejer lay outet på dette afsnit - da det virker lidt forvirrende, at der først er tekst om § 42, derefter opremsning af en række § og derefter uddybende tekst om disse. Herefter kommer et uddybet afsnit om § 42 - som med fordel kan slås sammen med det første afsnit:) 
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Isloven522 § 26 dagpengerefusion til pasning af et alvorligt sygt barn eller ung
ariaer 18 ar.

Servicelovens § 118 orlov til pasning af naertstdende badebgrn og voksne med sygdom
eller handicap.

Servicelovens § 119 plejeorlov som giver neertstdende mulighed for at passe en pare-
rende, bade barn og voksne, der gnsker at dg i eget hjem.

Servicelovens § 41 daekning af nedvendige merudgifter. Merudgiften skal veere en kon-
sekvens af barnets/den unges nedsatte funktionsevne og ngdvendig i forbindelse med
forsgrgelsen af barnet/den unge i hjemmet.

Servicelovens § 112 der kan i forbindelse med sygdom og behandling blive behov for
anskaffelse af hjeelpemidler. Afheaengigt af om der er tale om et varigt eller midlertidigt
behov, skal hjeelpemidlet udleveres eller bevilges af hospitalet eller barnets/den unges
bopaelskommune.

Der kan ud fra en konkret vurdering blive behov for etablering af aflastning. Der treeffes
afgarelse om aflastning jf. Servicelovens §§ 52 og 84, jf. §§ 44 og 41.

Efter serviceloven kan der bevilges en raekke ydelser i forbindelse med pasning af dgen-
de, herunder plejevederlag til pasning af dgende efter servicelovens § 119 og hjeelp til
sygeplejeartikler o. lign. efter servicelovens § 122.

Det er en betingelse for, at der kan ydes hjeelp efter § 119 og § 122, at hospitalsbehand-
ling efter en laegelig vurdering mé anses for udsigtslgs, og at prognosen er kort levetid.
Der er dog ikke fastsat nogen bestemt graense. Det er endvidere en betingelse, at den
dgende er plejekreevende, og at den syges tilstand ikke i gvrigt ngdvendigger indleeggel-
se eller forbliven pa sygehus, ophold pa bgrnehospice eller lignende.

Ifalge servicelovens § 119 er personer, som passer en nzertstdende, der gnsker at dg i
eget hjem, efter ansggning berettiget til plejevederlag som naevnt i § 120. Det er en be-
tingelse for at yde plejevederlag, at hospitalsbehandling efter en laegelig vurdering ma
anses for udsigtslgs, og at den syges tilstand ikke i @vrigt n@dvendigger indleeggelse eller
forbliven pa sygehus eller ophold pa barnehospice el. lign. Det er endvidere en betingel-
se, at den syge er indforstaet med etableringen af plejeforholdet. Servicelovens § 120 og
121 regulerer neermere hhv. beregning af plejevederlag og ophar af plejeforholdet.

Kommunalbestyrelsens almindelige tilbud om hjeelp til syge og personer med nedsat
fysisk eller psykisk funktionsevne skal ogsa gives til deende, der plejes i hjemmet af en
neertstdende. Kommunalbestyrelsen skal séledes oplyse om mulighederne for at fa f.eks.
personlig og praktisk hjeelp,madservice og hiemmesygepleje. Selv om en nzertstaende
patager sig plejeopgaven, vil der ofte vaere behov for, at kommunalbestyrelsen giver
ekstra hjeelp.

z Lovbekendtggarelse nr. 827 af 23. juni om ret til orlov og dagpenge ved barsel (barselsloven)
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Ifalge servicelovens § 122, stk. 1 og 2, kan kommunalbestyrelsen, safremt udgiften ikke
daekkes pa anden vis, yde hjeelp til sygeplejeartikler o. lign. nar:
1. neertstdende i forbindelse med et etableret plejeforhold, jf. § 119, passer en dg-
ende
2. kommunen varetager plejen helt eller delvis eller kommunalbestyrelsen yder til-
skud efter § 95 til hjeelp, som familien selv antager, eller
3. etbgrnehospice varetager plejen

Hjeelpen ydes uden hensyn til den pageeldendes eller familiens gkonomiske forhold.

Bestemmelsen definerer ikke naermere, hvilke konkrete ydelser, der kan ydes hjeelp til.
Formalet med bestemmelsen er at sikre, at deende personer, som @nsker at blive plejet i
hjemmet, ikke paferes udgifter til sygeplejeartikler og lignende, som de ikke ville have
haft under indlaeggelse pa sygehus.

Hjeelp til udgifter til sygeplejeartikler og lignende, som kan omfatte f.eks. sondeernzering
og ernegeringspraeparater, ydes efter et konkret skgn i hvert enkelt tilfaelde. | skannet ind-
gar en vurdering af, om den ansggte hjeelp ville vaere blevet givet under indlaeggelse pa
sygehus. Der kan ydes hjeelp til egenudgiften til f.eks. sondeernaering, ekstra vask af tgj
og sengelinned. Der kan ogsa ydes hjeelp til egenudgiften til fysioterapi og psykologisk
bistand, hvis denne hjeelp kan antages at ville vaere blevet givet til den dgende under
indlaeggelse pa sygehus.

Der kan kun ydes hjeelp efter servicelovens § 122 til udgifter, som ikke daekkes efter an-
den lovgivning. Det betyder, at der kun kan ydes hjeelp efter denne bestemmelse til den
pageeldendes egen andel af udgiften til sygeplejeartikler og lignende. Der kan kun ydes
tilskud efter § 122 til den del af udgiften, som ikke kan daekkes efter f.eks. sundhedsloven
eller fra Sygeforsikringen Danmark.

[Palliativ sedering (medikamentel palliation i terminalfasen)

En sundhedsperson er i medfgr af sundhedsloven § 25, stk. 3, berettiget til at give en
patient, som er uafvendeligt deende, de smertestillende eller beroligede midler, som er
ngdvendige for at holde patienten smertefri frem til dadstidspunktet. Dette geelder, uanset
at behandlingen kan have en sakaldt "dobbelteffekt”, idet den ud over smertelindring
ogsa fremskynder dgdstidspunktet. Sa lzenge der ikke gives smertelindrende behandling
i sterre doser end ngdvendigt for at lindre patientens symptomer, er dette lovligt. Sund-
hedsstyrelsen har fastsat vejledende retningslinjer for doseringen af smertestillende mid-
ler for at forhindre, at dette farer til aktiv dedshjeelp. Der er saledes efter naermere anfarte
retningslinjer mulighed for at lindre patientens lidelse medikamentelt, selvom dette med-
forer bevidstlashed, i en kortere eller lzengere periode og eventuel indtil dgden, sakaldt
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palliativ sedering (Sundhedsstyrelsens vejledning nr. 9619 af 20. december 2002 om
medikamentel palliation i terminalfasen (23). |

Livstestamente (24)

En borger har mulighed for i form af et livstestamente at udtrykke sine ensker med hen-
syn til behandling, hvis vedkommende matte komme i en tilstand, hvor selvbestemmel-
sesretten ikke lzengere kan udgves af patienten (sundhedslovens § 26, stk. 1-3). Borge-
ren kan saledes i et livstestamente optage bestemmelser om, at 1) der ikke gnskes livs-
forleengende behandling i en situation, hvor testator er uafvendeligt deende, og 2) der
ikke gnskes livsforleengende behandling i tilfaelde af, at sygdom, fremskreden alder-
domssveekkelse, ulykke, hjertestop el. lign. har medfert sa sveer invaliditet, at testator
varigt vil vaere ude af stand til at tage vare pa sig selv fysisk og mentalt. |

Ved livsforleengende behandling forstas behandling, hvor der ikke er udsigt til helbredel-
se, bedring eller lindring, men alene til en vis livsforleengelse. Et livstestamente far farst
virkning, nar leeger og pargrende ikke kan komme i kontakt med barnet/den unge og
aldrig vil kunne komme det igen.

Tilskud til ernaeringspraeparater

Ifalge sundhedslovens § 159 yder regionen tilskud til ernaeringspraeparater, som er ordi-
neret af en laege i forbindelse med sygdom eller alvorlig svaekkelse. De nsermere regler

om tilskud til ernaeringspraeparater fremgar af bekendtggrelse nr. 1491 af 14. december

2006 om tilskud til ernaeringspraeparater og tilhgrende vejledning nr. 115 af 8. december
2006. Af bekendtgerelsen fremgar, at forudsaetningen for tilskud er, at disse ordineres af
en leege pa en seerlig blanket, som populeert omtales en gren recept. Tilskuddet fra regi-
onerne udger 60 pct. af familiens udgifter til kb af ernaeringspraeparater.

For b@rn/unge, der er henvist af en leege til hiemmesygepleje, jf. ovenfor, fglger det af
bekendtggrelse om hjemmesygepleje, at hiemmesygepleje ydes vederlagsfrit, og at
hjemmesygeplejen skal have adgang til almindeligt anvendte hjeelpemidler, saledes at
den behandling, som laegen har ordineret, umiddelbart kan ivaerksaettes. | relation til er-
naeringspreeparater betyder dette, at kommunerne skal stille remedier til sondeernzering
gratis til radighed for familien til opstart af behandlingen.

Andre muligheder for ydelser efter serviceloven

Kommunalbestyrelsen skal jf. servicelovens § 42 yde hjaelp til daekning af tabt arbejdsfor-
tjeneste til personer, der i hjemmet forserger et barn/en ung under 18 ar med betydelig
og varigt nedsat fysisk eller psykisk funktionsevne eller indgribende kronisk eller langva-

)"f Vejledningen er under revision og ligger nu hos Styrelsen for Patientsikkerhed

* Den 15. november 2017 fremsattes lovforslag (L 99), Forslag til zndring af sundhedsloven og lov om anvendelse af tvang ved
somatisk behandling af varigt inhabil. Lovforslaget indeholdt bl.a. forslag om gget selvbestemmelse for patienter i forhold til
fravalg af behandling, herunder oprettelse af en behandlingstestamenteordning. Lovforslaget blev vedtaget i Folketinget den 20
marts 2018. Behandlingstestamenteordningen treeder i kraft den 1. januar 2019

Kommentar [CIU1]: Revideres nar
ny vejledning/BEK kommer

Kommentar [CIU2]: Revideres nar
ny vejledning/BEK kommer
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rig lidelse. Ydelsen er betinget af, at det er en ngdvendig konsekvens af den nedsatte
funktionsevne, at barnet/den unge passes i hjemmet, og at det er mest hensigtsmaessigt,
at det er moderen eller faderen, der passer det. Derudover skal Kommunalbestyrelsen, jf.
servicelovens § 41 yde deekning af ngdvendige merudgifter ved forsgrgelse i hjemmet af
et barn under 18 ar med betydelig og varigt nedsat fysisk eller psykisk funktionsevne eller
indgribende kronisk eller langvarig lidelse. Det er en betingelse, at merudgifterne er en
konsekvens af den nedsatte funktionsevne og ikke kan daekkes efter andre bestemmel-
ser i denne lov eller anden lovgivning.

Serviceloven rummer ogsa tilbud om en raekke ydelser, som gives til borgere med nedsat
fysisk og/eller psykisk funktionsniveau pa baggrund af en konkret og individuel vurdering
af den enkeltes behov. Tildelingen af disse ydelser vil oftest ogsa veere relevant for per-
soner, der er syge og eventuelt i terminal fase, men er ikke betinget deraf. Det drejer sig
f.eks. om personlig pleje, praktisk hjaelp og madservice efter § 83, hjeelpemidler efter §
112, boligindretning efter § 116 og daekning af n@gdvendige merudgifter efter § 100. Det
kan dog ogsa dreje sig om andre ydelser efter serviceloven.

Ifalge servicelovens § 83, stk. 1 og 2, skal kommunalbestyrelsen tilbyde:

1. personlig hjeelp og pleje,
2. hjeelp eller statte til nedvendige praktiske opgaver i hiemmet og
3. madservice

Tilbuddene gives til personer, som pa grund af midlertidigt eller varigt nedsat fysisk eller
psykisk funktionsevne eller szerlige sociale problemer ikke selv kan udfgre disse opgaver.

For personlig og praktisk hjeelp kraeves der ikke betaling for udgifter til personale, jf. ser-
vicelovens § 161.

Ifalge servicelovens § 112 skal kommunalbestyrelsen yde statte til hjselpemidler til
bern/unge med varigt nedsat fysisk eller psykisk funktionsevne, nar hjaelpemidlet:

1. iveesentlig grad kan afhjeelpe de varige folger af den nedsatte funktionsevne
2. iveesentlig grad kan lette den daglige tilvaerelse i hiemmet eller
3. erngdvendigt for, at den pageeldende kan udgve et erhverv

Ifalge servicelovens § 116 skal kommunalbestyrelsen yde hjaelp til indretning af bolig til
bgrn/unge med varigt nedsat fysisk eller psykisk funktionsevne, nar indretning er nad-
vendig for at gare boligen bedre egnet som opholdssted for den pageeldende. Hvis den
dgende far behov for hjaelpemidler eller hjaelp til boligindretning, kan denne hjeelp ydes
efter reglerne i servicelovens §§ 112 og 116. Bern/unge, der far hjeelp efter servicelovens
kapitel 23 om pasning af dgende, ma som udgangspunkt anses for at opfylde betingel-
serne i §§ 112 og § 116 om varigt nedsat fysisk eller psykisk funktionsevne.
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Et bernehospice forudsaettes at have de redskaber, hjaelpemidler og lignende til radig-
hed, som normalt anvendes i forbindelse med pasning og pleje af dgende bagrn/unge.
Sadanne hjeelpemidler kan derfor ikke ydes efter servicelovens § 112 til barn/unge, der
passes pa et bgrnehospice.

Hjeelpemidler, som barnet/den unge herudover har behov for, kan ydes efter servicelo-
vens § 112, safremt betingelserne i gvrigt er opfyldt.

Bgrne- og socialministeren fastsaetter i en bekendtgarelse regler om, hvilke udgifter der
kan ydes hjeelp til, og betingelserne herfor, herunder naermere regler om personkredsen
for merudgiftsydelsen.

@vrig lovgivning, som kan vaere relevant at iagttage i den palliative indsats
Udover ovenstaende kan falgende veere relevant at benytte i relation til den palliative
indsats til barn, unge og deres familier:

Sundhedsloven
Kapitel 39 og 39a om genoptraening og fysioterapi m.v.
Kapitel 15, § 69 om tilskud til behandling hos psykolog efter leegehenvisning

Kapitel 35, § 119 om kommunalbestyrelsen ansvar for varetagelsen af kommunens op-
gaver i forhold til borgerne at skabe rammer for en sund levevis.

Lov om social service

Kapitel 16 Personlig hjeelp, omsorg og pleje

Kapitel 17 Dzekning af nedvendige merudgifter

Kapitel 21 Hjeelpemidler, boligindretning og befordring

Kapitel 22 Pasning af naertstdende med handicap eller alvorlig sygdom

Lov om sygedagpenge
Kapitel 9 Forleengelse af sygedagpengeperioden
Kapitel 21 Aftale om refusion af sygedagpenge ved langvarig eller kronisk sygdom mv.
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Bilag 4: Skabelon til indledende
vurdering

Diagnose:

Tilstede:

BAL og PAS:

Resumé af sygehistorie:
Familigert og socialt:
Medicin:

Objektivt:

Sammenfatning af samtalen:

1. Overordnet behandlingsmal
Barnets/familiens overordnede mal, f.eks. helbredelse, livsforleengelse, lin-
dring af symptomer

2. Behandlingsplan for genoplivning

Beskrivelse af aktuelle status, f. eks "ikke bergrt”, “ansker ikke intubati-
on/respirator eller hjertemassage. Der henvises til "Personlig behandlings-
plan ved kritisk sygdom” for detaljeret beskrivelse

3. Symptomlindring
Beskrives enkeltvist, f.eks. smerte, fatigue, angst, samt med angivelse af
problemets omfang og anbefalinger

4. Statte til barnet / familien
a) Psykosocial / &ndelig
b) Stamafdeling / PABU / Kommunalt

5. Handtering af livstruende forveerring og/eller dad

a) Hvordan er barnets / familiens forstaelse af situationen
b) Hvad er barnets héb og frygt

¢) Hvordan taler familien om evt. forvaerring og/eller ded?
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d) @nsker til dedssted
e) Hvordan stgttes soskende

6. Plan og aftaler
1) Beskrivelse af opgavefordeling

2) Neeste aftale med PABU
3) Telefonnumre til PABU (evt. 24/7)

Cc: Behandlingsansvarligt team, egen laege, foreeldre, evt. kommune

Kilde: PABU



Sundhedsstyrelsen
Islands Brygge 67
2300 Kgbenhavn S

www.sst.dk
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Berneradet

Sundhedsstyrelsen
Enhed for Planlaegning
Islands Brygge 67
2300 Kgbenhavn S

10. august 2018
J.nr. 3.4.4 /mdi

Bgrneradets bemaerkninger til anbefalinger for palliative indsatser til bgrn,
unge og deres familier

Borneradet kan tilslutte sig anbefalingernes malsaetning om at udarbejde ens vejledninger og
retningslinjer for palliative indsatser til bgrn, unge og deres familier til brug i hele landet. Da
der indtil i dag ikke har vaeret separate anbefalinger pa omradet for bgrnepalliation, stgtter
Berneradet op om det iveerksatte arbejde specifikt malrettet bgrn, unge og deres familier. Det
er fagligt velbegrundet at sikre ensretning i organiseringen af tilbud samt kvaliteten af dem pa
tveers af landet, idet alle familier med livstruede/livsbegraensede syge bgrn skal sikres lige
muligheder for at fa den samme hgje kvalitet og sammenhaeng i den palliative indsats, uanset
hvor de bor.

Bgrneradet haefter sig ved, at bgrns rettigheder i anbefalingerne er fremhavet udtrykkeligt.
Det er szerligt positivt, at det i anbefalingerne er indskrevet, at barnets bedste skal veere et
grundlaeggende hensyn i alle handlinger og afggrelser, som bergrer barnet/den unge i den
palliative indsats, samt at b@grn og unge har ret til at nyde den hgjest opnaelige
sundhedstilstand og bgr have et indholdsrigt og menneskevaerdigt liv under forhold, der sikrer
vaerdighed, fremmer selvtilliden og medvirker til barnets aktive deltagelse i samfundslivet.
Endvidere er det glaedeligt at erfare, at barnets selvstaendige rettigheder efter Sundhedsloven
er skrevet tydeligt frem i vejledningen. | den forbindelse vil vi opfordre til, at barnet inddrages i
alle henseender i den grad, barnet gnsker det og er modent til, idet barnet og den unge er
eksperter i eget liv.

Anbefalingerne fokuserer pa helhedsorienterede indsatser i forhold til barnet og dennes
familie, hvilket er positivt. Bgrneradet tilslutter sig fokus pa den tveerfaglige indsats sa vidt
muligt baseret pa et transdisciplinaert samarbejde, da dette vil stgtte op om en holistisk tilgang
med barnet i centrum. Det er desuden hensigtsmaessigt, at der er fokus pa barnet og familien
som en samlet malgruppe.

Det fremgar af Kapitel 6, afsnit 6.2, at der skal udnaevnes en navngiven kontaktperson til hver
familie. Bgrneradet bakker op om dette initiativ, men understreger vigtigheden af en
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Berneradet

yderligere praecision af, hvilke kvalifikationer og kompetencer denne nggleperson skal have for
at kunne varetage opgaven samt en naermere beskrivelse af opgaver, som denne person skal
varetage, da én nggleperson med de rette kvalifikationer er en forudsatning for et trygt forlgb
for barnet og dets familie.

Borneradet ser frem til at se de endelige anbefalinger, og hvordan implementeringen
udmgnter sig.

Med venlig hilsen

7.

I/// /;{//,-\//, |
Per Larsen Lisbeth Sjgrup
Formand for Bgrneradet Sekretariatschef
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Su ndhEdSStyrelsen Blekinge Boulevard 2
Enheden for planlaegning 2630 Taastrup
plan@sst.dk

Telefon 33 14 00 10

mail@sjaeldnediagnoser.dk

www.sjaeldnediagnoser.dk

Under protektion af

H.K.H. Kronprinsesse Mary

10. august 2018

Vedr.: Anbefalinger for palliative indsatser til bern, unge
og deres familier

Sjeeldne Diagnoser og Danmarks Blgderforening har med tilfredshed
konstateret, at Sundhedsstyrelsen er pd vej med anbefalinger vedr.
palliative indsatser til bgrn, unge og deres familier i regi af
Sundhedsstyrelsen. Det er der brug for. Fokus pa barnets tarv og
perspektiv er desvaerre ikke givet i lovgivningen for sundhedsomradet,
hvor bgrns retsstilling ikke er sikret.

Sjeeldne Diagnoser er paraplyorganisation for pt. 53 foreninger, der
organiserer borgere med sjeeldne sygdomme og handicap taet inde pa livet,
herunder Danmarks Blgderforening, der som medlemmer har patienter og
familier, der lever med sjeeldne blgdersygdomme. Feelles for alle sjeeldne
sygdomme er, at de er alvorlige, i hovedreglen genetisk betingede og at de
ikke kan helbredes. Sjaeldne Diagnoser huser ogsa Sjeeldne-netvaerket for
borgere, der lever med en s3 sjaelden diagnose, at der ikke findes en
relevant forening.

Vi har to saet af kommentarer:
For det forste: Hvorndr er der brug for en palliativ indsats:

Anbefalingerne tager udgangspunkt i WHO'’s definition p& palliativ indsats:
"Den palliative indsats har til formal at fremme livskvaliteten hos patienter
og familier, som star over for de problemer, der er forbundet med
livstruende sygdom, ved at forebygge og lindre lidelse gennem tidlig
diagnosticering og umiddelbar vurdering og behandling af smerter og andre
problemer af bade fysisk, psykisk, psykosocial og &ndelig art".

Nogle sjeeldne sygdomme er progredierende og forbundet med et steerkt
forkortet livsperspektiv. Bgrn og unge ramt af disse diagnoser er en oplagt
malgruppe for den palliative indsats - nogle af diagnosegrupperne navnes
ogsa i anbefalingerne. Hertil kommer, at nogle sjaeldne sygdomme er
potentielt livstruende, selvom ny og bedre behandling betyder, at flere
sjeeldne patienter lever laengere end tidligere set. Det kraever et vagent gje
i systemerne at se, hvornar det kan vaere pa sin plads med en palliativ
indsats i forhold til disse sygdomsgrupper:

Sjeeldne Diagnoser er en sammenslutning af 53 foreninger for familier med sjseldne sygdomme og handicap.
Vi arbejder for at forbedre vilkarene for de sjeeldne sygdomsgrupper.
Se medlemsforeninger p% sjaeldnediagnoser.dk/medlemsforeninger
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Et eksempel herpa er blgdersygdom, som tidligere har fgrt til staerkt
forkortet livsperspektiv. I dag kan langt de fleste blgdere leve et stort set
almindeligt liv med deres kroniske sygdom, takket vaere mere effektiv og
sikker behandling og egenomsorg. Imidlertid er der fortsat en risiko for, at
behandlingen ikke viser sig effektiv. Det geelder de blgdere, der udvikler
inhibitor, dvs. danner antistof over for behandlingen. Op til 30 procent af
alle bgrn med svaer haemofili A udvikler inhibitor. Nar det sker, sa er
sygdommen direkte livstruende. Det kraever stor agtpagivenhed og betyder
betydelige indskraenkninger i hverdagen.

Langt de fleste blgderbgrn med inhibitor lever (heldigvis) laenge trods deres
livstruende sygdom. Men de, og deres familier, har brug for stgtte over
laengere tid.

Sjeeldne Diagnoser og Danmarks Blgderforening onsker sdledes at p8pege,
at m8lgruppen for den palliative indsats ikke kan afgraenses til bestemte
diagnosegrupper, hvor forkortet livsperspektiv er en forventelig del af
diagnoseforlgbet. Ogs§ indenfor en reekke andre diagnosegrupper kan der
vaere brug for en palliativ indsats, ogs§ over en laengere periode.

For det andet: De rette forudsatninger for en palliativ indsats skal
veere til stede:

Det fremgar ogsa af anbefalingerne, at “"Kommuner og regioner, herunder
almen praksis, aftaler i regi af sundhedsaftaler og praksisplaner, hvordan
det tvaerfaglige samarbejde kan foregd i praksis, og hvordan der sikres
koordinering mellem de forskellige tilbud, herunder snitflader og synergi.”
og at "Samarbejds- eller dialogaftaler kan indgas mellem enheder og
sektorer, fx mellem et hospitalsbaseret team og kommunen o.l. med
henblik pa at styrke samarbejde, videndeling og kommunikation p& tvaers
og for at tydeligggre ansvarsfordeling og styrke aktgrernes kompetencer og
kendskab til hinanden.” (s. 9)

Oplevelsen blandt familier med sjeeldne sygdomme er imidlertid ofte, at
der i dag ikke er tilstraekkelige ressourcer hos de ansvarlige fagpersoner til
at yde den ngdvendige basale palliative indsats, hverken akut eller over
tid. Der er ikke i bgrneafdelingerne ressourcer til at indgd i samarbejde og
dialog med fx kommune, institution eller skole. Flere familier oplever
problemer i samarbejdet med kommunen, hvor der ofte er meget lidt viden
om den sjeeldne diagnose og om de restriktioner og det beredskab, der er
ngdvendigt i forhold til den livstruende sygdom. Personalet pa
bgrneafdelingerne har som udgangspunkt ikke tid - eller kompetencer - til
at tage initiativ til eller indgd tvaerfaglig koordinering med andre aktgrer.
Konsekvensen er, at disse bgrns potentiale risikerer ikke at blive realiseret.

Et eksempel p@ denne problematik er at finde i forhold til bgrn og unge
med blgdersygdom:

I Danmark er blgderne tilknyttet to hgijt specialiserede centre pa hhv.
Rigshospitalet og Aarhus Universitetshospital. I begge centre er behandling
af bgrn med blgdersygdom organiseret i de respektive hospitalers

Sjeeldne Diagnoser er en sammenslutning af 53 foreninger for familier med sjeeldne sygdomme og handicap
Vi arbejder for at forbedre vilkarene for de sjeeldne sygdomsgrupper
Se medlemsforeninger pa sjaeldnediagnoser.dk/medlemsforeninger
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bgrneafdelinger. Det er sdledes sundhedspersonale med ansvar for
haemofilibehandlingen, der i det daglige har ansvar for den basale palliative
indsats over for blgderbgrn med inhibitor eller meget sjaeldne
blgdersygdomme uden behandling.

Danmarks Blgderforening har konkrete eksempler pa bgrn med inhibitor,
som i laengere perioder ikke har kunnet komme i skole pa grund af
blgdersygdommen uden at der er iveerksat hjemmeundervisning eller
skaneforanstaltninger, der evt. kunne muligggre deltagelse i skoledagen. Ej
heller er der igangsat andre former for stgtte til hverken barnet eller
familien. Der er saledes langt fra hensigtserkleeringer om holistisk, palliativ
indsats til den virkelighed, familierne oplever.

Safremt det sundhedsfaglige personale pa bgrneafdelingerne skal kunne
lgfte anbefalingerne om basal palliativ indsats som fx samarbejde pa tvaers
af sektorer til gavn for denne gruppe bgrn og deres familier, sa vil det bade
kraeve kompetencer og ggede ressourcer i bgrneafdelingerne.

Hertil kommer, at heller ikke infrastrukturen omkring den mere vidtgdende
palliative indsats er p& plads. Det fremgar af anbefalingerne, at “familien
kan henvises til specialiseret indsats ved det hospitalsbaserede palliative
team, Lukas-huset eller FamilieFokus, nar enten prognosen eller
familiens/barnets situation er sddan, at den basale indsats ikke er
tilstraekkelig. Dette sker typisk, nar prognosen enten fra start eller i Igbet
af behandlingen er blevet mere alvorlig, ved behandlingsresistent sygdom
eller hos familier som er svaert belastede af andre forhold.” og at "den
specialiserede indsats kan forega under indleeggelse pa bgrneafdeling eller i
barnets hjem eller opholdssted ved hjzelp af udgdende regionale teams
eller pa bgrnehospice, hvor specialiseret palliativt personale er til radighed
hele dggnet”.

Danmarks Blgderforening har desvaerre netop set et konkret eksempel pa,
at organiseringen at disse teams er s sdrbar og normeringen sa
begraenset, at det reelt ikke er muligt for bgrneafdelingerne at kunne
treekke pa den specialiserede indsats. I dette tilfselde kunne der ikke
tilbydes hjemmebesgg fordi sygeplejersken havde sagt op. Derfor blev det
ngdvendigt - pa foreningens initiativ - at kontakte FamilieFOKUS, som er
finansieret af puljemidler, for at kunne f& hjeelp til barnet og familien. En
ulykkelig situation, hvor familien af det ansvarlige sundhedspersonale (for
sent) bliver visiteret til palliativt team, og hvor teamets svage organisering
betyder, at der ikke er ressourcer til at yde den hgjt specialiserede indsats,
som den komplekse sag kraevede.

Sjeaeldne Diagnoser og Danmarks Blgderforening vil derfor papege to seet af
forudsaetninger, som skal styrkes, hvis intentionerne i anbefalingerne skal
realiseres:

For det farste er der brug for en ledelsesmaessig prioritering af de hgjt
specialiserede palliative teams som en del af hospitalernes drift. Disse
teams skal veere tilknyttet de afdelinger, der varetager hajt specialiserede
funktioner. Det er relevant, at der er en forpligtelse til at kunne lofte den
ngdvendige palliative indsats, ndr Sundhedsstyrelsen gennem
specialeplanen tildeler de hagjt specialiserede funktioner.

Sjeeldne Diagnoser er en sammenslutning af 53 foreninger for familier med sjeeldne sygdomme og handicap
Vi arbejder for at forbedre vilkarene for de sjeeldne sygdomsgrupper
Se medlemsforeninger pa sjaeldnediagnoser.dk/medlemsforeninger
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For det andet er der brug for at sikre de ngdvendige ressourcer til disse
teams, hvis de skal kunne yde den rette palliative indsats overfor barnet og
familien og over for det gvrige sundhedspersonale

Med venlig hilsen

Birthe Byskov Holm, Jacob Bech Andersen,
Sjeeldne Diagnoser Danmarks Blgderforening

Sjeeldne Diagnoser er en sammenslutning af 53 foreninger for familier med sjeeldne sygdomme og handicap
Vi arbejder for at forbedre vilkarene for de sjeeldne sygdomsgrupper
Se medlemsforeninger pa sjaeldnediagnoser.dk/medlemsforeninger



gHﬂRSHOLM KOMMUNE

Center for Sundhed og Omsorg
Adalsparkvej 2, 2970 Hgrsholm

Sundhedsstyrelsen
Planlaegning

Hgringssvaret er sendt til plan@sst.dk

Hgringssvar vedr. Anbefalinger vedrgrende palliative indsatser til
bgrn, unge og deres familier

Hgrsholm Kommune bifalder det helhedsorienterede perspektiv,
som ligger til grund for anbefalingerne, herunder vigtigheden af, at
indtaenke hele familien og deres livssituation i forlgbet.

Som kommune kan vi tilslutte os betragtningen, at vores
fagpersoner ikke yder selvstaendig basal palliativ indsats, da
patientgrundlaget er for lille til at erhverve bade kompetencer og
erfaring til dette (side 5).

Der lzegges i anbefalingerne op til, at der udarbejdes
tveerkommunale samarbejdsaftaler til at Igfte opgaven. Dette vil
Hgrsholm Kommune arbejde videre med i forhold til at finde
baeredygtige Igsninger til at kunne varetage de fa sager, der er i en
lille kommune som Hgrsholm.

Venlig hilsen

Hanne Dengsg
Leder af Sundheds- og
rehabiliteringsenheden

Dato: 10.08.2018
Sagsnr: 18/13677
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horsholm.dk
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FamilieFOKUS

SPECIALOMRADE FOR KOMMUNIKATION OG HANDICAP

Sundhedsstyrelsen,
Enhed for Planlagning

Heringssvar fra Specialomrade for Kommunikation og Handicap til Sundhedsstyrelsen
vedrgrende Sundhedsstyrelsens 'Anbefalinger for palliative indsatser til barn, unge og
deres familier’ 10. august 2018.

Specialomrade for Kommunikation og Handicap gnsker i forbindelse med satspuljeprojektet
FamilieFOKUS at ggre opmaerksom pa tre forhold i forbindelse med Sundhedsstyrelsens
anbefalinger for palliative indsatser til bgrn, unge og deres familier. For det fgrste, at be-
skrivelsen af det tveerfaglige team i FamilieFOKUS ikke er retvisende. For det andet, at
FamilieFOKUS ikke naevnes flere steder i anbefalingerne i forbindelse med beskrivelsen af
den specialiserede indsats pd omradet. Og for det tredje, at der i beskrivelsen af kompeten-
cer inden for palliative indsatser er beskrevet, at det er en forudsaetning for en specialiseret
indsats, at der er mindst én laege, som er fagomradespecialist og én sygeplejerske med
kompetencer pd postgraduat, specialiseret niveau fuldtidsbeskaeftiget i indsatsen.

I afsnit 6.2.2. Den specialiserede indsats under overskriften Specialiseret tilbud om habilite-
ring og psykosocial palliation foreslar vi at teksten sendres, da den nuveaerende formulering
ikke er retvisende for den faggruppesammenszaetning, der er i FamilieFOKUS.

Oprindelig tekst:
"Det tvaerfaglige personale, som best8r af sygeplejersker, terapeuter og psy-
kologer, dizetister, socialr8dgivere og en praest, tilbyder barn/unge og deres
familier en psykosocial indsats med det formdl at forbedre barnets og famili-
ens livskvalitet ved at tilbyde stotte, r8dgivning og lindring."
/ndringsforslag:
"Det tvaerfaglige personale, som bestdr af psykolog, specialpadagogisk kon-
sulent, sygeplejerske, fysioterapeut, ergoterapeut, musikterapeut og social-
r8dgiver, tilbyder bprn, unge og deres familier en psykosocial indsats med
det formdl at forbedre barnets og familiens livskvalitet ved at tilbyde stgotte,
r8dgivning og lindring. Herudover inddrages laege, preest og diaetist p& kon-
sultativ basis efter behov.

Derudover er FamilieFOKUS, ligesom de andre specialiserede tilbud, ikke beskrevet i afsnit
5.3. Specialiseret indsats (s. 27) eller naevnt i afsnit 1.4.2. Basal og specialiseret indsats
under emnet Specialiseret palliativ indsats til barn og unge og deres familier (s. 5).

Det foresl3s, at der nederst i afsnit 5.3. Specialiseret indsats tilfgjes:
"Til familier med komplekse psykosociale behov er FamilieFOKUS et Speciali-

seret tilbud, som tilbyder psykosocial palliation og habilitering med udgangs-
punkt i den enkelte families behov — bdde behov ved det syge barn, foraeldre,
spskende og andre p8rorende. Familien modtager lindring, stotte og rédgiv-
ning fra et tvaerfagligt team méirettet hele familiens trivsel og livskvalitet.”

MarselisborgCenteret

P.P. @rums Gade 9-11

Indgang - bygning 6
8000 Aarhus C.
Tel. +45 7847 9300

www.IKH.rm.dk

midt

regionmidtjylland
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Og at der nederst i afsnit 1.4.2. Basal og specialiseret indsats under Specialiseret palliativ
indsats til barn og unge og deres familier pa side 5 tilfgjes:
"T FamilieFOKUS tilbydes psykosocial palliation m3irettet b8de det syge barn,

foreeldre, sgskende og andre p8rorende.”

I forhold til afsnittet om kompetencer (s. 39) mener vi, at afsnit 7.2. Forudsaetninger for
palliative indsatser til barn og unge burde hedde Forudseetninger for palliative indsatser til
born, unge og deres familier.

Desuden vil vi argumentere for, at det er uhensigtsmaessigt ift. anbefalingerne, at der i
samme afsnit stdr, at Enheder, der varetager specialiserede palliative indsatser (palliativt
team, bgrneafdeling og bornehospice o.l.), omfatter som udgangspunkt mindst fire fag-
grupper, herunder mindst én lzege, som er fagomr&despecialist, og én sygeplejerske med
kompetencer p& postgraduat, specialiseret niveau (niveau C) - som begge skal vaere fuld-
tidsbeskeeftigede med den palliative indsats. Mens det eneste der er beskrevet i forhold til
gvrige faggrupper er, at de kan veere deltidsbeskzaeftigede med indsatsen.

Disse forudsaetninger er helt afggrende i forhold til hospice og hospitalsbaserede indsatser
til barnet, men ikke ngdvendigvis en forudsatning i forbindelse med specialiserede palliati-
ve tilbud, som er malrettet den psykiske, sociale eller eksistentielle/andelige del af den
palliative indsats til barnet og familien. Vi stiller os derfor kritisk overfor, at der i alle typer
af specialiserede palliative indsatser skal vaere én lsege, som er fagomradespecialist og en
sygeplejerske med kompetencer pd postgraduat, specialiseret niveaufuldtidsbeskeeftiget i
indsatsen

Den psykiske, sociale og eksistentielle/andelige dimension af palliation er ifglge anbefalin-
gerne en central del af den palliative indsats til b@grn, unge og deres familier. Det begrundes
b&de med udgangspunkt i WHO's definition af palliativ indsats til bgrn og deres familier® og
i Total Pain begrebet?. De angivne forudsaetninger med mindst én laege, som er fagomrade-
specialist, og én sygeplejerske med kompetencer pd postgraduat, specialiseret niveau -
som begge skal veere fuldtidsbeskaeftigede med den palliative indsats, er ifglge definitionen
fra WHO og Total Pain begrebet ikke tilstraekkeligt daekkende, idet den psykosociale indsats
o0gsé kan tage afszt i andre fagprofessionelle specialomrader, afhangigt af familiens be-
hov.

Derfor mener vi ikke, at det er hensigtsmaessigt for udvikling af palliationsomradet for bgrn,
unge og deres familier, at der stilles krav om, at der skal vaere en laege og sygeplejerske
fuldtidsbeskaeftiget for at man kan kalde en palliativ indsats specialiseret. Dette bgr kun
gere sig geeldende i forhold til barnehospice og andre specialiserede hospitalsindsatser. Vi
mener, at der ogsa bgr abnes op for, at den habiliterende og psykosociale del af den pallia-
tive indsats til bgrn, unge og deres familier anerkendes som et selvstandigt supplement til
specialiserede sundhedsrettede palliative indsatser - og herunder at denne type indsats
kraever en anden faggruppesammensaetning. P8 den made understottes ogsa en specialise-

4 World Health Organization. WHO Definition of Palliative Care. 2017; Available at:
http://www.who.int/cancer/palliative/definition/en/, 09.08.18.

2 Saunders C. Care of patients suffering from terminal illness at St. Joseph’s Hospice, Hackney, London. Nursing
Mirror. 14. February 1964 p. viii.



ring i forhold til den psykiske, sociale og eksistentielle/andelige dimension af den specialise-
rede palliative indsats til bgrn, unge og deres familier.

Vi foreslar derfor, at afsnittet omformuleres sdledes:
Enheder, der varetager specialiserede palliative indsatser omfatter som ud-
gangspunkt mindst fire faggrupper. Herunder omfatter specialiserede
palliative sundhedstilbud (palliativt team, barneafdeling og barnehospice
o0.l.), mindst én lasge, som er fagomrddespecialist, og én sygeplejerske med
kompetencer p8 postgraduat, specialiseret niveau (niveau C) - som begge
skal veere fuldtidsbeskaeftigede med den palliative indsats. Specialiserede
psykosociale palliative indsatser omfatter mindst én psykolog med
erfaring inden for omridet og som er fuldtidsbeskzeftigede med ind-
satsen. De gvrige faggrupper kan vaere deltidsbeskaeftigede med indsatsen.

ﬁe venlig hilsen

Styregruppeformand for Projekt FamilieFOKUS
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Keere Sundhedsstyrelsen
BUPL har ikke nogle eendring eller tilfgjelser.

Men vil dog gerne kvittere, for paedagogernes rolle er neevnt tydeligt, og at i anerkender vigtigheden og betydningen
af paedagogers arbejde med barn i denne malgruppe.

Med venlig hilsen
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Til Sundhedsstyrelsen

Heringssvar fra Hospicelederforeningen i Danmark til udkast til anbefalinger for palliative indsatser til
bgrn, unge og deres familier

Hospicelederforeningen i Danmark gleeder sig over at der nu kommer anbefalinger for palliative indsatser til
bgrn, unge og deres familier. Udviklingen de seneste ar er gaet steerkt pa feltet med etablering af
bgrnehospice og senest palliative bgrne/ungeteam pa hospitalerne. Da der forud ikke har eksisteret
specialiserede palliative tilbud til bgrn og unge i Danmark, er der meget udvikling i gang , og der skal i de
kommende ar tages mange store og sma beslutninger i forskellige regi. Her er det vigtigt at kunne stgtte sig
til anbefalinger fra Sundhedsstyrelsen.

Indsatsen for bgrn og unge har ligheder med voksenomradet, fx i fokus, tilgang og veaerdier, men ogsa
afg@rende forskelle. Derfor har det vaeret en rigtig beslutning at der kommer selvstaendige anbefalinger ift.
bgrn og unge.

Da omradet er nyt er der selvfglgelig emner og anbefalinger som ikke kan ggres helt faerdige pa nuvaerende
tidspunkt, hvilket hospicelederforeningen har stor forstaelse for. Foreningen ser derfor frem til at man i de
kommende ar vil kunne praecisere anbefalingerne bla. ift malgrupper, kompetencer/uddannelse og kliniske
kvalitetsdata mv.

Det tilsendte udkast er pa mange mader et godt fgrste bud pa anbefalinger med mange gode preecise
beskrivelser af tilgang, veerdier, fokus i arbejdet, arbejdsdeling, basal/specialiseret palliation, indsatsen for
hele familien og de fysiske/psykiske/sociale/andelige/eksistentielle elementer i indsatsen.

Hospicelederforeningen ser dog ogsa behov for at udkastet til anbefalinger praeciseres:

1) Beskrivelsen af de forskellige faggruppers rolle bgr praeciseres. Hvad er definitionen pa ”det
tveerfaglige team”? Hvilke faggrupper er repraesenteret? Hvad deekker formuleringer som
"varetages af sygeplejersker og lignende” eller "varetages af psykologer og lignende” over?

Tveerfaglighed og tilstedeveaerelsen af forskellige faggrupper er relevant i mange dele af
sundhedsvaesenet. Men nar det gzelder palliation og specielt pallition til bgrn og unge peger WHOs
definitioner mv. pa tveerfaglighed og tilstedeveaerelsen af en raekke faggrupper som helt centralt.
Det vil veere hensigtsmaessigt i forhold til de beslutningstagere der i praksis skal bruge
anbefalingerne, at dette praeciseres. Udgangspunktet for en sadan praecisering kunne vaere de
anbefalinger og den praksis der er pa voksenomradet.



2)

4)

Malgruppe og diagnoser: | mange ar har det der har vaeret sagt og skrevet om palliation til bgrn,
fejlagtigt spejlet sig 100 % i voksenomradet. Mange beskrivelser tager derfor udgangspunkt i bgrn
med kraeft og fokuserer pa den allersidste del af livet. Dette til trods for udenlandske erfaringer, der
viser at palliation til b@rn og unge i hgj grad handler om andet. 80-90 % af bgrnene har haft andre
diagnoser en kraeft og de fleste har typisk haft brug for indleeggelser og teamtilknytning gennem
sygdomsforlgbet — ikke kun i forbindelse med livslutning.

| udkastet til anbefalinger er det langt hen ad vejen lykkedes at ggre op med den misforstaelse. En
samlet gennemlaesning giver dog stadig indtryk af at kreeft fylder mere end gvrige diagnoser.
Omvendt gar det lidt i den modsatte greft at skrive at bgrnepalliation/bgrnehospice er seerligt
relevant for bgrn og unge med neurologiske, metaboliske medfgdte sygdomme (6.2.2). Tilbuddene
kan veere relevante pa mange omrader, der kan veere stgrre eller mindre i forhold til hinanden.

Beskrivelsen hvad et bgrne- og ungehospice er, bgr praciseres. Lukashuset blev etableret i 2015 pa
baggrund af internationale erfaringer og anbefalinger. Siden har folketinget besluttet at tilbuddet
skal udvides til hele landet, i fgrste omgang ved at etablere tilsvarende tilbud i Vestdanmark. Derfor
er det vigtigt i anbefalingerne at przacisere hvad bgrnehospice generelt skal vaere. | udkastet
beskrives blot nuvaerende tilbud. Det er bla. behov for praecisering af hvilke kompetencer der skal
veere til stede, og igen hvilke faggrupper der skal anszettes. Det geelder bl.a. i forhold at sikre at de
alvorligste syge bgrn og unge med komplicerede lindringsbehov kan indlaegges. Det gaelder ift
handtering af akutte situationer og meget belastende situationer, fx “ustoppelige” kramper eller
smerter. Det gaelder ift. handtering af ilt, sug, dybt sug, transportabel respirator, NIV maske,
genoplivning/hjertelungeredning, pumper infusion/ernaering.

Anbefalingerne bgr sikre at personalet ogsa aften, nat og weekend er rustet til dette, typisk ved at
der anszettes sygeplejersker, der har pallativ og/eller padiatrisk erfaring.

Udkastet til anbefalinger beskriver indsats bade ift. det syge barn, sgskende og familien, hvilket er
godt og vigtigt. Der savnes maske et stgrre fokus pa den samlede families dynamik og ressourcer og
pa foraeldrenes parforhold/aegteskab. En anbefaling kunne vaere at der pa baggrund af eksisterende
viden kunne udarbejdes programmer for hvordan man styrker familiens samlede ressourcer og for
hvordan zaegteskabet/parforholdet kan fastholdes i en sa presset livssituation som den de to
foraeldre befinder sig i — til stptte for dem selv og deres bgrn, syge og raske.

se fx https://www.sfi.dk/nyt/nyheder/artikler/boerns-helbred-paavirker-foraeldres-parforhold/

Pa vegne af Hospicelederforeningen i Danmark

Venlig hilsen

Thomas Feveile
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Til Sundhedsstyrelsen

Hgringssvar fra Lukashuset til udkast til anbefalinger for palliative indsatser til bgrn, unge og deres
familier

Det er godt og vigtigt at der nu kommer selvstaendige anbefalinger for bgrn og unge omradet. Selvom
indsatsen for bgrn og unge har ligheder med voksenomradet, fx i fokus, tilgang og veerdier, er det ogsa
afggrende forskelle.

Generelt savnes i udkastet bedre beskrivelser er hvilke faggrupper/personalegrupper der er ngdvendige og
relevante i den basale og specialiserede palliation. Der savnes ogsa klarere beskrivelser af malgruppe og
diagnoser. Pa disse to omrader henvises til hgringssvar fra Hospicelederforeningen i Danmark.

Beskrivelsen af hvad et bgrne- og ungehospice er, bgr praeciseres. Det er fint at beskrivelsen af omradet
tager udgangspunkt i Lukashuset, dels fordi Lukashuset er opbygget pa baggrund af internationale
erfaringer og anbefalinger — dels fordi der er taget politisk beslutning om at Lukashusets tilbud skal
udbredes til hele landet. Men anbefalinger bgr praecisere hvad bgrnehospice generelt skal veere, ikke blot
beskrive nuvaerende tilbud.

Pa samme made bgr beskrivelserne af den basale og specialiserede indsats pa hospitalsafdelinger og i
teams vaere generelle anbefalinger, ikke blot beskrivelser af bestemte afdelingers indsats. Det er der behov
for hos de beslutningstagere der skal etablere og udvikle den konkrete indsats, hvis tilbuddene skal blive
have hgj kvalitet og ensartethed i hele landet.

Herudover har Lukashuset fglgende forslag til tilfgjelser/sendringer:

2. Sammenfatning af anbefalinger:

e Et kort samlet materiale om alle relevante tilbud savel basale som specialiserede, som tidligt i
forlgbet kan udleveres til familierne.

3. Malgruppen:

o Tilfgjelse side 11, andet sidste afsnit: Malgruppen bgrn med neurologiske sygdomme... “Disse bgrn
og unge er ofte syge igennem en arrakke, hvilket har store konsekvenser for familielivet og ikke
mindst s@skendes opvaekst”.

e 3.2 Malgruppens omfang: s. 12. tilfgjelse: COWIs opsamlende rapport fra Lukashuset, viser at 1/6 af
indlaeggelserne i Lukashuset er til livsafslutning, mens de resterende forlgb er indlaeggelser
undervejs i sygdomsforlgb.



4. Tidlig identifikation af behov

e Side 17: boks mangler fokus pa eksistentielle og andelige problemstillinger.

6. Organisering, ansvar og samarbejde

e 6.2.2. Den specialiserede indsats. Bernehospice side 34-35. Mindre andringer er indskrevet i det
felgende:

Lukashuset — b@grne- og ungehospice er en specialiseret palliativ institution, der yder specialiserede
palliative indsatser til bgrn og unge med livsbegraensende eller livstruende sygdomme og deres familier. De
indlagte bgrn/unge med ofte langvarige sygdomsforlgb og deres familier tilbydes et lindrende ophold
undervejs i sygdomsforlgbet eller i forbindelse med livsafslutning. En erfaringsopsamling af COWI viser, at
naesten 2/3 af de bgrn og unge, der har veeret indlagt i Igbet af de fgrste ar Lukashuset har vaeret abent har
haft en neurologisk eller metabolisk sygdom, mens cancersygdomme udggr cirka 1/10 af de indlagte bgrn
(reference COWI).

Pa bernehospicet tilbydes en tvaerfaglig, specialiseret indsats, hvor pleje, omsorg og lindring varetages i et
team af sygeplejersker, bgrnelaeger, fysioterapeuter, paedagoger, psykologer, praester og socialradgivere.
Teamet har fokus pa symptomlindring af fysisk, psykisk, social og andelig-eksistentiel karakter og samspillet
mellem disse. De understgtter og igangsaetter medicinsk og ikke-medicinsk behandling af fx smerter,
andengd, mavetarmproblemer, opkast, kramper og kvalme. Der er sundhedsfagligt personale dggnet rundt,
og har dermed mulighed for at udgve akutte indsatser, tilpasse indsatserne barnets og familiens gnsker i
forhold til degnrytme og tage de sveere samtaler, nar muligheden byder sig. Endvidere yder bgrnehospice
tilbud til efterladte foreeldre og sgskende (28).

Lukashuset er indrettet i en hjemlig atmosfaere med de ngdvendige hjaeelpemidler og det ngdvendige
udstyr. | Lukashuset far familien to veerelser, hvor de kan bo sammen som en familie. Desuden er der falles
kekken og opholdstue, hvor familier kan mgde andre i lignende situationer eller de kan vzelge at spise pa
deres vaerelser, hvis de har brug for at traekke sig tilbage. En erfaringsopsamling udfgrt af COWI viser, at der
i Lukashuset pr indlagt barn har veeret 2,25 medindlagte. Dvs. de hidtidige erfaringer viser, at familierne
udnytter muligheden for at vaere indlagt hele familien sammen.

e 6.3 samarbejde og kommunikation: evt. en feelles kort folder om alle basale og specialiserede
tilbud.

Lukashuset star selvfglgelig til radighed med yderligere information og input
Venlig hilsen
Thomas Feveile

Hospicechef, Sankt Lukas Stiftelsen
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Kzere Janni Stauersbgll Kramer
Tak for hgring om ”Anbefalinger vedrgrende palliative indsatser til bgrn, unge og deres familier".

Undervisningsministeriet har ikke bemaerkninger til de foreliggende anbefalinger, men vi foreslar, at det overvejes,
at der udarbejdes et kortere afsnit rettet mod lzerere og paedagoger, der varetager sygeundervisning eller er i
kontakt med barnet og familien i forbindelse med den palliative indsats.

Ministeriet kan pege pa fglgende litteratur vedrgrende skolen og samarbejdet mellem skolen og andre instanser
m.m. samt vedhaftede.

http://bogenshjemmeside.dafolo.dk/Kapitel-26.5774.aspx
https://socialstyrelsen.dk/tvaergaende-omrader/born-med-funktionsnedsaettelser/inspirationsmateriale-en-hel-
familie/tidlige-og-forebyggende-indsatster/barnets-stemme-1
https://www.eva.dk/dagtilbud-boern/boernemosaikker-app

http://www.lederweb.dk/ImageVault/Images/id 44789/scope 0/ImageVaultHandler.aspx.
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EXECUTIVE SUMMARY

Chapter One: Introduction

1.

This review was commissioned by the Ministry of Education to assist in building
its knowledge about what would be the ideal model of practice if students with
complex needs were to be moved from residential services to non-residential
services or into a hybrid option. It is a ‘desk review’ and is not intended to be a
full review of provisions for students with complex needs in New Zealand.

International definitions of complex needs and allied concepts are presented. A
useful working definition involves consideration of two intersecting factors:
breadth (multiple needs that are interrelated) and depth (profound, severe or
intense needs).

A wraparound approach to providing services for children and young persons
with complex needs and their families is predicated on several principles,
including:

o Families and whanau comprise systems which are, in turn, embedded in a
series of other systems — schools, communities, social, health, justice,
recreational, political, environmental ...

o Such systems should be ‘joined up’, which involves both horizontal and
vertical integration. Horizontal integration requires linking systems at the
same level to ensure consistency and compatibility of approach. Vertical
integration requires linking more immediate, or proximal, systems with the
more distal systems in which they are embedded.

o The whole is greater than the sum of its parts, i.e. the principle of non-
summativity. This principle requires that systems within different levels work
together cohesively and with common purpose.

e [ndividuals are both individuals in their own right and social beings. Schools
play a critical role in ensuring a balance between these liberal and
communitarian views as they endeavour to reconcile individualism and
diversity with an individual’s obligations to the common good.

e FEducators and other human services professionals are increasingly being
expected be to use programmes and strategies that are evidence-based and
theoretically coherent. Further, their implementation and evaluation of
programmes and strategies are expected to be evaluated through data-driven
processes.

e The rationale for designing services for children with complex needs may be
portrayed in the form of a Venn diagram. This diagram indicates that there
are universal needs i.e., those shared by all children; semi-universal, i.e.,
those shared by all children with special needs; and specific, i.e., those that
are specific to all children falling into a particular category, e.g., complex
needs. And, of course, each child is unique, with his or her own individual
needs.

In addition to the above principles, several assumptions are posited with

specific reference to children and young persons with complex needs. These

include:

o They are diverse, with varying abilities, interests, aspirations, and needs,
which change over time as they mature and gain more experience.

o There is no single pre-determined programme for them. One size does not fit
all.
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o The focus of planning programmes for them is on what they are capable of
performing, whilst at the same time paying due regard to the challenges their
behaviours create. In other words, the underlying philosophy driving the
provisions of such individuals is a strengths-based model, rather than a
deficit model.

o The child or young person with complex needs is central to planning and
delivering services.

o The ultimate aim of any programme directed at them is to enhance their
quality of life as citizens and as members of their culture, to maximise their
potential for education and work, and to help them achieve a satisfying
balance between independence and interdependence.

The New Zealand policy context is explained, with particular reference to the
UN Convention on the Rights of Persons with Disabilities, the policy on special
education— Success for All - and a recent Green Paper for Vulnerable Children.

While New Zealand can, and should, learn from other countries’ experiences, it
is important that it gives due consideration to its own social, economic, political,
cultural, and historical singularities when considering overseas policies and
programmes for children with complex needs. This includes consultation with
Maori and Pasifika communities.

Chapter Two: Joined-up Approaches

1.

Increasingly, in the past two decades or so, both overseas and in New Zealand,
there has been a distinct trend towards ‘joined—up thinking’ in providing
human services.

This trend calls for radical, transforming systems change manifested in the
move from fragmentation to coordinated or integrated intervention and from
narrowly-focused and specialist-oriented, ‘silo’ services to comprehensive,
general approaches.

The following examples of joined-up approaches have a high degree of overlap.

Wraparound is a system-level intervention that quite literally aims to ‘wrap’
existing services around children and young people and their families to
address their problems in an ecologically comprehensive and coordinated way.
The strength of evidence that wraparound can positively affect child and
adolescent outcomes is rather mixed, but trending in favour of wraparound,
compared with more traditional approaches.

Systems of care closely resembles wraparound. It is a service delivery
approach that builds partnerships to create a broad integrated process for
meeting families’ multiple needs. It is based on the principles of interagency
collaboration, individualised services, and full participation of families at all
levels of the system.

Full-service schools, or community schools, are ‘one-stop’ institutions that
integrate education, medical, social and/or human services to meet the needs of
children and youth and their families on school grounds or in locations that are
easily accessible. They necessitate information sharing between agencies, the
appointment of a lead professional, developing common assessment frameworks,
and creating a common core of training for the professionals involved. They
vary in character according to the nature of the communities they serve and the
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availability and commitment of various agencies. They require consideration of
such issues as (a) management of the programme, (b) establishing mechanisms
for collaboration, (c) building from localities outwards; (d) avoiding the
potential for schools to ‘colonise’ the system, (e) avoiding undue reliance on the
medical model, (f) determining the financing model, and (g) evaluating
outcomes.

7. Health-promoting schools engage health and education officials, teachers,
students, parents and community leaders in efforts to promote health through
strengthening schools’ capacities as healthy settings for living, learning and
working. As with other variants of joined-up approaches, health-promoting
schools are concerned with establishing partnership and collaboration, not only
between different sectors at the national and regional levels, but also with
everyone involved in the everyday life of the schools.

8. Joined-up assessment involves adopting an integrated approach to assessing
the needs of children, including valuing parents’ and children’s expertise
regarding their own needs and experience as they are supported to play an
active partnership role in the assessment process.

9. A bio-psycho-social approach to children and young people with complex
needs integrates individual biological and intra-psychic dimensions with the
interpersonal and social. It gives equal respect to the contributions of the
different disciplines, allowing, indeed requiring, ‘trans-professionalism’.

10. In implementing joined-up approaches to human services, several issues have to
be addressed. These include: (a) resistance to change among the key players,
(b) the paucity of relevant research, (c) the risk of a depersonalised approach to
young people, (d) possible infringement of client privacy, and (e) possible
information overload among participating professionals.

Chapter Three: Wraparound: A Comprehensive Ecological Model
1. This chapter takes into account the assumptions regarding joined-up systems as
outlined in Chapter Two.

2. In developing joined-up services for children and young persons with complex
needs (indeed all children and young persons), it is essential to see them as
being embedded in various systems: their families/whanau, classrooms, schools
and communities.

3. A general systems theory has the following features:

e a social system can be studied as a network of unique, interlocking
relationships with discernible structural and communication patterns,

o all systems are subsystems of other, larger systems;

e boundaries of varying degrees of permeability give a social system its
identity and focus as a system, distinguishing it from other social systems
with which it may interact;

o there is an interdependency and mutual interaction between and among
social systems,

® a change in any one member of the social system affects the nature of the
social system as a whole;

e social systems vary in the extent to which they are purposive, goal-directed
and in constant states of interchange with their environments;

e change within or from without a social system that moves the system to an
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imbalance in structure will result in an attempt by the system to re-
establish that balance;

o systems may be open or closed, depending on the degree to which they
engage in exchanges with their environment (both receiving inputs and
delivering outputs),;

o systems reach a ‘steady state’, or equilibrium, with respect to their
exchanges with the environment;,

4. Bronfenbrenner identified four levels of nested settings: the microsystem (the
family or classroom), the mesosystem (two microsystems in interaction), the
exosystem (external environments that indirectly influence development, e.g.,
parental workplace), and the macrosystem (the larger socio-cultural context,
such as the individual’s ethnicity, culture and belief systems).

5. The present review adapts Bronfenbrenner’s model and reviews the literature
under the following headings: the child in the family, the child in the inclusive
classroom, and the child in the full-service school.

Chapter Four: The Child in the Family/Whanau
1. Parents play important, if not critical, roles in educating and supporting
students with special educational needs.

2. Many parents of children with special educational needs require support and
training to deal with their children, especially those with complex needs.

3. Parent Management Training (PMT) involves parents being trained to define
and monitor their child's behaviour, avoid coercive interchanges and positively
reinforce acceptable behaviour by implementing developmentally appropriate
consequences for their child’s defiance. Research shows that it is one of the
most strongly-supported preventative interventions for children with social and
emotional behaviour disorders, particularly conduct problems.

4. The Incredible Years programme is a variant of PMT and is aimed at children
aged two to seven and their parents. It utilises videotape modelling sessions
with group discussions. It has been extensively researched, and has been found
to be more useful in the long-term than other similar programmes.

5. Parent-child Interaction Therapy is also closely related to PMT, but without
the close adherence to behavioural principles. Its main aim is to help parents
develop warm and responsive relationships with their children and develop
acceptable behaviours. It includes non-directive play, along with more directive
guidance on interactions. Research shows it to be generally effective in
decreasing a range of children’s disruptive and oppositional behaviours,
increasing child compliance with parental requests, improving parenting skills,
reducing parents’ stress levels and improving parent-child relationships.

6. Triple-P Positive Parenting Programme is a multi-level parenting and family
support strategy aimed at reducing children’s behavioural and emotional
problems by enhancing the skills of their parents. It includes five levels of
intervention of increasing strength. Research has demonstrated its efficacy.

7. Two New Zealand programmes, Strengthening Families and Whanau Ora, are
further examples of wraparound human services that have a focus on families.

8. The success of parenting programmes such as those outlined above is
contingent on a number of factors, which include:
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the severity or chronicity of the disorder, and the presence of co-morbidities;
including parents who choose not to complete the programme;

parental negativity towards the child;

maternal psychopathology, in particular depression and life events,

e the accessibility and affordability of training for staff; and

e socio-economic status (low SES is associated with more limited outcomes).

9. The effectiveness of parent training interventions is dependent in part upon the
cultural competence of the parent educator who must be able to establish a
positive interpersonal relationship with parents from a variety of different
cultural backgrounds.

Chapter Five: The Child in the Inclusive Classroom
1. The inclusive classroom is an essential component of the comprehensive
ecological approach to working with students with complex needs.

2. There are universal needs i.e., those shared by all children,; semi-universal needs,
i.e., those shared by all children with special needs, specific needs, i.e., those that
are specific to all children falling into a particular category (e.g., those with
complex needs); and needs that are unique to each individual child.

3. All students, including those with special needs, benefit from a common set of
strategies, even if they have to be adapted to take account of varying cognitive,
emotional and social capabilities. What is required is the systematic, explicit and
intensive application of a wide range of effective teaching strategies.

4. Response to Intervention (US) and Graduated Response (England) models
involve consideration of individual student’s response to instruction across
multiple (three or four) tiers of intervention:

Tier I: core classroom instruction.

Tier II: supplemental (or secondary) instruction.

Tier I1I: instruction for intensive intervention (tertiary).
Tier IV: highly specialised intervention.

5. Educators are increasingly expected to be responsible not only for helping
students to achieve the best possible outcomes, but also for using the most
scientifically valid methods to achieve them.

6. Evidence-based teaching strategies may be defined as ‘clearly specified teaching
strategies that have been shown in controlled research to be effective in bringing
about desired outcomes in a delineated population of learners’.

7. As with all students, those with complex needs should be provided with an
education that enables them to acquire academic skills such as literacy and
numeracy, as well as maximising their emotional well-being and positive social
functioning.

8. Strategies and programmes that have a strong evidential base include:
Adapted curricula

Assessment

Cooperative group teaching

Peer tutoring and peer support

Classroom climate

Social skills training
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Cognitive strategy instruction
Self-regulated learning
Behavioural approaches
Functional behavioural assessment
o Cognitive behavioural therapy

e Review and practice

e Formative assessment

o Feedback

Social and emotional learning programmes
Early intervention

The Hei Awhina Matua project
Multi-component programmes

Chapter Six: The Child in the Whole School

1.

This chapter examines how the whole school and its wider community can be
harnessed to provide a comprehensive range of services for all children,
particularly those at risk, including those with complex needs.

. The culture of the school as an organisation plays a critical role in determining the

philosophy of care and education for students with special educational needs.

. School-wide Positive Behaviour Support is a systems-oriented, proactive approach

to building an entire school community’s capacity to deal with the wide array of
behavioural challenges. It is widely implemented and well founded in research.

. Success for All is a widely-used, research-supported programme aimed at

preventing school failure or intervening when deficits occur. It focuses on reading,
and includes regular assessments, a solutions team to support parents, and a
facilitator to work with teachers.

5. Check and Connect is a drop-out prevention programme that relies on close

monitoring of students’ school performance, as well as mentoring and case
management

Wraparound refers to a system-level intervention that quite literally aims to ‘wrap’
existing services around children and young people and their families to address
their problems in an ecologically comprehensive and coordinated way. (See
Chapter Two.)

. Full-service or community schools are ‘one-stop’ schools that integrate education,

medical, social and/or human services to meet the needs of children and youth and
their families on school grounds or in locations that are easily accessible. They
necessitate information sharing between agencies, the appointment of a lead
professional, developing common assessment frameworks, and creating a common
core of training for the professionals involved. They vary in character according to
the nature of the communities they serve and the availability and commitment of
various agencies. (See Chapter Two.)

. Health —promoting schools engage health and education officials, teachers,

students, parents and community leaders in efforts to promote health through
strengthening schools’ capacities as healthy settings for living, learning and
working. (See Chapter Two.)

9. Student Support Committees should be set up in all schools to monitor the progress

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



xiii

of all students with special educational needs, including those with complex needs.

Chapter Seven: The Child in Special/Out-of-Home Placements

1. A range of placements is typically available for students with complex needs if
they cannot be managed in the regular classroom. Such students are more likely
to be placed in restrictive, or exclusionary settings than students in any other
category.

2. This field is under-researched.

Special units or special classes yield mixed results, with some evidence from
Sweden showing day special schools improved students’ mental health, but other
research indicating special class placements can lead to marginalisation and not
to the learning of coping strategies. In England and Wales, pupil referral units
vary in quality but the best of them have such features in common as strong,
authoritative leaders; responsiveness to behaviour problems that develop in
schools; capacity to help students with emotional and behavioural difficulties
while at the same time helping them academically; a shared purpose and
direction; and a well-designed curriculum.

4. Residential schools have been little researched. Limited evidence points to very
small effects on behaviour after the students leave residential facilities. On the
positive side, some studies point to residential schools having restorative value,
offering respite from negative influences, and providing opportunities for
resignification. Follow-up studies are quite discouraging.

5. Nurture group comprises a small group of 6 to 10 children/young people, usually
based in a mainstream educational setting and staffed by two supportive adults.
They offer a short term, focussed, intervention strategy, which addresses barriers
to learning arising from social/emotional and or behavioural difficulties. There is
evidence that nurture groups yield improvements in students’ self~-management
behaviours, social skills, self-awareness and confidence, skills for learning and
approaches to learning.

6. Multidimensional Treatment Foster Care involves children with severe
behavioural difficulties being placed with specially trained foster parents who
are provided with ongoing support by a team of trained therapists. Placements
typically last for 9-12 months. The programme involves a structured behaviour
management system for the child, supplemented with family therapy and support
for the child’s birth family. It has been shown to be an effective and viable
method of preventing the placement of children and adolescents in institutional
or residential settings.

7. Teaching Family Homes provide out of home treatments for children with severe
conduct problems. In these homes, up to six children are placed with specially
trained foster parents who act as therapists who teach the children a range of
behavioural skills.

Chapter Eight: Conclusions and Recommendations

Recommendation 1.1

That the MoE consider the implications of the review’s findings for existing policies
and practices relating to its Severe Behaviour Initiative.

Recommendation 1.2
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That separate reviews of the literature relating to early childhood and adolescence
be undertaken.

Recommendation 1.3
That the findings of this review be related to existing and future reviews of
medication relating to students with complex needs.

Recommendation 1.4
That the findings of this review be integrated with those arising from the
Government’s Green Paper for Vulnerable Children.

Recommendation 2.1

That all policy and programming decisions regarding children with complex needs
in general and individual children in particular be governed by criteria that such
decisions will contribute towards enhancing their quality of life as citizens and as
members of their culture, maximising their potential for education and work,
enhancing their emotional well-being, and achieving mutually satisfying relationships
with others.

Recommendation 2.2

That, as with all students, those with complex needs should be provided with an
education that enables them to acquire academic skills such as literacy and
numeracy, as well as maximising their emotional well-being and positive social
functioning.

Recommendation 3

That the MoE clarifies its position with regard to its interpretation of the principle
of inclusive education for children with complex needs, giving consideration to the
future roles of special schools, special classes and special units for such children.

Recommendation 4.1

That international trends in the education of children with complex needs be carefully
studied and interpreted through the prism of New Zealand'’s culture, values, politics
and resources to determine their relevance for the country.

Recommendation 4.2
That policies and programmes for children with complex needs be developed in
consultation with different cultural groups, especially Maori and Pasifika.

Recommendation 5

That policy development and programme planning incorporate a large measure of
local autonomy, with the recognition that the patterns that emerge could vary from
region to region, locality to locality.

Recommendation 6.1

That, in developing policies and selecting programmes and strategies for
implementation, policy-makers and programme staff be guided by evidence that is
research-based and theoretically coherent.

Recommendation 6.2
That the efficacy of policies and programmes for students with complex needs be
regularly evaluated through carefully conducted research.

Recommendation 6.3
That decisions made by teachers and other professionals working with students
with conduct disorders be guided by data on student outcomes.
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Recommendation 7

That the MoE accept the principles of the joined-up/wraparound approach outlined in
this review and collaborate with other relevant government ministries and agencies to
implement them. (See also Recommendations 8 and XXX).

Recommendation 8

That professionals involved in the education and care of children with complex
needs and their families/whanau adopt the spiral ecological model in developing
intervention programmes.

Recommendation 9

That professionals working with children with complex needs and their
families/whanau accept the validity of the bio-psycho-social approach to
diagnosing and intervening with such children. This means adopting a trans-
professional philosophy.

Recommendation 10

That priority be given to the early identification and intervention with children
with complex needs and their families/whanau. This will require (a) the
development of appropriate screening tools and standardised assessment tools, and
(b) the sharing and coordination of information among professionals from
different agencies.

Recommendation 11

That professionals working with children with complex needs recognize that such
children have needs shared by all, many, or some other children, as well as having
unique individual needs.

Recommendation 12

That the four-level Gradation of Need and Intervention model be employed by
professionals in determining the type and extent of intervention required by
students with complex needs.

Recommendation 13

That the MoE, in collaboration with other relevant ministries and agencies,
examine what parent-focused programmes are currently in existence in New
Zealand and review their merits against the evidence presented in this report.

Recommendation 14
That teachers be trained to deploy a range of evidence-based teaching strategies
and that personnel such as RTLBs and psychologists be trained to assist teachers to
deploy such strategies.

Recommendation 15.1

That the MoE examine what whole-school programmes are currently in existence
in New Zealand and review their merits against the evidence presented in this
report.

Recommendation 15.2
That regions be encouraged to explore the establishment of full-service schools.

Recommendation 15.3
That the MoE encourage the further development of Health Promoting Schools.

Recommendation 15.4
Student Support Committees should be set up in all schools to monitor the progress of
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all students with special educational needs, including those with complex needs.

Recommendation 16.1

That placements in residential schools be phased out in favour of community
facilities such as the equivalents of Pupil Referral Units and/or nurture groups, in
combination with Multidimensional Treatment Foster Care and/or Teaching
Family Homes.

Recommendation 16.2

That the merits of setting up the equivalent of the UK’s Pupil Referral Units and
nurture groups to suit local conditions be explored, with pilot units being
established and evaluated in the first instance.

Recommendation 16.3

That the merits of setting up the equivalent Multidimensional Treatment Foster
Care and/or Teaching Family Homes to suit local conditions be explored, with pilot
units being established and evaluated in the first instance.

Recommendation 17.1

That all students in initial teacher education receive courses on teaching students
with social and emotional behaviour disorders, including those with complex needs.
Such courses should target Levels 1 and 2, as outlined in Section 8.12 above.

Recommendation 17.2

That all teachers in the current workforce be progressively updated in their
knowledge and skills in employing appropriate teaching strategies targeting Levels
1, 2 and 3, as outlined in Section 8.12 above.

Recommendation 17.3

That all RTLBs receive training in (a) the overall policy on students with complex
needs, and (b) assisting schools to implement Levels 2, 3 and 4, as outlined in
Section 8.12 above.

Recommendation 17.4
That principals and boards of trustees be oriented to the policy on students with
complex needs and their responsibilities under that policy.

Recommendation 18

That once the policy on children with complex needs is formulated by the MoE in
collaboration with relevant stakeholders, including other ministries, a clear Action
Plan be formulated and implemented
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CHAPTER ONE
INTRODUCTION

1.1 Background and Terms of Reference
The Ministry of Education provided the following background information for the
present review:

There are four residential schools in New Zealand for students with complex
needs — West Bridge School, McKenzie School, Halswell School and Salisbury
School. Halswell School is currently trialling an outreach wraparound service
for students with complex needs as an alternative to residential services. The
MOE is implementing a wraparound programme throughout NZ with the
funding that came from the closure of Waimokoia Residential School for
students with severe challenging behaviour/conduct problems.

The Ministry of Education (the Ministry) wishes to build its knowledge of
effective models of practice for students with complex needs. It is particularly
interested in building its knowledge about what would be the ideal model of
practice and framework if students with complex needs were to be moved from
residential services to non-residential services or into a hybrid option (where
residential and non-residential are combined in some way).

The students currently accessing residential services are typically aged 8-
12 years....

For the residential behaviour schools (Mckenzie and Westbridge
residential behaviour schools and the “intensive behaviour service”) the
students are those with severe behaviour needs (conduct difficulties) whose
behaviour and learning needs intervention and support at school, in the
community and in their family/whanau. These students will have had a record
of ongoing difficulty in spite of being provided a behaviour service by the
Ministry’s behaviour team and their enrolment, educational progress, wellbeing
in their whanau/family and community will be considerably at risk because of
their behaviour.

For Halswell Residential and Salisbury Girls Residential the students will
be presenting with significant behavioural and social difficulties but typically
these difficulties will be associated with cognitive delays and/or other
impairments. These students, like those enrolled in the behaviour schools, will
have had a record of ongoing difficulty in spite of being provided a range of
special education services and their enrolment, educational progress, wellbeing
in their whanau/family and community will be considerably at risk because of
their behaviour/social difficulties.

It has been asserted by the board and others associated with Salisbury
residential school that no service could be developed that effectively responded
to the needs of girls and that the needs of girls are different and therefore would
require a different service model. It would be useful for your report to
comment on this issue.

The Ministry expects that your report will provide a description of the
approaches that have demonstrated efficacy in other jurisdictions the
applicability of those approaches to the client groups currently enrolled in the
residential schools and applicability to the New Zealand context especially



given the disproportionate numbers of Maori students accessing these services.
Sub-topics of interest within this are:
outcomes for different models of practice
what good looks like for different models of practice
key success factors for different models of practice
who benefits most and least for different models of practice (with
consideration of type of impairment, gender and other factors)

e potential risks and ways of mitigating risks for different models of

practice.
. Findings from this research will inform consultations with residential

schools during 2012.

1.2 Scope of Review

It must be emphasised from the outset that this is a ‘desk review’ of the
literature and is not intended to be a full review of provisions for students with
complex needs in New Zealand. The recommendations that arise from the review
will be drawn from the international literature and have not involved

consultations with stakeholders.

The review
e covers international literature
e focuses on primary and intermediate-age children
e concentrates on children with complex needs, but will also refer to other
categories of children with special needs
e emphasises evidence-based strategies and programmes

It excludes consideration of the effects of medication. See The Werry Centre
(2010) report for coverage of this topic.

Reflecting the fact that students with complex needs represent a very small
minority of the student population, the research literature relating directly to
provisions for them is quite sparse. Therefore, the review net was widened to include
overlapping categories, especially those referred to in the following reviews:

e Church’s 2003 review of severe behaviour disorders;

e Cooper & Jacobs’s 2011 review of children with emotional
disturbance/behavioural difficulties;

e Meyer & Evans’s 2006 review of challenging behaviour in children and youth
with developmental disabilities; and

e Blissett et al.’s 2009 report on conduct problems.
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e The New Zealand Government’s 2012 Green Paper on vulnerable children

The review is divided into eight chapters.

In this chapter, definitions of ‘complex needs’ will be presented. This section
will be followed by a set of guiding principles, summarised by the term ‘joined-up
thinking’. This will be followed by an outline of underlying principles for designing
services for students with complex needs, a set of assumptions about such students.
Finally, the New Zealand policy context of relevance to this review will be explained,
with particular reference to the UN Convention on the Rights of Persons with
Disabilities, the policy on special education — Success for All - and a recent Green
Paper for Vulnerable Children.

Chapter Two examines a range of ‘joined-up’ approaches to human services:
wraparound, systems of care, full-service schools, health promoting schools, joined-
up assessment, a bio-psycho-social approach. It concludes with critiques of joined-up
approaches to human services.

Chapter Three presents a comprehensive ecological wraparound model, drawing
on the work of Bronfenbrenner. It posits that in developing joined-up services for
children and young persons with complex needs (indeed all children and young
persons), it is essential to see them as being embedded in various systems: their
families/whanau, classrooms, schools and communities. This chapter will give an
overview of evidence-based approaches that should be utilised at all these system
levels.

Chapter Four outlines a range of strategies that have been found to be successful
with working with families/whanau. These include such approaches as parent
management training, parent-child interaction therapy, Triple-P Positive Parenting,
the Incredible Years Parent Programme. The importance of culturally responsive
programmes is emphasised.

Chapter Five presents a range of classroom-focused strategies, including
classroom climate, peer tutoring and support, functional behavioural assessment,
social skills instruction, early intervention, assessment, various social and emotional
learning programmes, and response to intervention.

Chapter Six examines such school-wide strategies as school culture, School-

wide Positive Behaviour Support, and Check and Connect, and reiterates the
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implications of the joined-up approaches outlined in Chapter Two.

Chapter Seven will examine issues to do with special and out-of-home
placements. It will outline provisions in special units and special classes, residential
schools, nurture groups and multidimensional treatment foster care.

Conclusions and recommendations are presented in Chapter Eight.

1.3 Definitions of Complex Needs

As can be seen in Section 1.1 above, the Ministry of Education refers to
‘students with complex needs’, elaborating this descriptor by referring to students
with ‘severe behaviour needs (conduct difficulties)’. In the case of students enrolled
in Halswell Residential and Salisbury Girls Residential schools, the reference is to
students with ‘significant behavioural and social difficulties’, which are typically
‘associated with cognitive delays and/or other impairments’.

The international literature contains a range of related definitions of ‘complex
needs’. For example, in the UK Boddy et al. (2006) prefer a very practical definition
for ‘children with significant and complex needs,’ referring to them as those where
there is ‘involvement of at least two (or three) services’. A similar perspective is
reported by Greco & Sloper (2004).

A recent Scottish review found a plethora of terms linked with the concept of
‘complex and multiple needs’ (Rosengard et al., 2007). These included ‘multiple
disadvantage’, ‘multiple disabilities’, ‘multiple impairment’ and ‘high support needs’.
These writers cite Rankin and Regan’s (2004) criteria as being useful. The latter view
the essence of complex and multiple needs as implying both:

* breadth - multiple needs (more than one) that are interrelated or interconnected,
and
* depth of need - profound, severe, serious or intense needs. (p.1)

Further, Rankin and Regan suggest that the term complex and multiple needs offers

a framework for understanding multiple, interlocking needs that span health and
social issues. People with complex needs may have to negotiate a number of
different issues in their life, for example learning disability, mental health
problems, substance abuse. They may also be living in deprived circumstances
and lack access to suitable housing or meaningful daily activity. As this
framework suggests, there is no generic complex needs case. Each individual
with complex needs has a unique interaction between their health and social
care needs and requires a personalised response from services. (p 1)

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



In another Scottish report (Scottish Executive, 2000), ‘complex needs’ are
defined as ‘needs arising from both learning disability and from other difficulties such
as physical and sensory impairment, mental health problems or behavioural
difficulties.” (p.3). In the same vein, the report refers to them as ‘the needs a person
has over and above their learning disability. For example, extra physical or mental
health problems, challenging behaviour or offending behaviour’ (p.128).

In considering what interpretation is to be placed on the concept of ‘complex
needs’, it is worth noting that one of the key features of most definitions is a reference
to ‘conduct problems’. The New Zealand Advisory Group on Conduct Problems has
suggested the following definition of this category:

Childhood conduct problems include a spectrum of antisocial, aggressive,
dishonest, delinquent, defiant and disruptive behaviours. These behaviours may
vary from none to severe, and may have the following consequences for the
child/young person and those around him/her: stress, distress and concern to
adult care givers and authority figures; threats to the physical safety of the
young people involved and their peers; disruption of home, school or other
environments; and involvement of the criminal justice system (Blissett et al.,
2009).

1.4 Underlying Principles for Designing Services for Children and Young
Persons with Complex Needs

As will be seen in the course of this review, a wraparound approach to providing

services for children and young persons with complex needs and their families is

predicated on several principles. These are best expressed by the concept of ‘joined-

up thinking” — hence the title of this report, Fitting Together.

Principle #1
Children and young people with complex needs and their families and whanau share

many features in common with other children and young people and their families.

Principle #2
All children and young people and their families and whanau have unique cultures,

economic circumstances, characteristics, abilities, interests and needs.

Principle #3
Families and whanau comprise systems which are, in turn, embedded in a series of
other systems — schools, communities, social, health, justice, recreational, political,

environmental. ..
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Principle #4

Such systems should be ‘joined up’, which involves both horizontal and vertical
integration. Horizontal integration requires linking systems at the same level to ensure
consistency and compatibility of approach. Vertical integration requires linking more
immediate, or proximal, systems with the more distal systems in which they are

embedded.

Principle #5
The whole is greater than the sum of its parts, i.e. the principle of non-summativity.
This principle requires that systems within different levels work together cohesively

and with common purpose.

Principle #6

Individuals are both individuals in their own right and social beings. Schools play a
critical role in ensuring a balance between these liberal and communitarian views as
they endeavour to reconcile individualism and diversity with an individual’s

obligations to the common good.

Principle #7

Educators and other human services professionals are increasingly being expected be
to use programmes and strategies that are evidence-based and theoretically coherent.
Further, their implementation and evaluation of programmes and strategies are

expected to be evaluated through data-driven processes.

Principle #8

The rationale for designing services for children with complex needs may be
portrayed in the form of a Venn diagram (Figure 1). This diagram indicates that there
are universal needs i.e., those shared by all children (A); semi-universal, i.e., those
shared by all children with special needs (B); and specific, i.e., those that are specific
to all children falling into a particular category, e.g., complex needs (C). And, of
course, each child is unique, with his or her own individual needs, some of which are
shared with all children, some with other children with special needs, some of which
are shared with other children with complex needs, but, critically, some of which are

unique to him or her.
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Figure 1. Design of services from universal, through semi-universal to specific

1.5 Assumptions Regarding Students with Complex Needs

In addition to the above principles, several assumptions are posited with specific

reference to children and young persons with complex needs — who constitute the

focus of this review:

They are diverse, with varying abilities, interests, aspirations, and needs,
which change over time as they mature and gain more experience.

They have valued roles in the community and in educational and working
environments, with the potential to contribute a wide array of expertise, skills
and talents to society.

Quality programmes for them must be based on the expectation that they can
achieve successful school and post-school outcomes.

Societies have a responsibility to identify and remove barriers confronting
them.

Negative attitudes are one of the major barriers to them at school and in the
community.

There is no single pre-determined programme for them. One size does not fit
all.

Quality programmes for them result from the support and commitment of
qualified and knowledgeable personnel who collaborate with each other, with
the individuals’ families, and with the individuals themselves.

The focus of planning programmes for them is on what they are capable of
performing, whilst at the same time paying due regard to the challenges their

behaviours create. In other words, the underlying philosophy driving the
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provisions of such individuals is a strengths-based model, rather than a deficit
model.

e The child or young person with complex needs is central to planning and
delivering services.

e The ultimate aims of any programme directed at children with complex needs
is to enhance their quality of life as citizens and as members of their culture, to
maximise their potential for education and work, to enhance their emotional

well-being and to achieve mutually satisfying relationships with others.

e As with all students, those with complex needs should be provided with an
education that enables them to acquire academic skills such as literacy and
numeracy, as well as maximising their emotional well-being and positive

social functioning.

1.6 The New Zealand Policy Context
Four documents play a significant role in determining effective models of practice for

students with complex needs.

1.6.1  The United Nations Convention on the Rights of Persons with Disabilities
In 2008, New Zealand ratified this Convention. Of particular significance for the
theme of this report is Article 24, which includes the following:

1. States Parties recognize the right of persons with disabilities to education.
With a view to realizing this right without discrimination and on the basis of
equal opportunity, States Parties shall ensure an inclusive education system at
all levels, and life-long learning, directed to:

(a) The full development of the human potential and sense of dignity and self
worth, and the strengthening of respect for human rights, fundamental
freedoms and human diversity;

(b) The development by persons with disabilities of their personality, talents
and creativity, as well as their mental and physical abilities, to their fullest
potential;

(c) Enabling persons with disabilities to participate effectively in a free society.

2. In realizing this right, States Parties shall ensure that:

(a) Persons with disabilities are not excluded from the general education
system on the basis of disability, and that children with disabilities are not
excluded from free and compulsory primary education, or from secondary
education, on the basis of disability;

(b) Persons with disabilities can access an inclusive, quality, free primary
education and secondary education on an equal basis with others in the
communities in which they live;

(c) Reasonable accommodation of the individual’s requirements is provided;

(d) Persons with disabilities receive the support required, within the general
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education system, to facilitate their effective education;

(e) Effective individualized support measures are provided in environments
that maximize academic and social development, consistent with the goal
of full inclusion.

1.6.2  Success for All

In keeping with its obligations under the UN Convention, The New Zealand
Government has committed to Success for All- Every School, Every Child, a four-year
plan to achieve a fully inclusive education system (Ministry of Education, 2010). Of
particular relevance to the issues developed in the present review, this policy will

involve such steps as the following:

There will be better coordination between government agencies, and the
Ministry of Education, the Office for Disability Issues and the disability
community will work together on improving awareness of the challenges facing
people with disabilities (sic). (p.2)

The Ministries of Education, Health and Social Development are working
together to make access to services easier for families. They will consider how
to streamline the eligibility, referral processes and services for children and
young people, focusing on those with the highest special education needs first.

(p-2)

1.6.3  The Government’s Green Paper for Vulnerable Children
In a similar vein to Success for All, the recent Green Paper for Vulnerable Children
(New Zealand Government, 2012) has this to say:

Failures in communication and co-ordination between agencies are frequently
cited in inquiry reports, research and policy documents as one of the main
reasons for poor outcomes for vulnerable children. (p.26)

It goes on to note that

a variety of agencies and organisations deliver services for children and their
families and whanau, including government agencies, non-government
organisations, iwi and community groups. However, not all families and
whanau find these services readily accessible, acceptable or appropriate to their
needs. Concerns often cited by families and whanau, and professionals about
the way in which services are delivered include:
* Having difficulty in obtaining information about the roles of different
services
*  Conflicting advice from different services
*  Having to repeat their story to many different service providers
«  Having needs that fall into gaps between the roles of different services
«  Not having services that are delivered at times or locations that are
convenient for families and whanau to access. (p.30)

The Green Paper notes that initiatives which have shown to improve outcomes

for children involve comprehensive plans to better support the workforce who work
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with children, including:

Common principles and standards such as cultural competencies and quality
standards to guide those who work with children

Joint workforce development and training

Common assessment frameworks for assessing children’s needs

Protocols for information sharing, referrals and follow up

Accreditation, audit and evaluation processes to monitor performance. (p.27)

Finally, the Government feels that it could improve the effectiveness of its

service delivery by:

Increasing delivery of services in locations where children are, such as early
childhood education centres and schools

Building on current opportunities such as Whanau Ora and Integrated Family
Health Centres, and Work and Income’s Integrated Service Response, to
bring services together with a focus on children, and their family and whanau
Working in partnership with iwi, hapu and whanau to deliver services, for
example on marae or community centres. (p.31)

In the course of this review, I will return to this Green Paper for further ideas.

1.6.4

The Canterbury earthquake

In July 2011, Cabinet agreed the following:

1.7

the development of Recovery Plans, as required in the Canterbury Earthquake

Recovery Act 2011, will have regard to the New Zealand Disability Strategy;
implementation of a trial in Canterbury of more individualised supports for
disabled people that increase their choice and control over what they do during
the day. This will explore combining existing funding for supports for living
in the community (from the Ministry of Health), and for community
participation (from the Ministry of Social Development);

development of education social services hubs based in some schools, where
community members can access a range of social services. This work is being
led by the Ministry of Education.

Respect the New Zealand Context

Since there is no one model of provisions for children with complex needs that suits

every country’s circumstances, caution must be exercised in importing particular

models from overseas. While New Zealand can, and should, learn from other

countries’ experiences, it is important that it gives due consideration to its own social-

economic-political-cultural-historical singularities. The challenge is to determine how

far New Zealand’s country’s indigenous philosophies, ideologies and practices should

be encouraged, respected, challenged, overthrown or blended with those from

'outside' (Mitchell, 2005). In New Zealand, it is essential that there be involvement

and collaboration with the Maori and Pasifika communities to ensure the

incorporation of culturally appropriate principles and practices.
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1.8 Summary

4.

This review was commissioned by the Ministry of Education to assist in building
its knowledge about what would be the ideal model of practice if students with
complex needs were to be moved from residential services to non-residential
services or into a hybrid option. It is a ‘desk review’ and is not intended to be a

full review of provisions for students with complex needs in New Zealand.

International definitions of complex needs and allied concepts are presented. A
useful working definition involves consideration of two intersecting factors:
breadth (multiple needs that are interrelated) and depth (profound, severe or

intense needs).

A wraparound approach to providing services for children and young persons
with complex needs and their families is predicated on several principles,
including:

o Families and whanau comprise systems which are, in turn, embedded in a
series of other systems — schools, communities, social, health, justice,
recreational, political, environmental ...

o Such systems should be ‘joined up’, which involves both horizontal and
vertical integration. Horizontal integration requires linking systems at the
same level to ensure consistency and compatibility of approach. Vertical
integration requires linking more immediate, or proximal, systems with the
more distal systems in which they are embedded.

o The whole is greater than the sum of its parts, i.e. the principle of non-
summativity. This principle requires that systems within different levels work
together cohesively and with common purpose.

e [ndividuals are both individuals in their own right and social beings. Schools
play a critical role in ensuring a balance between these liberal and
communitarian views as they endeavour to reconcile individualism and

diversity with an individual’s obligations to the common good.

e FEducators and other human services professionals are increasingly being
expected be to use programmes and strategies that are evidence-based and

theoretically coherent. Further, their implementation and evaluation of
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programmes and strategies are expected to be evaluated through data-driven
processes.

The rationale for designing services for children with complex needs may be
portrayed in the form of a Venn diagram. This diagram indicates that there
are universal needs i.e., those shared by all children; semi-universal, i.e.,
those shared by all children with special needs; and specific, i.e., those that
are specific to all children falling into a particular category, e.g., complex
needs. And, of course, each child is unique, with his or her own individual

needs.

In addition to the above principles, several assumptions are posited with

specific reference to children and young persons with complex needs. These

include:

They are diverse, with varying abilities, interests, aspirations, and needs,
which change over time as they mature and gain more experience.

There is no single pre-determined programme for them. One size does not fit
all.

The focus of planning programmes for them is on what they are capable of
performing, whilst at the same time paying due regard to the challenges their
behaviours create. In other words, the underlying philosophy driving the
provisions of such individuals is a strengths-based model, rather than a
deficit model.

The child or young person with complex needs is central to planning and
delivering services.

The ultimate aim of any programme directed at them is to enhance their
quality of life as citizens and as members of their culture, to maximise their
potential for education and work, and to help them achieve a satisfying

balance between independence and interdependence.

The New Zealand policy context is explained, with particular reference to the

UN Convention on the Rights of Persons with Disabilities, the policy on special

education— Success for All - and a recent Green Paper for Vulnerable Children.

While New Zealand can, and should, learn from other countries’ experiences, it

is important that it gives due consideration to its own social, economic, political,

cultural, and historical singularities when considering overseas policies and

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



14

programmes for children with complex needs. This includes consultation with

Maori and Pasifika communities.
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CHAPTER TWO
JOINED-UP APPROACHES

All departments or sections communicating efficiently with each other and
acting together purposefully and effectively: joined-up government.

Focusing on or producing an integrated and coherent result, strategy etc.:
joined up thinking.

Forming an integrated and coherent whole: joined-up policies.
(Collins English Dictionary - Complete & Unabridged 10th Edition, 2009)

2.1 Introduction

Increasingly, in the past two decades or so, there has been a distinct trend towards
‘joined—up thinking’ in providing human services. For example, in the UK, Prime
Minister David Cameron has pledged to end ‘the deep divide between health and
social care that is causing serious problems for vulnerable, often elderly, people and
their families’ (Campbell, 2011, p.1). In a speech to the NHS in June 2010, Cameron
was quoted as saying

I’ve listened to patients who are keen to make sure that, whatever happens, their
care is joined up, that they don’t have to put up with the frustrations they have
today — with different appointments in different places with different people, all
to discuss the same thing (Campbell, 2011, p.4).

As noted in the previous chapter, here in New Zealand the Government’s
policies, as articulated in Success for All: Every School, Every Child, and the Green
Paper for Vulnerable Children have strong ‘joined-up’ threads running through them.

In the international literature, depending on which agency’s perspective is taken,
the trend towards joined-up policies is reflected in such approaches to human services
as systems of care (social welfare), health promoting schools (health), full-service
schools (education), and a bio-psycho-social approach (education of children with
emotional disturbance/behaviour difficulties). Embracing all of these overlapping
approaches to service delivery, the notion of ‘wraparound’ seems to have the most
generic utility. For the purposes of this review, this approach will be extended into
what I refer to as a comprehensive ecological wraparound model, drawing on the
original work of Bronfenbrenner (1979). This will be outlined in Chapter Three and

expanded in subsequent chapters.
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As will be seen in the following descriptions, these joined-up approaches

have several features in common:

e they call for radical, transforming systems change manifested in the
move from ‘fragmentation to coordinated/integrated intervention and
from narrowly-focused, problem-specific and specialist-oriented services
to comprehensive, general approaches’ (Adelman & Taylor, 1997,
p.409);

e they provide over-arching frameworks for service planning and service
delivery, but do not prescribe particular treatments;

e they aim to break down silo approaches of education, health-care and
welfare services for children, young people and their families and
replace them with a coordinated service';

¢ they are focused on individual children and their families;

e they aim at integrating children and young people into their local
schools and communities;

e they provide a vehicle for evidence-based practices.

This remainder of this chapter is arranged under the following headings:
2.2 Wraparound
2.3 Systems of care
2.4 Full-service schools
2.5 Health promoting schools
2.6 Joined-up assessment
2.7 A bio-psycho-social approach
2.8 Critiques of joined-up approaches to human services

2.9 Summary

2.2 Wraparound
To set the scene, a recent New Zealand review of intervention with challenging
behaviour in children and youth with developmental disabilities, carried out by Meyer

& Evans (2006), recommended the following with regard to wraparound services:

' This point is stressed in the New Zealand Government’s recent Green Paper for Vulnerable Children:
‘Children’s needs don’t fit neatly into silos. Children, and their families and whanau, get tired of telling
the same story to different services’ (p.13)
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Our review supports the provision of wraparound support and training services
to all families with a child aged birth to eight years who has severe challenging
behaviour, dependent upon voluntary participation and at a level appropriate for
caregiver capacity and preferences. This is because of the overwhelming
evidence of the effectiveness of structured educational interventions
accompanied by family and peer intervention support programmes. Our review
also supports the provision of wraparound community-based services for
families with older children on an as-needed basis. This is because of the severe
needs represented by this age if earlier interventions have not by that time
resulted in the necessary reductions in serious challenging behaviour. Without
wraparound community-based services, families and typical school
environments are unlikely to be able to accommodate the levels of risk to safety
represented to self and others (p.105).

In a nutshell, wraparound is a system-level intervention that quite literally aims
to ‘wrap’ existing services around children and young people and their families to
address their problems in an ecologically comprehensive way. ‘The wraparound
philosophy posits that direct intervention in the service system to provide
individualized service planning will lead indirectly (via specific services) to positive
change within the child and family’ (Stambaugh et al., 2007, p.144). It means
developing ‘a sufficient range of services to meet the needs of those served’

(Adelman & Taylor, 1997, p. p410).

Wraparound was originally developed in the US in the 1980s as a means for
maintaining youth with serious emotional and behavioural disorders (EBD) in their
homes and communities. As described by Landrum (2011), these students have
historically been educated in more restrictive environments than their peers with other
disabilities, and this includes out-of-community placements for a disproportionate
number of them. He goes on to note that partly in response to this pattern of services
‘a trend that gained considerable traction in the 1990s was a heightened focus on
comprehensive, or “wrap-around” services designed to keep students with EBD in
their home environments’ (p.217). However, despite this notion gaining wide
acceptance, ‘a major shift in policy, funding, and systematic evaluation of such efforts
has yet to be seen’ (ibid.). Even so, wraparound has continued to expand in the US,
both in uptake and in its scope. According to Bickman et al. (2003), at the time of
their analysis 88 percent of U.S. states and territories were using some form of a
‘wraparound’ approach to provide services to children and adolescents with, or at risk
of developing, severe emotional disorders. More recently, Bruns et al. (2011)

estimated that the wraparound process is available via nearly 1000 initiatives in nearly
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every one of the states in the US, with the number of them taking implementation

statewide increasing every year.

The most authoritative definition of wraparound can be found in the writings of

Eric Bruns, Janet Walker and their colleagues at the National Wraparound Initiative in

the US.

(Bruns et al., 2004; Bruns et al., 2006a; Bruns et al., 2006b; Bruns et al.,

2007; Bruns & Suter, 2010; Bruns & Walker, 2010; Bruns & Walker, 2011; Walker &

Bruns, 2006). In an overview of the wraparound process, for example, Bruns &

Walker (2010) defined it as

an intensive, individualized care planning and management process for children
and adolescents with complex mental health and/or other needs. Wraparound is
often implemented for young people who have involvement in multiple child-
serving agencies and whose families would thus benefit from coordination of
effort across these systems. Wraparound is also often aimed at young people in
a community who, regardless of the system(s) in which they are involved, are at
risk of placement in out-of-home or out-of-community settings, or who are
transitioning back to the community from such placements (p.1).

In their various writings, Bruns and Walker, as well as Eber (2001) and Eber et

al. (1997), emphasise that, like the systems of care model outlined above, wraparound

is not a treatment per se. Rather, as noted in the above definition, it is a process. As

such, it aims to achieve positive outcomes through several mechanisms, such as:

1.
2.

10.

11.

employing a structured and individualised team planning process;

developing plans that are designed to meet the identified needs of young
people and their caregivers and siblings;

addressing a range of life areas;

emphasising team-based planning that aims to develop the problem-solving
skills, coping skills, and self-efficacy of the young people and their families;
utilising skilled facilitators to guide teams through a defined planning
process;

integrating young people into their communities and building their families’
natural social support networks,

employing culturally competent practices;

recognising the strengths of young people and their families;

employing evidence-based treatments within the process;

monitoring progress on measurable indicators of success and changing the
plan as necessary.

having access to flexible funding;
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12. focusing on, and being accountable for outcomes (Bruns et al., 2004; Bruns

& Walker, 2010; Bruns et al., 2011; Eber, 2001; Kolbe et al., 1999).

According to Bruns & Walker (2010), during the wraparound process, a team of
individuals who are relevant to the life of the child or youth (e.g., family members,
members of the family’s social support network, service providers, and agency
representatives) collaboratively develop an individualised plan of care, implement it,
monitor its efficacy and work towards its success over time. They emphasise that ‘a
hallmark of the wraparound process is that it is driven by the perspective of the family
and the child or youth. The plan should reflect their goals and their ideas about what
sorts of service and support strategies are most likely to be helpful to them in reaching
their goals’ (p.2). According to Eber et al. (1997), a major advantage of applying the
wraparound process in the school domain is the availability of well-trained personnel
and access to supportive services. In addition, ‘school is a place where children are
available for a significant part of the weekday, and is a logical place to deliver and

coordinate intervention’ (p.552).

Bruns and his colleagues have developed a Wraparound Fidelity Index that
reflects the above processes (Bruns et al., 2006b), while Miles, Brown & and the
National Wraparound Initiative Implementation Workgroup (2011) have published a
detailed Wraparound implementation guide: A handbook for administrators and
managers, and Walker & Bruns (2008) have described phases and activities of the
wraparound process.

Implementing and sustaining wraparound is both complex and difficult,
according to several of its proponents. For example, Bruns et al. (2006a) refer to such
challenges as:

e re-negotiating relationships among providers, consumers (i.e., families) and
the community

e in order to develop a single, comprehensive plan that defines how each
agency involved will work with the child and family;

e funding the plan;

e satisfying the mandates of agencies with different missions;

e different, perhaps conflicting, priorities between families and agency-based
professionals;

Clearly, for wraparound to work, there needs to be clarification of roles, a
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coordinating mechanism (often in the person of a facilitator), sound selection and
training of the professionals involved, data-based decision-making, and adequate and

flexible funding, to mention only the top priorities.

Evidence. The strength of evidence that wraparound can positively affect child
and adolescent outcomes is rather mixed, but trending in favour of wraparound,
compared with more traditional approaches. In a recent meta-analysis, Suter & Bruns
(2009) identified seven outcome studies comparing wraparound and control groups.
They found effect sizes as follows: living situations (0.44), mental health outcomes
(0.31), overall youth functioning (0.25), school functioning (0.27) and juvenile justice
—related outcomes (0.21). More rigorous evaluation is needed in the future, especially

if it is employed in different contexts such as New Zealand.

Positive results have been reported by Myaard et al. (2000), in a multiple-
baseline study of four adolescents with serious mental health issues. They present
evidence that the wraparound process can result in substantial changes that persist
over time, while Eber & Nelson (1997) found that improved emotional and behavioral
functioning, as well as academic performance, was obtained with students receiving
services through a wraparound approach. In a third more recent study, Bruns et al.
(2006a) carried out a matched comparison study of youths in child welfare custody
over a period of 18 months, 33 in wraparound vs. 32 receiving usual mental health
services. After 18 months, 27 of the 33 youth who received wraparound moved to less
restrictive environments, compared to only 12 of the 32 comparison group youth.
Mean scores on a Child and Adolescent Functional Assessment Scale for youth in the
wraparound approach improved significantly across all waves of data collection (6, 12,
18 months) in comparison to the traditional services group. More positive outcomes
were also found for the wraparound cohort on school attendance, school disciplinary
actions, and grade point averages. No significant differences were found in favour of
the comparison group. A fourth study also reported positive findings in favour of
wraparound approaches (Pullman et al. (2006). This was a matched comparison study
(>2 years) of youth involved in juvenile justice and receiving mental health services:
110 in wraparound vs. 98 in conventional mental heath services. Youths in the
comparison group were three times more likely to commit a felony offense than
youths in the wraparound group. Youth in the latter group also took three times longer

to recidivate than those in the comparison group. According to the authors, a previous
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study of theirs showed ‘significant improvement on standardised measures of
behavioural and emotional problems, increases in behavioural and emotional
strengths, and improved functioning at home, at school, and in the community’
(p.388) among wraparound youth. A fifth study, by Mears et al. (2009), compared
outcomes for 93 youth receiving wraparound with 30 receiving traditional child
welfare case management. Those in the wraparound group showed significantly
greater improvement on a functional assessment scale and greater movement toward
less restrictive residential placements. In a sixth study, Rauso et al. (2009) compared
the placement outcomes and associated costs of children who graduated from
wraparound in Los Angeles County to similar children who were discharged
successfully from residential care settings. Of those discharged from wraparound, 58
percent had their cases closed to child welfare within 12 months, compared with only
16 percent of those discharged from the residential care settings. Moreover, 70
percent of the former were placed in less restrictive settings after 12 months,
compared with 70 percent of the latter who were placed in more restrictive
environments. And, finally, the mean post-graduation costs for the wraparound group

was $10,737, compared with $27, 383 for the residential care group.

Somewhat less positive findings were reported by Bickman et al. (2003) in their
study of treatment outcomes for children needing mental heath services. In their
comparison of a wraparound group and a ‘treatment as usual’ group, Bickman et al.
found that while the former received greater continuity of care, there were no
differences between the two groups on such measures as their functioning, symptoms,
and life satisfaction. Possible reasons for the apparent failure of the wraparound
approach to affect clinical outcomes are advanced. Firstly, it is possible that the ‘logic
chain between the types of services introduced in wraparound and clinical outcomes
is too long’; secondly, ‘the ability to assign youth to appropriate services is not
sufficiently well developed’; thirdly, the ‘services delivered to families [within the
wraparound model] may not have been effective.” (p.152) Elsewhere, Stambaugh et al.
(2007) put forward a fourth explanation why research on wraparound is producing
mixed findings. They note that wraparound is difficult to study in a controlled way
because treatment plans are individualised for each individual: ‘It is possible that

some youth in wraparound have access to evidence-based treatments targeted for their
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specific problems while others may not because of a lack of such treatment or other

barriers’ (p.151).

In a similar vein to Bickman et al.,, Clark et al. (1998) draw tentative
conclusions from their comparison of foster-care adolescents in wraparound (N=>54)
and in standard practice foster care control conditions (N=78). Results showed
significantly fewer placement changes for youths in the wraparound program, fewer
days on runaway, and fewer days incarcerated. In approximately half of the
comparisons there were no differences in outcomes, including on measures of
internalising behaviours. The effects on externalising behaviours were more complex,
with males seeming to benefit from the wraparound programme and females

experiencing a detrimental effect.

As noted by Bickman et al. (2003), other researchers draw tentative
conclusions as to the efficacy of the wraparound approach. For example, Oliver et al.
(1998) conclude that the relationship between levels of wraparound expense and
favourable client outcomes remains to be determined. Similarly, Borduin et al. (2000)
conclude that controlled evaluations of short- and long-term outcomes are needed
before more definite conclusions can be drawn about the efficacy of wraparound
services. Or, as expressed by Bickman et al. (2003), ‘the picture remains unclear

because few studies on wraparound exist and even fewer are methodologically sound.’
(p-138).

The preceding studies have compared broad systems-levels approaches, i.e.,
traditional organisational practices with wraparound. This can be portrayed as
comparing apples with apples. An example of a comparison in which apples seem to
be being compared with oranges can be found in a study by Stambaugh et al. (2007).
In a system-of-care demonstration site in the US, 12 years old children received
wraparound-only, multisystemic therapy (MST) only, or a combination of both
approaches. (MST comprised intensive home- and community-based family therapy
directed at children and adolescents with emotional and behavioural problems.) All
three groups improved over the 18-month study period, but the MST-only group
demonstrated more clinical improvement than the other two groups. The researchers
concluded that ‘targeted, evidence-based treatment may be more effective than
system-level intervention alone’ (p.143). These findings suggest that what actually

goes on in a wraparound approach is critical to its success. This theme will be further
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developed in subsequent chapters of the present review, in which the focus will be on

evidence-based interventions.

2.3 Systems of Care
In the US, Congress first addressed the concept of a systems of care approach in 1984,
when funds were appropriated for the Child and Adolescent Service System Program
(CASSP) (Bickman et al., 2003). CASSP was initiated to assist states in developing
an infrastructure for the provision of community-based services for identifying and
providing appropriate mental health services to children with severe emotional
disturbances (Pumariega & Vance, 1999). Since then, all 50 States have received
CASSP grants to develop a system of care to coordinate services across multiple
health and human service agencies, including public health systems, schools, law
enforcement, public health, and social services.

The U.S. Department of Health and Human Services defines ‘systems of care’
as being

a service delivery approach that builds partnerships to create a broad integrated
process for meeting families’ multiple needs..[It] is based on the principles of
interagency  collaboration;  individualized,  strength-based  services;
accountability; and full participation of families and youth at all levels of the
system (Child Welfare Information Gateway, 2008, pp.1-2).

According to this source, the systems of care approach originated in response to
several concerns:

e children in need of mental health treatment were not getting the services they

needed;

e services were often provided in restrictive out-of-home settings;

e few community-based services were available;

e service providers did not work together;

e families were not adequately involved in their child's care; and

e cultural differences were rarely taken into account.

Originally developed to address the needs of children with serious emotional
disturbances and their families, the systems of care approach has since been extended
to cover other categories of children and young people whose needs require services

from multiple agencies, including those in child welfare systems.

Systems of care essentially provide a framework for processes and programmes

designed to meet the needs of children and young people and their families. Thus, it is
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not a distinct treatment approach. Rather, it is intended to enable cross-agency
coordination of services for children, youth, and families regardless of where or how
they enter the system. To do so effectively, systems of care communities:
e agree on common goals, values, and principles to guide their work;
e develop a shared infrastructure to coordinate efforts toward common goals;
and
o within that infrastructure, work to ensure the availability of a high quality
array of evidence-based and promising practices and supports designed to
support families and protect children. (Child Welfare Information Gateway,
2008, pp.3-4)

Example of systems of care: As noted in the Child Welfare Information
Gateway (2008), Vermont's system of care serves the entire State, or a population of
about 613,000 (147,000 of whom are children under the age of 18). The system of
care is sustained by ACT 264, State legislation that required interagency cooperation
and served as one of the catalysts to encourage further collaborative efforts at both the
State and local levels. Because of this legislation, three State departments are required
to work with families to build an interagency system of care and to write and
implement coordinated service plans for eligible youth. These requirements have
provided incentives for the State to blend funds across departmental lines to maximise

State and Federal funding and better support community-based services.

2.4 Full-service Schools
One of the principal approaches to coordinating, even combining, education, health
and welfare services comes under the heading of ‘full-service schools’ or ‘full-service
schooling’. Other descriptors of essentially the same phenomenon include ‘school-
linked services’ (Volpe et al., 1999), ‘school-linked service integration’ (Sailor &
Skrtic, 1996), ‘collaborative school-linked services’ (Wang et al., 1995), ‘full-service
community schools’, or simply ‘community schools’ (Campbell-Allen et al., 2009).
As quoted by Joy Dryfoos (1994), one of the earlier and perhaps the most cited,
of proponents of full service schooling, such a school

integrates education, medical, social and/or human services that are beneficial to
meeting the needs of children and youth and their families on school grounds or
in locations which are easily accessible. A full-service school provides the types
of prevention, treatment, and support services children and families need to
succeed.. . services that are high quality and comprehensive and are built on
interagency partnerships which have evolved from cooperative ventures to
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intensive collaborative arrangements among state and local and public and
private entities. (p.142)

Thus, to Dryfoos, the notion of a full service school is of a school-based centre
for health and social services, located in ‘space set aside in a school building where
services are brought in by outside community agencies in conjunction with school
personnel’ (p.142). In short, full-service schools are ‘one-stop, collaborative

institution’ (p.13).

The similarity of the concepts of full-service schools and community schools is
apparent when comparing the above definition of the former with the following
definition of the latter:

A community school is both a place and a set of partnerships between the
school and other community resources. Its integrated focus on academics,
services, supports and opportunities, leads to improved student learning,
stronger families and healthier communities. Schools become centers of the
community and are open to everyone — all day, every day, evenings and
weekends. (Coalition for Community Schools website:
www.communityschools.org)

In the US, full-service schools (and equivalents such as community schools)
have had significant appeal, especially for policy makers and educators concerned
about high-risk children. As noted by Campbell-Allen et al. (2009), the following
developments have taken place over the past three decades. In 1987 the state of New
Jersey implemented a School-based Youth Services Program, which provided grants
to community agencies to link education to health, human and employment services.
Similar concepts followed in Florida in 1990, when its legislature passed the Full-
Service School Act, which called for the integration of multiple services in a
convenient location and required that state education and health departments
collaborate to develop full-service schools. Similar legislation followed in California
in 1991, targeting low income schools and schools with high concentrations of
students with limited-English—proficiency. Other US jurisdictions to have moved in
similar directions include New York City, Chicago and Missouri, to name only a few.
In the US, a driving force in promoting the concept of full-service schools and their

various counterparts has been the Coalition of Community Schools, set up in 1998.

Most recently (March 2011), Senator Ben Nelson introduced the Full Service
Community Schools Act into the US Senate, and a companion bill was introduced

into the House of Representatives by Steny Hoyer. According to Senator Nelson,
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the Act would authorize grants to public elementary or secondary schools that
integrate federal, state or local educational and social service programs with
community-based organizations. These additional services focus on ensuring
students have a full support network to help them succeed, including health,
dental and nutritional services, career counselling for parents, and early
childhood education programs (Senator Nelson press release, 15 March 2011).

Three other jurisdictions deserve mention. Firstly, in Canada, the Toronto
District School Board (2010) has made a commitment to support all schools to
become full-service schools and ‘vibrant hubs of the community’. It defines full-
service schools as ‘the coordinated delivery of health, education, prevention, and
social services designed to improve the quality of life for students, families and
communities. The programs and services are located inside an operational school and
are mutually beneficial to schools, students and communities.” However, the Board
does allow for the possibility that health care and social service agencies may either
be ‘on-site in schools or in the community, depending on the availability of the

service’.

Secondly, in the ACT in Australia, a relevant policy is contained in the
Framework for Service Collaboration for the Care, Protection and Well-Being of
Children and Young People in the ACT, as well as the Multi-Agency Response for
Clients with Complex Needs (Shaddock et al., 2009).

Thirdly, in England and Wales, the 2006 Green Paper, Every Child Matters,
underpinned by the Children Act 2004, presents a series of points relevant to full-
service schools (Chief Secretary to the Treasury, 2003). It promoted ‘full service
extended schools’, with the aim of establishing at least one in every LEA by 2006.
These schools were defined in the following terms:

The Government wants to integrate education, health and social care services
around the needs of children. To achieve this, we want all schools to become
extended schools — acting as the hub for services for children, families and other
members of the community. Extended schools offer the community and their
pupils a range of services (such as childcare, adult learning, health and
community facilities) that go beyond their core educational function (Section
2.20).

As well, the Green Paper advocated the creation of Sure Start Children’s
Centres in each of the 20 percent of most deprived neighbourhoods. These would
combine nursery education, family support, employment advice, childcare and health

services on one site.
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Other recommendations that are relevant to the theme of ‘joined-up thinking’
include the following:

e improving information sharing between agencies to ensure all local authorities
have a list of children in their area, the services each child has had contact with,
and the contact details of the relevant professionals who work with them. This
would include developing a single unique identity number, and establishing
common data standards on the recording of information.

e introducing a lead professional. Children known to more than one specialist
agency should have a single named professional to take the lead on their case
and be responsible for ensuring a coherent package of services to meet the
individual child’s needs.’

e ensuring information is collected and shared across services for children.

e developing a common assessment framework.

e integrating key services for children and young people under a Director of
Children’s Services as part of Children’s Trusts to work closely with public,
private and voluntary organisations to improve outcomes for children.

e creating a common core of training for those who work solely with children

and families and those who have wider roles (such as GPs and the police).

Thus, since 2006, every local authority has had a Children’s and Young People
Plan that brings together all local authority planning for children and young people.
Further, each local authority has an Information Sharing and Assessment Team,
which employs a Common Assessment Framework and operates as a central source
of information for all participating agencies. As well, social services departments
are required to designate an officer or officers who are responsible for working with
schools and LEAs on behalf of children with special educational needs and to
‘inform them of children they think may have special educational needs’

(Department for Education and Skills, 2001, p.140).

So what do full-service schools look like? How do they operate? In a word, one

size does not fit all, or, as expressed by Campbell-Allen (2009):

? The New Zealand Government’s recent Green Paper for Vulnerable Children also suggests this when
it recognises that services can be made more accessible by having ‘an appropriate nominated person,
such as a lead professional, whanau member or community worker, that coordinates services around
the child and their family and whanau.” (New Zealand Government, 2012, p.30).
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In practice, full-service schools embody a rich and varied landscape of
implementation and service provision. Nationwide [in the US], these schools
differ widely in their governance structure, operational style, and coordination
of services offered (p.17).

According to Smith (2000, 2004), the implementation of a full-service school
includes ‘a range of on-site and referral services for students, families and the wider
community, ranging from health care and careers services to employment training,
housing and family welfare services’. Many of these services would be accessible
during the normal school day, while others would be offered before and after school
hours, at weekends and during holidays. The programmes in full-service schools are
often determined by the needs of the local community through collaboration of

schools, public and private agencies, parents and other members of the community.

In establishing full-service schools, careful consideration has to be given to a
range of issues, according to Smith (2000, 2004) and Adelman & Taylor (1997,
2002):

Managing the programme: Here there are four models (a) all services come
under the single responsibility of the school principal, (b) a new governance structure
with shared decision-making among equal-status participants, (c) the school and the
other agencies operate independently, with the latter coming under a single
management structure, or (d) each agency (e.g., school, welfare, health) is

independently managed.

Learning to collaborate. Whichever of the three management models is
followed, the managers and ‘front-line” professionals in the different agencies have to
learn to work in different ways. This means accommodating to the other
professionals: their requirements, culture, language (jargon), ways of doing things,
worldviews, and so on. It also means managing the inevitable tensions that arise
among different players in the full-service school, for example over discipline matters.
As Wang et al. (1995) emphasised, it is essential to develop a common vision among
the players: ‘The creation of a collaborative culture is believed to ensure the
commitment of school faculty and agency service providers. When collaborative staff
agree to a shared and articulated mission, they foster consensus, communication, and
collegiality.” (p.10) In New Zealand, this point is echoed in the recent Green Paper on
vulnerable children, which suggests that the Government could develop a long-term,

cross-sector and evidence-based plan for these children, which would ‘provide
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common goals and a shared framework that would unify policies across sectors and
be founded in the cultural needs of the diverse range of vulnerable children’ (New

Zealand Government, 2012, p.14).

Clearly, the nature of training for these new ‘trans-professional’ roles® (Cooper
& Jacobs, 2011) with a shared vision has to be given careful thought. Ways should be
found for what Melaville and Blank (1993) refer to as ‘interprofessional training’
(p.69). Such training should help professionals from different fields learn about each

other’s fields, as well as the processes of collaboration.

As noted by Adelman & Taylor (1997) and Campbell-Allen (2009), there is a
need to create both horizontal, or lateral, cooperative arrangements to enhance
coordination at the school and community level and vertical cooperation at various
regional and national jurisdictional levels. And all this has to happen while at the
same time paying due regard to the specialist skills that various professionals bring to

the table.

There is a general consensus among providers of full-service schools that it is
critical to have a person of a group of personnel to ensure the horizontal coordination
of the various services and the leveraging of resources (Campbell-Allen, 2009). It
may be advisable, too, to create ‘change teams’ to carry out the daily activities
involved in making systemic changes and re-designing processes to establish and

maintain change over time (Adelman & Taylor, 2002).

Building from localities outwards. The full-service school concept should be
interpreted to suit local, community circumstances. The first focus should be on the
school and its immediate community: its resources, needs and aspirations. This means

active and meaningful consultation with relevant stakeholders.

Avoiding the colonising effect of the school. Since, by definition, the school is
the focus of the full-service school, there is a danger that it becomes the major, even
dominant, player. Steps need to be taken, therefore, to avoid this potential ‘colonising’
effect and to ensure that the strengths of all involved agencies are harnessed. It will be
the cumulative and unique constellation of contributions from diverse agencies that
should emerge. As mentioned in Chapter One, the whole is greater than the sum of its

parts — or it should be!

? As distinct from multi-professional or multi-disciplinary roles.

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



30

Avoiding the dominance of the medical model. One of the major purposes in
setting up full-service schools is to develop more coordinated services for students
with special educational needs, especially those manifesting conduct disorders.
According to some writers (e.g., Smith, 2000, 2004), this carries with it an inherent
risk that the focus is upon the behaviour of individuals, rather than on their proximal
or distal contexts. Thus, the medical model kicks in, with the danger of pathologising
students and/or their families. (For a different take on this issue, see Section 2.7

below.)

Financing. This can be a major impediment to the success of the full-service
school. (a) Does each agency have its own, separate budget? (b) Is there a pooling of
the various budgets? (c) Is there a central pool, with each agency retaining its separate
budget? If this is the case, where does the central pool come from — from each agency
contributing an appropriate amount, or from Government? An early example of
school-linked service integration in the US was the Indiana Consolidated State Plan,
in which the state combined its resources from a variety of federal statutory
authorities into a comprehensive, integrated plan linking all services under an

interagency commission (Sailor & Skrtic, 1996).

Evaluating outcomes. Clearly, the decision to set up full-service schools is
premised on the hypothesis that such an arrangement is likely to obtain better
outcomes for students than the system it replaces. This means holding those involved
accountable, not only for achieving those outcomes, but also for the expenditure
involved in pursuing them. Desired outcomes (both short-term and long-term) should
be defined with precision and ways of measuring them determined. It also means
deciding who within the full-service school should be held accountable — a
particularly challenging matter given the possible variations in management models

alluded to above.

At the heart of all these issues is the re-distribution of power and its corollary,

the delineation of turf.
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2.5 Health Promoting Schools (cf ‘Comprehensive School Health’ in USA)*
According to the International Union for Health Promoting Schools (IUHPS) (2009),
a range of strategies have evolved in recent years to enable schools to make
substantial contributions to students’ health and well-being. These strategies ‘share
the connecting thread of a whole school approach and recognition that all aspects of
the life of the school community are potentially important in the promotion of health.’
The TUHPS states that there are six essential elements of promoting health in schools:

* Healthy school policies

These are clearly defined in documents or in accepted practices that promote health
and well-being. Many policies promote health and well-being e.g., policies that
enable healthy food practices to occur at school; policies which discourage
bullying.

* The school’s physical environment

The physical environment refers to the buildings, grounds and equipment in and
surrounding the school, such as: the building design and location; the provision of
natural light and adequate shade; the creation of space for physical activity and
facilities for learning and healthy eating. The physical environment also refers to:
basic amenities such as maintenance and sanitation practices that prevent
transmission of disease; safe drinking water availability; air cleanliness; as well as
any environmental, biological, or chemical contaminants detrimental to health.

e The school’s social environment

The social environment of the school is a combination of the quality of the
relationships among and between staff and students. It is influenced by the
relationships with parents and the wider community.

e Individual health skills and action competencies

This refers to both the formal and informal curriculum and associated activities,
where students gain age-related knowledge, understandings, skills and experiences,
which enable them to build competencies in taking action to improve the health
and well-being of themselves and others in their community, and which enhances
their learning outcomes.

» Community links

Community links are the connections between the school and the students’ families
plus the connection between the school and key local groups and individuals.
Appropriate consultation and participation with these stakeholders enhances the
HPS and provides students and staff with a context and support for their actions.

* Health services

These are the local and regional school-based or school-linked services, which
have a responsibility for child and adolescent health care and promotion, through
the provision of direct services to students (including those with special needs).
They include:

— screening and assessment by licensed and qualified practitioners;

— mental health services (including counselling) to promote students’ social and

4 This approach will not be dealt with in any depth in this report as it has been reviewed quite
extensively by Cognition (2011).
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emotional development; to prevent or reduce barriers to intellectual
development and learning; to reduce or prevent mental, emotional, and
psychological stress and disturbances, and to improve social interactions for all
students.

In their review of health promoting schools in Europe, Barnekow et al. (2006)

note that ‘there is an increasing recognition that new forms of partnership and inter-

sectoral work are required to address the social and economic determinants of health’

(p.12). Further, they claim that ‘investments in both education and health are

compromised unless a school is a healthy place in which to live, learn and work’, and

that ‘the health of students, teachers and families is a key factor influencing learning.’

(op. cit.).

Thus, a health promoting school can be characterised as a school that is

constantly strengthening its capacity as ‘a healthy setting for living, learning and

working.’

Towards this goal, a health promoting school engages health and education
officials, teachers, students, parents and community leaders in efforts to
promote health. It fosters health and learning with all the measures at its
disposal, and strives to provide supportive environments for health and a range
of key school health education and promotion programs and services.

A health promoting school implements policies, practices and other measures
that respect an individual’s self esteem, provide multiple opportunities for
success, and acknowledge good efforts and intentions as well as personal
achievements. It strives to improve the health of school personnel, families and
community members as well as students, and works with community leaders to
help them understand how the community contributes to health and education.
(http://www.definitionofwellness.com/dictionary/health-promoting-
schools.html)

According to Barnekow et al. (2006), health-promoting schools include aims

such as the following:

to establish a broad view of health:

to give students tools that enable them to make healthy choices;

to provide a healthier environment engaging students, teachers and parents,

to promote the health and well-being of students and school staff;

to enable people to deal with themselves and the external environment in a
positive way and to facilitate healthy behaviour through policies; and

to increase the quality of life.

Critically, as far as the present review is concerned, Barnekow et al. argue that

one of the main keys to success is ‘partnership and collaboration not only between
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different sectors at the national, regional and local levels but also with everyone
involved in the everyday life of the schools’. (p.15)

And, further, they note that ‘the concept of health-promoting schools includes
the associated community and the environment beyond the school gates. Many other
people therefore have a legitimate interest in this work, such as non-teaching staff,
those providing confidential counselling, school architects, school food providers,
police officers and transport specialists’ (p.16).

In a recent paper, Cushman (2008) outlines the situation of health promoting
schools in New Zealand. She concludes that ‘although comprehensive and user
friendly resources have been freely available to schools for a number of years, there
are more complex hurdles to be jumped before the concept of health promoting

schools become an integral feature of all New Zealand schools.’ (p.239)

2.6 Joined-up Assessment

In a UK study, Boddy et al. (2006) describe various models of ‘joined-up assessment’
for children with significant and complex health needs and/or disabilities. They
provide case-study examples from six local authorities of different ways of adopting
an integrated approach to assessing the needs of such children. Their research
identified a number of enabling factors across the six case study authorities. Firstly,
there were structural factors, such as pooled budgets across education, health and
social care agencies, systems for sharing information, common training, key worker
and lead professional roles. Secondly, there were attitudinal and practice factors, such
as commitment from key personalities, good communication, and shared definitions
and understandings. (p.30)

Boddy et al. point out that joined-up approaches necessitate new ways of
working. These include valuing parents’ and children’s expertise regarding their own
needs and experience as they are supported to play an active partnership role in the
assessment process, and the development of trust, communication and strong working
relationships among workers from differing professional backgrounds and agencies.
Among the difficulties and challenges they identified were uncertain funding,
difficulties in engaging education providers due to autonomous structures, large
numbers of agencies involved, difficulties in agreeing definitions, and reluctance to

share information.
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2.7 A Bio-psycho-social Approach

In their extensive review of the literature on the evidence of best practice in the
education of children with severe emotional and behavioural difficulties (SEBD),
Cooper & Jacobs (2011) argue very strongly for a ‘bio-psycho-social approach®. Such
a model ‘integrates individual biological and intra-psychic dimensions with the
interpersonal and social ... [which] makes it truly holistic and lends itself well to
understanding of the complexities of SEBD and its concomitant interventions.’
(p.163) Further, they point out, this framework gives equal respect to the
contributions of the different disciplines, allowing, indeed requiring, ‘trans-
professionalism’ (p.162). The latter point stresses the importance of social welfare,
education and health working in harmony. This means that professionals from those
fields must ‘absorb rather than simply engage with the knowledge and understandings

of representatives from other sectors’ (p.162).

2.8 Ciritiques of Joined-up Approaches to Human Services
Before outlining the comprehensive ecological wraparound approach adopted in this
review, it is worth pausing for a moment to consider some of the cautions that have
been expressed regarding the joined-up approach to human services.

In a recent UK seminar on joined-up care, David Brindle, the Guardian’s public
service editor, noted that

Integration of health and social care has long been an aspiration, but rarely an
achievement. Patients and users of services know only too well how frustrating
and awful it must be to have disintegrated services. But the forces of
separateness, silo-based thinking and resistance to change have proved stronger
than the pressure to do things differently. (Campbell, 2011, p.2)

In a similar vein, Lord Warner, a health minister in the previous Labour
government, argued that money was the biggest barrier to setting up joined-up care:
‘The existing, divided system has in-built incentives for people to move financial
liabilities ... across organisational barriers’ (Campbell, 2011, p.3).

Three other issues are referred to by Jeffs & Smith (2011). Firstly, they point
out that there has been little detailed or sustained research with regard to joined-up
thinking. Where there has been any, it has been largely case study-based or anecdotal.
Secondly, they criticise the assumption that people benefit from dealing with services
that share information with one another. The downside to this is that it could be seen
as curtailing the freedom of people to ‘shop around’ for services. Further, the key

worker allocated to them may be incompetent or inappropriate. Thirdly, Jeffs & Smith
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argue that the compilation of comprehensive files on young people (often seen as a
component of joined-up policies), together with an emphasis on coordinating the
efforts of various agencies, ‘can lead to a depersonalized approach that emphasizes
the management of cases rather than working with the young people’s accounts of

situations and experiences’ (p.6).

Here in New Zealand, the recent Green Paper for Vulnerable Children (New
Zealand Government, 2012) refers to two other problems inherent in information
sharing among agencies: possible infringement of client privacy and information
overload among the recipients of information.

And, finally, it must be recognised that the issue of re-defining the functions
and boundaries of systems is a complex process. Systems, by definition have distinct
identities that tend to endure over time and resist radical re-structuring. This issue will
be further explored in Chapter Three.

Clearly, then, implementing a joined up policy is not a straightforward process,
despite its obvious benefits. Issues such as the above deserve serious consideration.

Chapter Eight will address these and other issues in the form of conclusions and

recommendations.

2.9 Summary
1. Increasingly, in the past two decades or so, both overseas and in New Zealand,
there has been a distinct trend towards ‘joined—up thinking’ in providing
human services.

2. This trend calls for radical, transforming systems change manifested in the
move from fragmentation to coordinated or integrated intervention and from
narrowly-focused and specialist-oriented, ‘silo’ services to comprehensive,
general approaches.

3. The following examples of joined-up approaches have a high degree of overlap.

4. Wraparound is a system-level intervention that quite literally aims to ‘wrap’
existing services around children and young people and their families to
address their problems in an ecologically comprehensive and coordinated way.
The strength of evidence that wraparound can positively affect child and
adolescent outcomes is rather mixed, but trending in favour of wraparound,
compared with more traditional approaches.

5. Systems of care closely resembles wraparound. It is a service delivery
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approach that builds partnerships to create a broad integrated process for
meeting families’ multiple needs. It is based on the principles of interagency
collaboration, individualised services, and full participation of families at all
levels of the system.

6. Full-service schools, or community schools, are ‘one-stop’ institutions that
integrate education, medical, social and/or human services to meet the needs of
children and youth and their families on school grounds or in locations which
are easily accessible. They necessitate information sharing between agencies,
the appointment of a lead professional, developing common assessment
frameworks, and creating a common core of training for the professionals
involved. They vary in character according to the nature of the communities
they serve and the availability and commitment of various agencies. They
require consideration of such issues as (a) management of the programme, (b)
establishing mechanisms for collaboration, (c) building from localities
outwards; (d) avoiding the potential for schools to ‘colonise’ the system, (e)
avoiding undue reliance on the medical model, (f) determining the financing
model, and (g) evaluating outcomes.

7. Health-promoting schools engage health and education officials, teachers,
students, parents and community leaders in efforts to promote health through
strengthening schools’ capacities as healthy settings for living, learning and
working. As with other variants of joined-up approaches, health-promoting
schools are concerned with establishing partnership and collaboration not only
between different sectors at the national and regional levels, but also with
everyone involved in the everyday life of the schools.

8. Joined-up assessment involves adopting an integrated approach to assessing
the needs of children, including valuing parents’ and children’s expertise
regarding their own needs and experience as they are supported to play an
active partnership role in the assessment process.

9. A bio-psycho-social approach to children and young people with complex
needs integrates individual biological and intra-psychic dimensions with the
interpersonal and social It gives equal respect to the contributions of the
different disciplines, allowing, indeed requiring, ‘trans-professionalism’.

10. In implementing joined-up approaches to human services, several issues have to

be addressed. These include: (a) resistance to change among the key players,
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(b) the paucity of relevant research, (c) the risk of a depersonalised approach to
young people, (d) possible infringement of client privacy, and (e) possible

information overload among participating professionals.
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CHAPTER THREE
WRAPAROUND: A COMPREHENSIVE ECOLOGICAL MODEL
3.1 Introduction
The previous two chapters emphasised the following points, inter alia:

e Families and whanau comprise systems which are, in turn, embedded in a series
of other systems — schools, communities, social, health, justice, recreational,
political, environmental...

e Such systems should be ‘joined up’, which involves both horizontal and vertical
integration. Horizontal integration requires linking systems at the same level to
ensure consistency and compatibility of approach. Vertical integration requires
linking more immediate, or proximal, systems with the more distal systems in
which they are embedded.

e The whole is greater than the sum of its parts, a principle that requires that
systems within different levels work together cohesively and with common
purpose.

This chapter takes the above points into account by presenting a comprehensive
ecological wraparound model. It posits that in developing joined-up services for
children and young persons with complex needs (indeed al/l children and young
persons), it is essential to see them as being embedded in various systems: their
families/whanau, classrooms, schools and communities.

The model draws upon general systems theory (von Bertalanffy, 1962) and
Bronfenbrenner’s ecological model of child development (Bronfenbrenner, 1979). In
my earlier writings, I used both of these sources in analysing schooling (Mitchell,
1975) and for planning and evaluating special education (Mitchell, 1978) and services

for persons with handicaps [sic] (Mitchell, 1986).

3.2 General Systems Theory

At its broadest level, the general systems theory, first advanced by von Bertalanfty
(1962), can be seen as a theoretical model for explaining, predicting and controlling
phenomena. It is presented in the current review as an elegant way of understanding
the interrelatedness of the social variables involved in developing services for

students with complex needs and their families.

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



39

Anderson et al. (1999) have presented a useful definition of systems as being

organised wholes comprising component parts that interact in a distinct way and

endure over time.

According to von Bertalanffy (1962), Greene (2002), Anderson et al. (1999),

and Norlin et al. (2002), general systems theory has the following features

(implications for the present review being noted in parentheses):

a social system can be studied as a network of unique, interlocking
relationships with discernible structural and communication patterns;

(families, classrooms, schools, health services, social welfare agencies, etc.
are all social systems)

all systems are subsystems of other, larger systems;

(for example, classrooms are part of the wider school system, which, in turn is
part of the education system, which are embedded in a wider regional,
national and global society)

boundaries of varying degrees of permeability give a social system its identity
and focus as a system, distinguishing it from other social systems with which
it may interact;

(some boundaries between systems, e.g., educational and health agencies may
be quite impermeable as their participants seek to maintain their distinct
identities)

there is an interdependency and mutual interaction between and among social
systems;

(it is important that in catering for students with complex needs various
players recognise their interdependency and avoid silo thinking)

a change in any one member of the social system affects the nature of the
social system as a whole;

(students with complex needs and/or their families/whanau can disrupt the
wider systems to which they belong; for example, such students can be the
source of major disruptions to a classroom or school system)

social systems vary in the extent to which they are purposive, goal-directed
and in constant states of interchange with their environments;

(some social systems, e.g. dysfunctional families, appear to lack purpose and

goals and lack exchanges with their environments, such as schools)
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e change within or from without a social system that moves the system to an
imbalance in structure will result in an attempt by the system to re-establish
that balance;

(adoption of the joined-up thinking advocated in the present review, by its very
nature, creates an imbalance in the systems it impacts and may lead to efforts
to retain the status quo or it may lead to efforts to create a new balance)

e systems may be open or closed, depending on the degree to which they engage
in exchanges with their environment (both receiving inputs and delivering
outputs);

(families, classrooms, schools can vary in the extent to which they are open)

e systems reach a ‘steady state’, or equilibrium, with respect to their exchanges
with the environment;

(changing the equilibriums reached by various systems reviewed in the present

document may face resistance)

3.3 Bronfenbrenner’s Ecological Model

Bronfenbrenner’s ecological model is well known and has been very influential in
conceptualising the influences on child development (Bronfenbrenner, 1979). As will
be seen below, this model forms a special case of the general systems theory. In an
adapted form, it will form the basis of the remaining chapters of this review.

In essence, Bronfenbrenner argues that child development takes place through
processes of progressively more complex interactions between an active child and the
persons, objects, and symbols in its immediate environment over an extended period
of time (Bronfenbrenner, 1998). In these processes, the child affects as well as being
affected by the settings in which it spends time. In other words, ‘there is reciprocal
causation between the individual and the environment.” (McElroy et al., 1988, p.354)

Bronfenbrenner identifies four levels of settings, which are nested rather like
Russian dolls: the microsystem (the family or classroom), the mesosystem (two
microsystems in interaction), the exosystem (external environments that indirectly
influence development, e.g., parental workplace), and the macrosystem (the larger
socio-cultural context, such as the individual’s ethnicity, culture and belief systems).
Figure 1 presents his original ecological model of human development, but note it
does not directly portray the mesosystem. In his later writings he added a fifth system,

which he called the chromosystem, which referred to the evolution of the external
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systems over time. Note, too, that in his later writings, Bronfenbrenner (1988)
acknowledged that he had neglected to place the individual child at the centre of its

own ecological world; the figure below takes this into account.

Figure 2. Bronfenbrenner’s ecological model of child development

3.4 A Comprehensive Ecological Model for Working with Children with
Complex Needs and their Families/Whanau

So far in this review, the focus has been on broad, systems-level, joined-up
approaches. We turn now to what actually goes on in these approaches, i.e., their
content. This analysis will be organised in the following chapters, as portrayed in
Figures 2, 3 and 4:
Chapter 4: The child in the
Chapter 5: The

family

child in the

inclusive classroom
Chapter  6: The
child in the
whole
school
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Child

Family/whanau

Inclusive classroom

Full service school

Figure 3: A comprehensive ecological model

In keeping with the joined-up philosophy adopted in this review, a more
appropriate portrayal of the ecological model would be in the form of a spiral (Figure
4). This has the advantage of removing the barriers between each level of the system
as portrayed in Figure 3, making for more fluid connections among the various levels
of the system. It also has the advantage of reflecting the koru motif, which symbolises
new life, regeneration and growth - an apt message to convey in the context of
considering what is best for students with complex needs and their families/whanau in

New Zealand.
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Society

Community

School

Classroom

Family

Child

Figure 4. The spiral ecological model

In selecting material for inclusion in these chapters, the following points were
taken into account:

e Students with complex needs are diverse, with varying abilities, interests,
aspirations, and needs, which change over time as they mature and gain more
experience.

e The ultimate aim of any programme directed at them is to enhance their

quality of life as citizens and as members of their culture, to maximise their
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potential for education and work, and to help them achieve a satisfying
balance between independence and interdependence.

The design of services for individual children with complex needs fall on a
continuum: from universal (for all children), through semi-universal (for all
children with special needs), to specific (for all children falling into a
particular category, e.g., complex needs), to the individual child.

The strategies have a substantial evidence base.

The focus will be on school-age children, although it is recognised that there
should be continuity of care, right from preschool to adolescence.

The information is drawn from the international literature, including New

Zealand sources. Two references were particularly relevant: my own book, What

really works in special and inclusive education: Using evidence-based teaching

strategies (Mitchell, 2008), and a recent International review of the literature on

evidence of best practice models and outcomes in the education of children with

emotional disturbance/behavioural difficulties (Cooper & Jacobs, 2011).

3.5

1.

Summary

This chapter takes into account the assumptions regarding joined-up systems as
outlined in Chapter Two.

In developing joined-up services for children and young persons with complex
needs (indeed all children and young persons), it is essential to see them as
being embedded in various systems: their families/whanau, classrooms, schools
and communities.

A general systems theory has the following features:

e a social system can be studied as a network of unique, interlocking
relationships with discernible structural and communication patterns,

o all systems are subsystems of other, larger systems;

e boundaries of varying degrees of permeability give a social system its
identity and focus as a system, distinguishing it from other social systems
with which it may interact;

o there is an interdependency and mutual interaction between and among
social systems,

e a change in any one member of the social system affects the nature of the

social system as a whole;

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



45

e social systems vary in the extent to which they are purposive, goal-directed
and in constant states of interchange with their environments;

e change within or from without a social system that moves the system to an
imbalance in structure will result in an attempt by the system to re-
establish that balance;

o systems may be open or closed, depending on the degree to which they
engage in exchanges with their environment (both receiving inputs and
delivering outputs);

o systems reach a ‘steady state’, or equilibrium, with respect to their
exchanges with the environment,

4. Bronfenbrenner identified four levels of nested settings: the microsystem (the
family or classroom), the mesosystem (two microsystems in interaction), the
exosystem (external environments that indirectly influence development, e.g.,
parental workplace), and the macrosystem (the larger socio-cultural context,
such as the individual’s ethnicity, culture and belief systems).

5. The present review adapts Bronfenbrenner’s model and reviews the literature
under the following headings: the child in the family, the child in the inclusive

classroom, and the child in the whole school.
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CHAPTER FOUR

THE CHILD IN THE FAMILY/WHANAU’

4.1 Introduction
Parents® play important, if not critical, roles in educating and supporting students with
special educational needs. They are first and foremost parents, with all the rights and
responsibilities of that role, but they are also sources of information, partners in
designing and implementing programmes for their children, and 'consumers' of the
education. As well, they may be in need of direct support, in the form of counselling or
psychiatric care.

There are many reasons why professionals in wraparound services should seek to
develop effective relationships with the parents of children with complex needs.
Several stand out:

» Parents are most probably the only people who are consistently involved with their
child's education, health and welfare.

» Parents know their child's development and the factors that may be responsible for
their special educational needs. They can generally tell professionals what
motivates their child and which teaching and management strategies are most
effective.

* Working with parents increases the likelihood of consistency in expectations of
behaviour at home and at school. It also increases the opportunities for reinforcing
appropriate behaviours and increasing the range of reinforcers that are available to
do this.

* By being closely involved, parents will gain a greater understanding of their
children's schooling and the school's vision and goals.

* Regular contact with parents will heighten professionals’ sense of accountability.

e Children will obtain positive messages about the importance of their education if

they see their parents and educators working together.

> This chapter draws heavily upon four main sources: Mitchell (2008), Cooper & Jacobs (2011), the
Werry Centre (2010), and the Advisory Group on Conduct Problems (2011). For an extended discussion
of guidelines for increasing parental involvement in education, see Hornby (2011).

6 The term 'parent' encompasses a range of people, including natural parents, adoptive or foster parents,
guardians, extended family/whanau, and caregivers. Here I will use ‘parent’ to cover all categories of
such relationships.
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The present review confirms Church’s (2003) earlier conclusion that ‘research into
parenting skills training indicates that there are a number of training programmes
which are effective in helping parents to halt antisocial development and to accelerate
the social development of their children’ (p.4). According to Church,

these programmes focus on helping parents to learn how to (a) monitor a child's
whereabouts and behaviour, (b) participate actively in a child's life, (c) use
encouragement, praise, and rewards to manage child behaviour at home, (d)
ensure that discipline is fair, timely and appropriate to the misbehaviour, and (e)
use effective, positive, conflict-resolution and problem-solving strategies.
Parenting training courses have their strongest effects with the parents of young
children and weaker effects with the parents of children over the age of 8 years.
The effectiveness of parent training interventions is dependent in part upon the
cultural competence of the parent educator who must be able to communicate
with parents in their own language and who must be sufficiently trained and
experienced to be able to establish a positive interpersonal relationship both with
parents from a variety of different cultural backgrounds and with parents who are
experiencing major problems in their personal lives (p.4).

4.2 Why Some Parents May Need Support

Children with special educational needs can be a source of both joy and emotional
distress. However, some parents may also reject their children or be over-protective as
they experience feelings of shock, denial, disbelief, anger, guilt, depression and shame
at various times. These feelings may be triggered throughout the child's life,
particularly at significant occasions such as birthdays and during transitions associated
with schooling (Mitchell, 1986).

Parents of children who have special educational needs have extra demands on
them. Some of them take on the role of advocates for their and other children, acting as
agents of change for the education system as a whole. They may have to instigate
inclusive school practices and manage transitions associated with schooling. They, of
course, provide care for their child for a prolonged period and must ensure that other
people relate to their child in a way that helps their child acquire and maintain adaptive
behaviour. They must also access and maintain specialist services for their child.

Parents may also have to learn specialized skills. Since their children with
complex needs may not learn important skills as naturally or independently as their
siblings, parents may need to learn systematic management strategies, such as
behaviour management techniques, as outlined below.

Having a child with special educational needs often affects the family itself.
Parents may find it hard to get babysitters and to remain part of their church or other

community organisations. Friends and family may start avoiding them, or suggest,
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rightly or wrongly, that their child’s behaviour problems are the result of poor parental
management.

Although siblings may learn to love and accept others in their family
unconditionally and to develop a sense of responsibility, they may also become
embarrassed about their brother or sister with special educational needs, feel left out, or
resent the time that parents give him or her.

Caring for their family can be emotionally taxing for parents who have a child
with special educational needs. The extent to which this occurs can be affected by

e the amount of change imposed on the family and the seriousness of those
changes. For some families, a child with complex needs will require a number of
adjustments to their daily routines or dramatic changes in their earning power
and lifestyle.

- the family's adaptability, a factor which is, in turn, influenced by the personal
resources of each family member, particularly their level of education, their
health, their self esteem and the quality of the informal and formal social
supports available to them;

e the family's internal resources, for example the size of the family, the number of

parents in a family and their religious commitment.”

4.3 What Helps the Development of Effective Partnerships with Parents?

Regular contact with parents helps to establish relationship within which even the
smallest successes may be celebrated and any difficulties more easily anticipated and
more quickly resolved. Parents may be more able to contribute in meetings if they are
explicitly encouraged to do so, are clear about the nature of their contribution, and are
provided guidelines to do this. Meetings with parents may be more effective if they are
well structured. Individualised educational planning meetings, for instance, may
include a time for building rapport, obtaining information from parents, giving
information to them, summarising the information exchanged and planning a time for
follow-up. Conflict arises in any partnership and should be dealt with in a positive,

non-threatening manner.
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4.4 How May Parents be Supported?
In the remainder of this chapter, various parent-training and family support

programmes are outlined.

4.4.1 Parent Management Training

In Parent Management Training (PMT), parents are typically helped to use effective
behavioural management strategies in their homes. This strategy is often based on the
assumption that children’s conduct problems result from maladaptive parent-child
interactions, such as paying attention to deviant behaviour, ineffective use of
commands, and harsh punishments. Thus, parents are trained to define and monitor
their child's behaviour, avoid coercive interchanges and positively reinforce
acceptable behaviour by implementing developmentally appropriate consequences for
their child’s defiance. Such parent training is typically conducted in the context of
group or individual therapy. It includes a mixture of didactic instruction, live or
videotaped modeling, and role-plays. The emphasis is on teaching behavioural
strategies to parents of at-risk children that concentrate on transmitting knowledge
about antecedents and consequences Reinforcement should be administered
contingently (i.e., after the target behaviour), immediately, frequently and with a
variety of high quality reinforcers that are meaningful to the child. As well, such
techniques as shaping and prompting are used (Cooper & Jacobs, 2011; Kazdin &
Weisz, 1998; McCart et al., 2006). According to Cooper & Jacobs (2011), parents
learn to observe and identify child behaviours which could be defined as problematic
and to reframe them in ways which may lead to insight and, ultimately, solutions to
the reasons behind those behaviours, such as questions on what caused that behaviour
at that time and what were its consequences.

The evidence. In a recent review, Cooper & Jacobs (2011) concluded that PMT is
one of the most strongly-supported preventative interventions for children with social
and emotional behaviour disorders, particularly conduct problems.

This conclusion was supported in an earlier review of 29 well-designed studies
of treatments of children and adolescents with conduct disorders, covering the period
from 1966 to 1995 (Brestan & Eyberg, 1998). They found that parent training was one
of two treatments that were identified as being ‘well-established’

A 1996 meta-analysis of the effects of a behavioural PMT on anti-social

behaviours of children yielded a significant effect size of 0.86 for behaviours in the
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home. There was also evidence that the effects generalised to classroom behaviour
and to parents’ personal adjustment. It was noted, however, that these studies
compared parent management training with no training, and not with other strategies
(Serketich & Dumas 1996). However, a recent meta-analysis did compare the
effectiveness of two different strategies: behavioural parent-training (30 studies) and
cognitive-behavioural therapy (41 studies) for children and adolescents with antisocial
behavior problems. The effect size for behavioural parent training was 0.46 for child
outcomes (and 0.33 for parent adjustment) compared with 0.35 for child outcomes
with cognitive-behavioural therapy. Age was found to influence the outcomes of the
two interventions, with behavioural parent training having a stronger effect for
preschool and elementary school-aged children, while cognitive behavioural training
had a stronger effect for adolescents (McCart et al., 2006).

In another study, US researchers examined changes in parent functioning as a
result of participating in a behavioural PMT designed for children aged 6 to 11 with
attention-deficit hyperactivity disorder (ADHD) (Anastopolous et al., 1993). The
programme comprised nine sessions conducted over a two-month period, The content
included (a) an overview of ADHD, (b) a review of a model for understanding child
behaviour problems, (c) positive reinforcement skills (e.g., positive attending,
ignoring, compliance with requests, and a home token/point system), (d) the use of
punishment strategies (e.g., response cost, and time out), (¢) modifying strategies for
use in public places, and (f) working cooperatively with school personnel, including
setting up daily report card systems. Compared with equivalent families on the
waiting list for the treatment, those receiving the behavioural parent training showed
significant changes in their children’s psychosocial functioning, including
improvements in their ADHD symptoms. As well, the parents showed less stress and
enhanced self-esteem. (Finally, in a summary of parent-mediated interventions
involving children with autism, an overview paper concluded that parents learnt
behavioural techniques to increase and decrease selected target behaviours in their
children (Matson et al., 1996). Among the studies cited was one in which parents were
taught to help their children follow photographic schedules depicting activities such as
leisure, self-care and housekeeping tasks. The results showed increases in social
engagement and decreases in disruptive behaviour among the children with autism

(Kranz et al., 1993).
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According to a recent review by the Werry Centre (2010), PMT programmes are
effective in the treatment of disruptive behaviour disorders, in improving children’s
compliance with instructions, in improving parental self-esteem and in reducing
parental stress. They noted that it is particularly efficacious for children under the age
of 10 years and their families (Fonagy et al., 2000; Gardner et al., 2006; Hutchings et
al., 2007; Wolpert et al., 2006).

A recent meta-analytic review of studies aimed to identify the components of
successful PMT programmes for children aged up to eight (Kaminski et al, 2008).
This analysis demonstrated that the three most effective were: instruction in positive
interactions with their child, encouragement of emotional communication, and
practising with their own child. Least effective were those involving problem-solving
skills training, promoting their child’s academic success and use of ancillary services.
Four components were significantly positively correlated with reducing in aggression
in the children. These were positive interaction, time out, consistent responding and
practising with their own child. The mean effect size for parenting outcomes appeared
larger than that for child outcomes. Those children with internalising disorders
appeared to benefit more from the interventions than those with externalising

disorders.

4.4.2 The Incredible Years Programme

The Incredible Years programme is a variant of PMT, but includes programmes for
children and teachers, as well as parents. Carolyn Webster-Stratton and her colleagues
at the University of Washington (Webster-Stratton et al., 1988; Webster-Stratton,
1996 Webster-Stratton et al., 2008) have developed the programme, which is
currently in use in New Zealand. Aimed a children aged from birth to 12 and their
parents, Incredible Years comprises a series of two-hour week group discussion (a
minimum of 18 sessions for families referred because of abuse and neglect). The
programme contains videotape modelling sessions, which show 250 vignettes of
approximately 2 minutes each in which parents interact with their children in both
appropriate and inappropriate ways. After each vignette, the therapist leads a
discussion of the relevant interactions and solicits parents’ responses. Parents are
taught play and reinforcement skills, effective limit-setting and nonviolent discipline
techniques, problem-solving approaches promoting learning and development, and

involvement in their children’s schooling (Webster-Stratton & Reid, 2012).
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As well Incredible Years has an add-on programme to facilitate parents in
supporting their child’s schoolwork. There is also a classroom programme, with over
60 lesson plans for all age ranges of children (Webster-Stratton & Reid, 2004), and a
cognitive-behavioural programme for small groups of children with conduct problems
(Webster-Stratton & Reid, 2003). Additionally there is a teacher-training programme
in classroom management of children with externalising and internalising problems
that operates similarly to that of the parent-training programme (Webster-Stratton et
al, 2001).

In New Zealand, the Incredible Years programme has been extended into
Positive Behaviour for Learning — Parents. This programme is aimed at helping
parents to reduce challenging behaviours in their children aged three to eight years,
providing them with strategies to manage such behaviours as aggressiveness,,
tantrums, swearing, whining, yelling, hitting and refusing to follow rules. Parents are
referred to the programme on the basis of an assessment of their child as part of the
B4 School Checks or through agencies such as Child, Youth and Family.

The evidence. The Werry Centre (2010) points out that Incredible Years has been
extensively researched, and has been found to be more useful in the long-term than
other similar programmes.

As noted by Cooper & Jacobs (2011), every element of the Incredible Years
programme has been the subject of research, using wait-list children as controls. A
drawback of this approach is that it largely precludes the collection of longitudinal
follow-up data, as control children also receive the programme after a waiting period.
In the US, it has been trialled extensively with children on the Head Start scheme
(Reid & Webster-Stratton, 2001, Webster-Stratton et al., 2001) with particular
concentration on the programme generalising across ethnic minority cultures (Reid et
al., 2002). There has been additional research in the UK (Gardner et al, 2006)
producing similar positive results.

According to the U.S. Department of Education, Institute of Education Sciences,
What Works Clearinghouse (2011), in a study that ‘met its evidence standards without
reservation’ (p.3), Webster-Stratton, et al. (2004) randomly assigned 159 families to
one of six conditions: parent training alone (PT); child training alone (CT); parent
training plus teacher training (PT+TT); child training plus teacher training (CT+TT);
parent and child training combined with teacher training (PT+CT+TT); and a wait-list

comparison group. The primary referral problem was oppositional defiant disorders

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



53

that had been occurring for at least six months; the children were aged 4-8 years.
Reports and independent observations were collected at home and school. Following
the 6-month intervention, all treatments resulted in significantly fewer conduct
problems with mothers, teachers, and peers compared to controls. Children’s negative
behavior with fathers was lower in the three PT conditions than in the controls.
Children showed more prosocial skills with peers in the CT conditions than in the
control conditions. All PT conditions resulted in less negative and more positive
parenting for mothers and less negative parenting for fathers than in the control group.
Mothers and teachers were also less negative than controls when children received CT.
Adding TT to PT or CT improved treatment outcome in terms of teacher behavior
management in the classroom and in reports of behaviour problems.

Again as noted by Cooper & Jacobs (2011), the Incredible Years has received
endorsements of its evidence-based effect on children with social and emotional
disorders from all reviews of its efficacy (Eyberg et al., 2008; Weisz et al., 2004,
Nixon, 2002). Interestingly, according to research by Reid et al (2004) the programme
was as efficacious for parents of the most disadvantaged children, as well as those
parents with a higher socio-economic demographic.

A recent New Zealand study investigated the efficacy of the Incredible Years
Basic Parent Programme and its cultural appropriateness (Fergusson et al., 2009).
This study examined data on 214 parents who attended the programme for at least
nine sessions. Pre-test and post-test comparisons showed significant improvements in
behaviour and social competence scores for the children, with effect sizes ranging
from 0.50 to 0.77. Parental satisfaction with the programme was high for both Maori
and non-Maori parents.

As well as in New Zealand, Incredible Years has been adopted successfully in
the US (where it originated), England, Wales, Ireland, Norway, Sweden, Denmark,

and Russia.

4.4.3 Parent-child Interaction Therapy

This strategy is also closely related to PMT, but without the close adherence to
behavioural principles. It is usually a short-term intervention programme aimed at
parents of children with a broad range of behavioural, emotional or developmental
problems. Its main aim is to help parents develop warm and responsive relationships

with their children and develop acceptable behaviours. It includes non-directive play,
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along with more directive guidance on interactions, sometimes using an ear

microphone (Eyberg et al., 1995; Hembree-Kigin and McNeil, 1995).

The evidence. A review of outcomes of parent-child interaction therapy
concluded that it was generally effective in decreasing a range of children’s disruptive
and oppositional behaviours, increasing child compliance with parental requests,
improving parenting skills, reducing parents’ stress levels and improving parent-child
relationships (Mclntosh et al., 2000). A US study investigated the long-term
maintenance of changes following parent-child interaction therapy for young children
with oppositional defiant behaviour. This study involved interviewing 23 mothers of
children aged from six to 12 years. Changes that had occurred at the end of the

intervention were maintained three to six years later (Hood & Eyberg, 2003).

4.4.4 Triple P-Positive Parenting Programme
This is a multi-level parenting and family support strategy aimed at reducing
children’s behavioural and emotional problems by enhancing the skills and confidence
of their parents (Sanders, 2008). It has also been applied to parents of children with
ADHD (Hoath & Sanders, 2002). Triple P is being used in a range of countries,
including Canada, Australia, Singapore, Hong Kong, UK, and New Zealand.

Triple P includes five levels of intervention of increasing strength:

(a) auniversal media information campaign targeting all parents: e.g., promoting
the use of positive parenting practices in the community, destigmatising the
process of seeking help for children with behaviour problems, and countering
parent-blaming messages in the media;

(b) two levels of brief primary care consultations targeting mild behaviour
problems: (i) delivering selective intervention through primary care services
such as maternal and child health agencies and schools, using videotaped
training programmes to train staff; and (ii) targeting parents who have mild,
specific concerns about their child’s behaviour or development and providing
four 20-minute information-based sessions with active skills training;

(c¢) two more intensive parent training programmes for children at risk for more
severe behaviour problems: (i) running a 10-session programme which
includes sessions on children’s behaviour problems, strategies for

encouraging children’s development and managing misbehaviour; and (ii)
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carrying out intervention with families with additional risk factors that have
not changed after lower levels of intervention. (Sanders, 1999)

Further details about Triple P levels 1-3 can be found at:
http://www10.triplep.net/?pid=29

As noted by Meyer & Evans (2006), the Stepping Stones Triple P (SSTP)
programme has subsequently been adapted from the original Triple P model to
address the needs of families with children who have developmental disabilities and
challenging behaviour (Sanders et al., 2003, 2004). This programme incorporates
issues relevant to these families including inclusion, community living, family
supports, increased caregiving needs, and it includes behaviour change protocols for
behavioural challenges such as self-injurious behaviour, pica, and stereotyped
behaviours (Sanders, Mazzucchelli, & Studman, 2004).

The evidence. Sanders (1999) reports on studies of the Triple P-Positive
Parenting Program administered to parents in groups. One of these involved 1,673
families in Perth, Western Australia. Parents who received the intervention reported
significantly greater reductions on measures of child disruptive behaviours than
parents in the non-intervention comparison group. Prior to the intervention, 42 per
cent of the children had disruptive behaviour, this figure reducing to 20 per cent after

According to Meyer & Evans (2006), early results for SSTP are promising
regarding its effectiveness in generating positive outcomes. It also parallels strengths
of Triple P in provision of a detailed and practical manual or guides for the use of
SSTP by practitioners working with families outside Sanders’ own clinical and

research teams (Sanders et al., 2003).

4.4.5 Strengthening Families

This New Zealand programme has been available throughout the country since 1999.
Its aim is ‘to offer help before a family/whanau has serious problems requiring
intensive of statutory intervention’ It does this by promoting cooperation between
community organisations, social services and government agencies. At the time of
writing, a total of 11 government departments had committed to being part of
Strengthening Families. These included ACC, Child Youth and Family, Department of
Corrections, Ministries of Education, Health, and Justice, and New Zealand Police.
The chief executives of the Ministries of Education, Health, Justice and Social
Development are responsible for the strategic direction of the service. Some 60

coordinators are located throughout the country, mostly employed in community
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organisations. These coordinators are supported Local Management Groups, with
members coming from government agencies, local authorities, iwi and community
groups. The Family and Community Services in the Ministry of Social Development

coordinates the funding and guides the overall direction of Strengthening Families.

4.4.6 Whanau Ora

This new programme (Taskforce on Whanau-Centred Initiatives, nd) aims at
strengthening whanau ’ capabilities through an integrated approach to whanau
wellbeing and a collaborative relationship with state agencies. As well as specifically
targeting individuals, there will be ‘a parallel responsibility to the whanau’ (p.31). An
emphasis will be placed on ‘cultural integrity in the design and delivery of whanau-
centred services’ (p.38). A key feature of Whanau Ora will be ‘integrating delivery of
government services to provide a single point of contact for whanau by organisations

acculturated towards whanau-centred service delivery.’ (p.40)

4.4.7 Other Parenting Programmes

In the US, several other programmes concerned with assisting parents of children with
varying types of conduct disorders exist. These include the Oregon Social Learning
Center’s programme (Dishion & Patterson, 1996) and a parenting skills training
programme, Helping the Non-compliant Child, developed by McMahon and his
colleagues (Forehand & McMahon, 1981, MacMahon & Forehand, 2003). See Church

(2003) for a review of both of these and the ones referred to above.

4.4.8 Some Caveats
According to the Werry Centre (2010), the success of parenting programmes such as
those outlined above is contingent on a number of factors, which include:

e the severity or chronicity of the disorder, and the presence of co-morbidities;

¢ including parents who choose not to complete the programme;

e parental negativity towards the child;

e maternal psychopathology, in particular depression and life events;

e more difficult and older children above the age of 8 require adjunctive treatment

to parent training, to handle problems in the parental relationship;

" Whanau ‘generally refers to Maori who share common descent and kinship, as well as collective
interests that generate reciprocal ties and aspirations.” (Taskforce on Whanau-Centred Initiatives, nd,

p.12)
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the accessibility and affordability of training for staff; and

socio-economic status (low SES is associated with more limited outcomes)

This latter point, that parenting programmes appear to be least effective with

economically disadvantaged families, is confirmed by Dumas & Wabhler (1983) and

Lundahl et al. (2006). Given that parent training is a technique most often offered to

the most disadvantaged families, this is a matter of concern. Forehand & Kotchick

(2002) suggest that such families can be best reached when training is delivered within

the community, using neighbourhood community centres or schools and when they are

delivered by agencies that the parents trust. Further, they state:

Parents cannot fully engage in parent training until their other basic needs have
been adequately addressed; thus, working with the socially isolated or highly
disadvantaged families that present for assistance in managing their children’s
behaviour may require much more than parent training in order to be successful.
(p-380).

Also, it must be noted that, as pointed out above, Reid et a/ (2004) found that the

Incredible Years programme was efficacious for parents of the most disadvantaged

children. Possibly this was because of the use of videotapes.

4.4.9 The Need for Culturally Responsive Programmes
As indicated earlier, Church (2003) noted that

The effectiveness of parent training interventions is dependent in part upon the
cultural competence of the parent educator who must be able to communicate
with parents in their own language and who must be sufficiently trained and
experienced to be able to establish a positive interpersonal relationship ... with
parents from a variety of different cultural backgrounds... (p.4).

Bevan-Brown (2003) expands on this notion of cultural competence, noting

several factors that may influence the perception and management of Maori children

with special needs. These include:

different world views and the beliefs, values, attitudes and practices that
emanate from them;

beliefs about the cause and nature of disability;

family structure and interpersonal relationships;

communication and interaction styles;

spiritual beliefs;

language; and

degree of acculturation (pp.2-3).
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Similarly, Macfarlane (2011) argues that a culturally-informed understanding of

conduct problems is critical in enabling professionals to work effectively with Maori

families. This means, for example that it is necessary for professionals to find a

‘balance between generic western science programmes and kaupapa Maori

programmes’ (p.43) and to take account of such factors as ‘cultural disconnection and

loss of identity, erosion of whanau wellness and the negative impacts of racism,

discrimination and institutionalism’ (p.44).

Although not specifically focused on students with special needs, the recently-

published document Tataiako, Cultural competencies for teachers of Maori learners,

(Ministry of Education, 2011) is also relevant. See also the comments on Whanau Ora,

above.

Meyer & Evans (2006) make several points of relevance:

There is limited information available in the published intervention literature
regarding cultural considerations in the design and implementation of effective
interventions, although there is recent evidence across differing national groups.
Virtually all intervention research is silent on the issue of cultural adaptations.
Their meta-analysis found no significant differences by ethnicity for the
effectiveness of interventions with behavioural challenges.

It 1s crucial that recommended and available practices be culturally appropriate

for different groups, especially Maori.

Summary

Parents play important, if not critical, roles in educating and supporting
students with special educational needs.

Many parents of children with special educational needs require support and
training to deal with their children, especially those with complex needs.

Parent Management Training (PMT) involves parents being trained to define
and monitor their child's behaviour, avoid coercive interchanges and positively
reinforce acceptable behaviour by implementing developmentally appropriate
consequences for their child’s defiance. Research shows that it is one of the
most strongly-supported preventative interventions for children with social and
emotional behaviour disorders, particularly conduct problems.

The Incredible Years programme is a variant of PMT and is aimed at children

aged two to seven and their parents. It utilises videotape modelling sessions
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with group discussions. It has been extensively researched, and has been found
to be more useful in the long-term than other similar programmes.

5. Parent-child Interaction Therapy is also closely related to PMT, but without
the close adherence to behavioural principles. Its main aim is to help parents
develop warm and responsive relationships with their children and develop
acceptable behaviours. It includes non-directive play, along with more directive
guidance on interactions. Research shows it to be generally effective in
decreasing a range of children’s disruptive and oppositional behaviours,
increasing child compliance with parental requests, improving parenting skills,
reducing parents’ stress levels and improving parent-child relationships.

6. Triple-P Positive Parenting Programme is a multi-level parenting and family
support strategy aimed at reducing children’s behavioural and emotional
problems by enhancing the skills of their parents. It includes five levels of

intervention of increasing strength. Research has demonstrated its efficacy.

7. Two New Zealand programmes, Strengthening Families and Whanau Ora, are

further examples of wraparound human services that have a focus on families.

8. The success of parenting programmes such as those outlined above is
contingent on a number of factors, which include:

e the severity or chronicity of the disorder, and the presence of co-morbidities;

including parents who choose not to complete the programme;
e parental negativity towards the child;
e maternal psychopathology, in particular depression and life events;
o the accessibility and affordability of training for staff; and
e socio-economic status (low SES is associated with more limited outcomes).

9. The effectiveness of parent training interventions is dependent in part upon the
cultural competence of the parent educator who must be able to establish a
positive interpersonal relationship with parents from a variety of different

cultural backgrounds.
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CHAPTER FIVE
THE CHILD IN THE INCLUSIVE CLASSROOM®

SEBD [social, emotional and behavioural difficulties] among school pupils is a
unique problem within education. No other educational problem is associated
with such frustration, fear, anger, guilt and blame (Cooper & Jacobs. 2011,

p.32).
5.1 Introduction
The inclusive classroom is an essential component of the comprehensive ecological
approach to working with students with complex needs. In developing this theme,

several assumptions are made:

5.1.1 From universal to individually tailored strategies

As pointed out in Chapter 1, section 1.4, the rationale for designing services for
children with complex needs may be portrayed in the form of a Venn diagram (Figure
5). It will be recalled that this diagram indicated that there are universal needs i.e.,
those shared by all children (A); semi-universal needs, i.e., those shared by all
children with special needs (B); and specific needs, i.e., those that are specific to all
children falling into a particular category (e.g., complex needs) (C). It was also
emphasised that each child is unique, with his or her own individual needs. I have
argued elsewhere (Mitchell, 2008) that the same reasoning can be applied to the
selection of teaching strategies. In other words, some strategies apply to all children,
some are specific to those with special needs, others are specific to those with
complex needs, while still others are specific to individual children. Therefore, in
outlining teaching strategies that should be in the repertoire of teachers working with
students with complex needs, it would be wrong to focus only on those that apply

specifically to those students.

¥ This chapter draws heavily upon Mitchbll (2008, 2010), and %lso Cooper &
Evans (2006), and Church (2003).

| Meyer &
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Figure 5. Design of services from universal, through semi-universal to specific

Putting it another way, elsewhere, I asked the question: do students with special
educational needs require distinctive teaching strategies? My answer to this question
was both ‘Yes’ and a qualified ‘No.’ Firstly, yes: some students — especially those
with high or very high needs — do require some significantly different teaching
strategies to those that educators in regular classes might usually employ. For
example, some students with visual impairments are reliant on their tactile and
auditory senses for learning and will require specialised techniques such as Braille
and orientation and mobility training. Secondly, no: for the most part, students with
special educational needs simply require good teaching. As some writers argue, there
is little evidence to support the notion of disability-specific teaching strategies, but
rather that all learners benefit from a common set of strategies, even if they have to be
adapted to take account of varying cognitive, emotional and social capabilities
(Kavale, 2007). What is required is the systematic, explicit and intensive application

of a wide range of effective teaching strategies (Norwich, 2003).

5.1.2 Gradations of intervention

Not all of the interventions outlined in this chapter are within the capacity of regular
class teachers acting alone in their classrooms. Some of the strategies call upon very
intensive work undertaken by specialist personnel such as psychologists. In some cases,
meeting the needs of some children with complex needs may be beyond the resources
of a regular school, even with a range of specialist support services. In other words, to
take into account the severity of individual children’s needs, a gradation of

interventions has to be considered. Two related approaches deal with this issue: the
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‘response to intervention’ model employed mainly in the US, and the ‘graduated
response’ model employed in England. Both of these will be summarised below. In a
similar vein, Meyer & Evans (2006), refer to three broad categories of ‘levels of
support’: Level 1 comprises ‘placement in integrated school and community
environments’; Level 2 involves ‘placement in a more restrictive school setting’; and
Level 3 comprises ‘Level 1 or Level 2 plus wraparound child-centred services and/or
parent training outside the range of the normal school day and/or school year to
support families’ (pp.104-105).

Firstly, I will consider Response to Intervention (Rtl). In brief, this involves
(a) tracking the rate of growth in core subjects for all students in the class; (b)
identifying students whose levels and rates of performance are significantly below
their peers; and (c) systematically assessing the impact of evidence—based teaching
adaptations on their achievement (Shaddock et al., 2009). Above all, RtI is an
approach focused on outcomes and on the evaluation of intervention; it thus integrates
student assessment and instructional intervention. The Rtl framework provides a
system for delivering interventions of increasing intensity. Data based decision-
making is the essence of good Rtl practice. It is widely used in the US and Canada,
but I was unable to find any significant reference to its use outside North America.
The following material relating to Rtl is synthesised from Ervin (2010), Gerber
(2010), the National Association of State Directors of Special Education and the
Council of Administrators of Special Education (2006), the National Center on
Response to Intervention (2010), and Wikipedia (2010).

In the US, Rtl has a statutory and regulatory foundation. Thus, the re-
authorisation of IDEA in 2004 proscribed the identification of a child with a specific
learning difficulty on the basis of a severe discrepancy between achievement and
intellectual ability. Instead, it favoured a process in which the child ‘responds to
scientific, research-based intervention’ [P.L. 108-446, £614(b)(6)(B)]. Further,
subsequent regulations required that prior to being referred for classification as a child
with a specific learning disability, he or she should have been provided with
‘appropriate high quality, research-based instruction in regular education settings’,
and that ‘data-based documentation of repeated assessments of achievement at
reasonable intervals, reflecting formal assessment of student progress during
instruction’ be provided. Only then, if the child has not made adequate progress after

an appropriate period of time, could the child be referred for an evaluation to
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determine if special education should be provided. It must be emphasised that Rtl is
not limited to students with learning disabilities, but is intended for all those who are
at risk for school failure, and those with behaviour disorders.

According to the National Association of State Directors of Special Education
and the Council of Administrators of Special Education (2006), there are three key
components of Rtl:

(1) High-quality instruction/intervention, defined as instruction or intervention
matched to student need that has been demonstrated through scientific research and
practice to produce high learning rates for most students. Individual responses are
assessed in Rtl and modifications to instruction/intervention or goals are made
depending on results with individual students.

(2) Learning rate and level of performance are the primary sources of
information used in ongoing decision-making. Learning rate refers to a student’s
growth in achievement or behaviour competencies over time compared to prior levels
of performance and peer growth rates. Level of performance refers to a student’s
relative standing on some dimension of achievement/performance compared to
expected performance (either criterion- or norm-referenced). Decisions about the use
of more or less intense interventions are made using information on learning rate and
level. More intense interventions may occur in general education classrooms or pull-
out programmes supported by general, compensatory or special education funding.

(3) Important educational decisions about the intensity and the likely duration
of interventions are based on an individual student’s response to instruction across
multiple tiers of intervention. Decisions about the necessity of more intense
interventions, including eligibility for special education, exit from special education
or other services, are informed by data on learning rate and level.

What follows is a more detailed explanation of the ‘multiple tiers of
intervention’, referred to in the last of the above points, and sometimes described as
‘levels’. Most writers identify three tiers, but sometimes four are described. Each tier
provides progressively more intense and individualised intervention, with the aim of
preventing, as far as possible, serious and continuing learning difficulties or
behavioural problems, or reducing or eliminating them.

Tier I: core classroom instruction. Sometimes referred to as ‘primary
prevention’, this is the foundation of Rtl and contains the core curriculum (both

academic and behavioural). The core -curriculum should be effective for
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approximately 80% -85% of the students. If a significant number of students are not
successful in the core curriculum, Rtl suggests that instructional variables, curricular
variables and structural variables (e.g., building schedules) should be examined to
determine where instruction should be strengthened. Tier I interventions focus on in-
class support and group interventions for all students and are characterised as
preventive and proactive. The teaching programme should comprise evidence-based
instruction and curriculum and should be the responsibility of the general education
teacher. At this level, there should be careful monitoring of all students’ progress and
universal screening to identify at-risk students. A small minority of students with
complex needs may respond to this level

Tier II: supplemental instruction. Sometimes referred to as ‘secondary
prevention’, interventions at this level are of moderate intensity and serve
approximately 15-20% of students (some writers go as high as 30%) who have been
identified as having continuing difficulties and who have not responded to normal
instruction. Interventions at this level comprise targeted small group interventions
(two to four students) for about an additional hour per week. Instruction is both more
extensive and intensive than at Tier I and there should be weekly progress monitoring
of target skills to ensure adequate progress (and that the intervention is working).
Students at Tier II continue to receive Tier I instruction in addition to Tier II
interventions. Based on performance data, students move fluidly between Tier I and
Tier I1. This tier is still the responsibility of the general education teacher, but with the
assistance of a relevant specialist. Some students with complex needs may respond to
interventions at this level.

Tier III: Instruction for intensive intervention. Sometimes referred to as ‘tertiary
prevention’, this tier serves approximately 5-10% (some say as few as 2%) of students
and is targeted at those with extreme difficulties in academic, social and/or
behavioural domains who have not responded adequately to Tier I and Tier II efforts.
The goal at this level is remediation of existing problems and the prevention of more
severe problems. Students at this tier receive intensive, individual and/or small group
interventions, with daily monitoring of progress in critical skills. Special education
programmes are designed to supplement and support Tier I and Tier III instruction. At
this level, a trained specialist would be involved. Once students reach their target
skills levels, the intensity and/or level of support is adjusted. These students also

move fluidly among and between the tiers. It is expected that the majority of students
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with complex needs will require intervention at this level

If Tier III is not successful, a student is considered for the first time in Rtl as
being potentially disabled. These three Tiers are sometimes referred to as ‘universal’
(Tier I), ‘targeted group’ (Tier 1), and ‘individual’ (Tier III).

To these three tiers, Gerber (2010) adds a fourth to encompass students with
‘extraordinary needs,” who require ‘highly specialized methods’. This tier is of
particular relevance when considering students with complex needs.

A caveat should be entered at this point: there should be a mechanism through
which students with severe or significant academic, social-emotional of behavioural
problems (e.g., those with complex needs) which would allow them to be ‘triaged’

directly into Tier III (or IV), rather than requiring them to go through Tiers I and IIL.

For Rtl to be effectively implemented, several conditions have to be met:
a effective assessment procedures — for screening, diagnosis and progress
monitoring- have to be put in place;
b evidence-based teaching strategies should be employed;
¢ a structured, systematic problem-solving process should be implemented;
d it is important to see Rtl as a flexible and fluid model, based on student need
and not premised on particular labels or special education programmes;
e there should be school-wide responsibility for all students, including SWSEN
(see Chapter Six);
f teachers, principals and specialists should receive appropriate pre-service
training and in-service professional development on Rtl;
g adequate resources need to be made available;
h parents should be involved in the decision-making processes in Rtl (see also
Chapter Four of this review);
i exemplar RtI models should be developed before Rtl is fully implemented.
Finally, as Madalaine & Wheldall (2009) pointed out, there is an enormous
amount of support for Rtl in the literature but, while it makes very good conceptual
sense, there is relatively little scientific evidence about its effectiveness as yet in
comparison to other models of identification and remediation (p.9). However, what
research has been reported is encouraging. For example, VanDerHeyden et al. (2007)
found that students responded positively to Rtl and that African-American students

responded more quickly than other ethnic groups. Similarly positive findings have
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been reported by Marston (2001), who attributed Rt to a drop over a three-year
period in the percent of African-American students placed in special education from
67% to 55% (considering that 45% of the student population was comprised of
African-American students).

Secondly, consideration should be given to the Graduated Response Model in
England. It has marked similarities with the Rtl model, particularly with regard to the
notion of three tiers and a concern for monitoring student outcomes. As outlined in
the Code of Practice (Department for Education and Skills, 2001):

In order to help children who have special educational needs, schools in the
primary phase should adopt a graduated response that encompasses an array of
strategies. This approach recognises that there is a continuum of special
educational needs and, when necessary, brings increasing specialist expertise to
bear on the difficulties that a child may be experiencing. However the school
should, other than in exceptional cases, make full use of all available classroom
and school resources before expecting to call upon outside resources (p.48).

As in Tier I in the RtI model, in the Graduated Response approach it is assumed
that classroom teachers should do all they can to provide an appropriate education for
all their students through differentiated teaching, with additional action being taken
only for those whose progress continues to cause concern. In addition to the
assessment data that all schools record for all students, the pupil record for a student
with special educational needs should include more detailed information about his or
her progress and behaviour. This record should provide ‘information about areas
where a child is not progressing satisfactorily, even though the teaching style has been
differentiated’ (p.51). From this, the teacher may feel that that his or her teaching
strategies are not resulting in the child learning as effectively as possible and will
consult with the school’s Special Education Needs Coordinator (SENCO) to review
the strategies currently being used. Following this consultation, it may be determined
that the child requires help over and above what can be provided by the teacher. In
that case, consideration may then be given to helping the child through School Action
(roughly equivalent to Tier II in the Rtl). In School Action the class teacher or the
SENCO identifies a child as having special education needs and will ‘provide
interventions that are additional to or different from those provided as part of the
school’s usual differentiated curriculum’ (p.52, emphasis in the original). The triggers
for School Action include (a) the child making little or no progress even when
teaching approaches are targeted at a his or her areas of weakness, and (b) the child

presenting persistent emotional or behavioural difficulties which are not ameliorated
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by the behaviour management techniques usually employed in the school. The
SENCO and the child’s class teacher then decide on the nature of the intervention
needed to help the child to progress. This may include the deployment of extra staff to
enable individual tuition, the provision of different learning materials or special
equipment, and staff training, all to be recorded in an IEP.

Should further help be required, a request for external services is likely, through
what is referred to as School Action Plus. This would follow a decision taken by the
SENCO and colleagues, in consultation with parents, at a meeting to review the
child’s IEP. The triggers for School Action Plus usually involve the child, despite
receiving an individualised programme and concentrated support, (a) continues to
make little or no progress in specific areas, (b) continues to work at National
Curriculum levels substantially below that expected of children of a similar age,
and/or (c) has emotional or behavioural difficulties which substantially interfere with
the child’s own learning and that of the class group. This review would result in a new
IEP which sets out fresh strategies for supporting the student’s progress, which are
usually implemented in the normal classroom setting.

The next step in the process is for the school to request a statutory assessment.
This requires evidence that the child has ‘demonstrated significant cause for concern’
and that ‘any strategy or programme implemented ... has been continued for a
reasonable period of time without success and that alternatives have been

tried...* (p.56).

5.1.3  Evidence-based teaching strategies
As I have noted in previous writing (Mitchell, 2008, 2010), educators are increasingly
expected to be responsible not only for helping students to achieve the best possible
outcomes, but also for using the most scientifically valid methods to achieve them.
Indeed, in the US, the No Child Left Behind law requires teachers to use ‘scientific,
research-based programs’, defined as: ‘(1) grounded in theory; (2) evaluated by third
parties; (3) published in peer-reviewed journals; (4) sustainable; (5) replicable in
schools with diverse settings; and (6) able to demonstrate evidence of effectiveness.’
Briefly, evidence-based teaching strategies may be defined as ‘clearly specified
teaching strategies that have been shown in controlled research to be effective in
bringing about desired outcomes in a delineated population of learners’ (Mitchell,

2008, p.1).
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A similar definition is presented by Cooper & Jacobs (2011) in their review of
the education of children with social, emotional and behavioural difficulties:

‘Evidence based outcomes for the child’ ... We consider this phrase refers to
the need to identify the most valid and reliable research-based empirical
evidence of interventions effective in improving a child’s social and emotional
competence and educational performance. Validity and reliability are
established through analysis of the methodological rigour of individual sources
drawn, primarily, from peer-reviewed sources (p.10).

Cooper & Jacobs refer to a hierarchy of study types to differentiate between
studies in terms of quality, with well-conducted, large-scale randomised-controlled
trials providing the strongest form of generalisable evidence. The following hierarchy
of study types (based on Nathan & Gorham, 2002) was employed to differentiate
between studies:

Type 1: randomised prospective trials with control/comparison groups

Type 2: clinical trials with some type 1 characteristics missing

Type 3: prospective ‘naturalistic studies’ with control/comparison groups
Type 4: prospective ‘naturalistic studies’ without control/comparison groups
Type 5: retrospective studies; pilot studies

Type 6: reviews with secondary data analysis/meta analyses

Type 7: reviews without secondary data analyses

Type 8: case studies

Type 9: audits; essays; opinion papers.

Their review focuses on Type 1 studies, i.e., rigorous, large-scale random
controlled trials, because they provide the strongest form of evidence of success that

is generalisable across different settings and maintained over time.

5.1.4 Inclusive education

It is beyond the scope of the present review to undertake a complete analysis of the
research into inclusive education. Suffice to say that, as I have stressed in other
writing, inclusive education goes beyond simply placing children in age-appropriate
neighbourhood schools. Several other features must be present: a vision, adapted
curriculum, adapted assessment, adapted teaching, acceptance, access, support,
resources and leadership (Mitchell, 2008). Also, as noted in Chapter One, section
1.6.2, the Government’s policy is to achieve a fully inclusive education system by
2014. The strategies outlined in the remainder of this chapter are therefore those that

have been found to be successful in regular classrooms.

5.1.4 Academic, as well as socio-emotional goals
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As with all students, those with complex needs should be provided with an education
that enables them to acquire academic skills such as literacy and numeracy, as well as
maximising their emotional well-being and positive social functioning. This chapter
focuses on how these goals can be facilitated by ensuring that these students are
actively and positively engaged in learning in the classroom environment. The next

chapter will address school-wide intervention.

Bearing the preceding points in mind, the following strategies and programmes will
be described:

5.2 Adapted curricula

5.3 Assessment

5.4 Cooperative group teaching

5.5 Peer tutoring and peer support

5.6 Classroom climate

5.7 Social skills training

5.8 Cognitive strategy instruction

5.9 Self-regulated learning

5.10 Behavioural approaches

5.11 Functional behavioural assessment
5.12 Cognitive behavioural therapy
5.13 FRIENDS programme

5.14 Review and practice

5.15 Formative assessment

5.16 Feedback

5.17 Social and emotional learning programmes
5.18 Early intervention

5.19 The Hei Awhina Matua project
5.20 Multi-component programmes

5.2 Adapted Curricula
Making appropriate adaptations or modifications to the general curriculum is central
to inclusive education and is probably the biggest challenge to educators, particularly
those teaching students with complex needs.

The curriculum in an inclusive classroom has two main features:

e [tis a single common core curriculum that is, as far as possible, accessible to
all learners, including those with special educational needs. (Conversely,
special educational needs are created when a curriculum is not accessible to
all learners.)

e It includes activities that are age-appropriate, but are pitched at a

developmentally appropriate level.
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Within an inclusive classroom, it is therefore likely that there will be learners
who are functioning at two or three levels of the curriculum. Some will be working at
their age level, some will be working a year or more ahead, and some will be working
at an earlier age level. This means that teachers should be prepared to use multi-level
teaching or, at a minimum, make adaptations to take account of the diversity within
their classrooms.

In a wide-ranging analysis of what should constitute an appropriate curriculum
for students with disabilities, Browder et al. (2004) commenced by recognising that
‘curriculum, the content of instruction, has been one of the most controversial areas in
education because determining what students will learn in school reflects both
educational philosophy and societal values’ (p.211). They go on to trace the evolution
of different approaches to the curricula for students with disabilities.

The first approach was the developmental model, which emerged in the 1970s
after PL94-142 established the right for all students with disabilities to have a free,
appropriate education. In this model, educators adapted existing infant and early
childhood curricula, on the assumption that the educational needs of students with
severe disabilities could best be met by focusing on their mental age.

The second was the functional model, which was based on what was required
to function in the daily life of a community. By the late 1980s, a strong consensus had
emerged that curricula should focus on age-appropriate functional skills. This typically
involved selecting from a range of such skills those which best fitted a particular
student — hence the IEP.

The third model was described as an additive model, initially reflecting a focus
on including students with severe disabilities in general education classrooms and with
a strong emphasis on social inclusion and student self-determination, Browder et al.
noted that with the continued efforts to promote inclusive education, this additive
curriculum focus became extended to embrace ways of enabling students with
disabilities to participate in the general education curriculum.

It is this third, and current, model that forms the basis of the following analysis
by Browder et al.:

An accommodation is a change made to the teaching or testing procedures in order
to provide a student with access to information and to create an equal opportunity to
demonstrate knowledge and skills. Accommodations do not change the instructional
level, content, or performance criteria for meeting standards. Examples of
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accommodations include enlarging the print, providing oral versions of tests, and
using calculators.

A modification is a change in what a student is expected to learn and/or demonstrate.
A student may be working on modified course content, but the subject area remains
the same as for the rest of the class. If the decision is made to modify the curriculum,
it is done in a variety of ways, for a variety of reasons, with a variety of outcomes.
Again, modifications vary according to the situation, lesson or activity. The four
most common ways are listed here:
Same, only less — The assignment remains the same except that the number of
items is reduced. The items selected should be representative areas of the
curriculum. ...
Streamline the curriculum — The assignment is reduced in size, breadth, or focus
to emphasize the key points. ...
Same activity with infused objective — The assignment remains the same, but
additional components, such as IEP objectives or skills, are incorporated. This is
often done in conjunction with other accommodations and/or modifications to
ensure that all IEP objectives are addressed. ...
Curriculum overlapping — The assignment for one class may be completed in
another class. Students may experience difficulty grasping the connections
between different subjects. In addition, some students work slowly and need
additional time to complete assignments. This strategy is especially helpful for
both of these situations.... (p.157).

In a similar vein, Clayton et al. (2006) described a four-step process for
enabling students with significant cognitive disabilities to access the general
curriculum. Step 1 involves identifying the appropriate content standard and what is
the most basic concept or critical function that the standard defines. The second step is
to define the learning outcome of instruction in a particular unit for all students and
then consider the ways in which the complexity of what is required may be adjusted
for students with significant cognitive disabilities. Step 3 involves identifying the
instructional activities, ensuring that students with significant cognitive disabilities
have equitable access to instruction and the curriculum provided to other students. The
final step requires the targeting of specific objectives from the IEP for instruction
within the unit. Clayton et al. noted that in addition to grade-level curriculum standards,
students with significant cognitive disabilities often need instruction in such areas as
basic communication, motor skills, and social skills. They argued that ‘by embedding
these skills within the context of general education activities, the teacher gives students
access to the curriculum as required by IDEA 2004 and NCLB, while still providing
ongoing instruction on those essential basic skills’ (p.25).

With particular reference to the unique needs of students with mental

retardation in accessing the general curriculum, it involves three levels of action
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(planning, curriculum, and instruction), three levels relating to the scope of instruction
(whole school, partial school, and individualised), and three levels of curriculum
(adaptation, augmentation, and alteration). At one extreme, this model suggests that
some students have extensive needs for support, significant alterations to the general
curriculum, and individual teaching; at the other extreme, some have only intermittent
needs for support, and require minor adaptations to the general curriculum and a
school-wide implementation of high quality instructional strategies.

Other writers who have examined ways in which students with special
educational needs can access the general curriculum include Wehmeyer et al. (2002),
who presented a multi-step, multi-level decision-making model; Udvari-Solner (1996),
who described a process for designing curricular adaptations; Udvari-Solner &
Thousand (1996), who outlined ways of creating responsive curricula for inclusive
schools; and Janney & Snell (1997), who looked at curricular adaptations for students
with moderate and severe disabilities in regular elementary classes.

Ensuring that students with special needs can access the general curriculum,
while at the same time having their essential needs met, is far from being
unproblematic. In their recent review of special education in the Australian Capital
Territory, Shaddock et al. (2009), for example, noted that several submissions to the
review pointed out that ‘what a student with a disability learns when participating in a
lesson or course may not be what they actually need to learn’ (p.66). This becomes
particularly evident when the gap between such students’ performance and that of their
peers is too great, when the students lack the necessary skills to keep pace with the rest
of the class, and when the focus of the teacher is more on getting through the course

than on the mastery of essential content by all students.

5.3 Assessment

Just as it is essential to have an adapted curriculum to suit students’ with complex
needs, so too is it necessary to make appropriate adjustments to assessment. It is
essential that assessment serve educational purposes by promoting learning and
guiding teaching, In other words, it should be as much ‘assessment for learning’ as
‘assessment of learning’. It should provide the best possible account of what a learner

knows, can do, or has experienced.
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In an inclusive classroom, assessment should meet the following criteria:

e It should assist teachers to adapt the curriculum and their teaching methods to all
learners. In other words, when it shows that learners have not mastered a
particular task, it should allow a teacher to diagnose why this occurred and then
to re-design learning opportunities. This is referred to as the formative purpose of
assessment.

e It should provide feedback to learners and parents.

e It should focus on identifying what has or has not been achieved (i,e., criterion-
referenced assessment), rather than putting learners in some sort of order of merit
(i.e., norm-referenced assessment). However, there is still a place for the latter,

provided it is interpreted sensitively with students with complex needs.

A second approach to assessment focuses on its diagnostic purposes, which is
critically important for determining suitable programmes for students with complex
needs. To quote Meyer & Evans (2006):

Sound assessment continues to be a core value for any professional intervention
programme. Unless we understand the dynamics of the problem behaviour it is
not possible to effect change. These dynamics include the inter-relationships
within the individual child’s repertoire, how it influences and is maintained by
the external environment, and how these complex environments, or systems,
further regulate the behaviour. Within this model it also becomes apparent that
the meaning attached to the behaviour, how it is defined and represented by the
stakeholders or the adults in the child’s environment is also a critical
consideration. Challenging behaviours are not always easily identified and
agreed-upon entities. They are social constructed and socially defined, and so
systems need to change, not simply the target behaviour of the target child. Once
the behaviour itself is better understood, decisions can be made about how it
might be modified (p.34).

5.4 Co-operative Group Teaching
Effective teachers use a mix of whole class, group and individual activities.
Cooperative group teaching (sometimes referred to as cooperative learning) involves
learners working together in small learning groups, helping each other to carry out
individual and group tasks. It is a particularly effective strategy for teaching learners
with special educational needs, especially in mixed ability groups.

Cooperative group teaching is based on two main ideas about learning. Firstly,
it recognises that when learners cooperate, or collaborate, it has a synergistic effect. In
other words, by working together they can often achieve a result that is greater than

the sum of their individual effects or capabilities. Secondly, it recognises that much of
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our knowledge is socially constructed; that is, we learn from others in our immediate
environments — our families, our friendship groups and our workplaces. Thus,

cooperative group teaching is a "natural’ way of teaching and learning.

The evidence. There is a huge literature on the effects of cooperative learning on
achievement and social interactions in general education, as well as in classrooms
including learners with special educational needs. For example, a comprehensive
study researched the effects of co-operative learning on the reading achievement of
elementary students with learning disabilities. A total of 22 classes with 450 3" and
4t grade learners, including those with learning disabilities, were involved in the
study. Teachers in nine of the classes used an approach called Co-operative Reading
and Composition (CIRC) to foster comprehension and metacognitive strategies. The
other 13 classes formed the controls. In the CIRC classes learners worked in
heterogeneous groups on activities including partner reading, examining story
structures, learning new vocabulary, and re-telling stories. Significant results were
reported in favour of those in CIRC classes on standardised reading and writing tests

(Stevens et al., 1987).

To bring about successful group learning, teachers need to attend to four main
issues: (1) Develop appropriate group tasks: designing activities that are suitable for
all members of the group, especially those with special educational needs, is critical.
(2) Teach group process skills and closely monitor their use: these include such things
as listening, making eye contact, communicating clearly, asking questions, providing
leadership, building trust, making decisions, and managing conflict. (3) Deal
effectively with any problems that arise: perhaps the most difficult problems that can
occur in groups are the challenge of dealing with ‘loners’, ‘dominators’, aggressive or
disruptive learners and passive learners. (4) Take care in selecting members of groups
that include learners with special educational needs, especially those with emotional
and behaviour problems. Its effectiveness with such learners is uncertain at this stage

of our knowledge

5.5 Peer Tutoring and Peer Support

According to Cooper & Jacobs (2011), ‘the student peer group performs a powerful
role in influencing the quality of student behaviour in schools. If not harnessed
effectively, it can be a negative force. They cite the work of Barth et al. (2004), who

examined 65 classrooms in 17 schools with a high proportion of students with social,
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emotional and behavioural difficulties. These writers concluded that peers can serve as
reinforcers and models, and that disruptive students could promote negative behaviours,
especially if they came to be seen as role models. They also cite two interventions that
may alleviate social rejection and discourage negative feedback from peers about
unacceptable behaviour. The first involved ‘positive peer reporting’ in which students
were given the opportunity to earn tokens for noticing another child’s positive
behaviour and reporting it aloud in an end-of day session (e.g., Moroz & Jones, 2002).
The second involved ‘tootling’, which does not target an individual child as a focus of
peer support, but instead, offers all children the opportunity to stop telling tales
(‘tootling’) and begin praising rather less noticeable pro-social behaviour (Skinner,
2002).

In my earlier writing (Mitchell, 2008, 2010), I advocated the employment of peer
tutoring, in which one learner (the ‘tutor’) provides a learning experience for another
learner (the ‘tuteee’), under a teacher’s supervision. Peer tutoring can accelerate
learning by giving students more frequent opportunities to respond (Hall et al, 1982). It
is best used to promote fluency through practicing or reviewing skills or knowledge,
rather than as a means of initially teaching skills or knowledge. In other words, it is
used as a supplement to other methods. It is based on the principle that students learn a
great deal from each other. It often occurs spontaneously in schools, neighbourhoods,
and in homes. Much human activity centres on the reciprocal relationship of giving
and receiving. Properly handled, it can be of benefit to both tutees and tutors.

Peer tutoring can take many forms, with pairs comprising different
combinations according to age and ability level. A common pattern is for a more able
learner to tutor a less able learner of roughly the same age. A variant of it, which
occurs when an older learner tutors a younger learner, is sometimes referred to as
cross-age tutoring. Another variant is class-wide peer tutoring, in which all learners
in a class would be paired and undertake the roles of both tutors and tutees

Evidence. A meta-analysis of studies evaluating peer-assisted learning
strategies (PALS) with elementary school students, reported by Rohrbeck et al. (2003),
produced positive effect sizes of 0.59, indicating increases in achievement. These
interventions were most effective with vulnerable students, including younger, low-
income, and minority students. The authors attribute these findings to two major

categories of peer influence: (a) peers serve as natural teachers to stimulate cognitive
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development, and (b) peers contribute to task orientation, persistence, and motivation

to achieve.

In a study of the effects of PALS on students’ reading achievement in 22 U.S.
elementary and middle schools, 20 teachers implemented the programme for 15
weeks and 20 control teachers did not. It was found that all three groups of learners
(low achievers with and without disabilities and average achievers) demonstrated
greater reading progress (Fuchs et al., 2002).

A peer tutoring and a ‘special friends’ programme in a high school involved
learners with severe mental retardation, moderate mental retardation, autism and
deaf/blindness. Learners without disabilities who participated in the programme
increased their social interactions with the learners with disabilities, compared with a
control group who were not involved in the programme (Haring, et al., 1987).

In a class-wide peer tutoring programme (CWPT) in a regular elementary school
classroom, learners with autism (and their tutors) showed improvements in reading
fluency and comprehension. As well, both groups showed increased social

interactions during their free time (Kamps, et al., 1994).

Cooper & Jacobs (2011) point out that CWPT has received the ‘proven’
certification from the US Promising Practices Network (www.promisingpractices.net),
which noted that various project evaluations have found that, inter alia:

* When students began peer tutoring in the first grade, by the end of the fourth
grade they scored more than 11 percentage points higher than control groups
on a nationally standardised test in both reading and maths (40 per cent versus
29 per cent in reading, and 49 per cent versus 38 per cent in maths) after test
scores were adjusted for differences between the two groups that were
determined in the first grade (for example, measured 1Q).

* Children were 20 to 70 per cent more likely to stay on task, remain engaged
with their lessons and respond to the teacher during peer tutoring than before
the programme.

* An experimental group in elementary schools in economically depressed areas

performed almost as well as a comparison group of children from higher

of students from other elementary schools in economically depressed areas who
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did not receive peer tutoring.

5.6 Classroom Climate

The classroom climate is a multi-component strategy comprising the psychological
features of the classroom, as distinct from its physical features. It reflects, but is not
limited to, features of the school culture outlined in Chapter Six.

There is clear evidence that the quality of the classroom climate is a significant
determinant of learners’ achievement. They learn better when they have positive
perceptions of the classroom environment, particularly of the teacher.

Students with complex needs often experience the emotions associated with
failure. All too often, they have been the recipients of rejection and even hostility from
others. Many have learned either not to trust their learning environment or their own
ability to survive in it. They are thus at risk for lowered self-concepts, depression,
anger, anxiety, and fear. In turn, these emotions negatively affect their learning ... and
so on. This vicious cycle can be arrested if teachers

e understand students' emotions and how they facilitate or hinder their
motivation to learn;

e set up learning environments that emphasise positive emotions and reduce
negative ones as far as possible;

e recognise that students come to school each day with different emotions, and
that these will confuse some of them,;

o seek to harness the power of positive emotions in the learning process;

e provide environments characterised by stability and repetition, security,
warmth, empathy, affirmation, support, a sense of community, and justice and
peace.

Evidence. There is a substantial body of research on various aspects of
classroom climate and how they impact on academic achievement and affective
learning. Unfortunately, I have not been able to find any research that focuses on
learners with special educational needs, let alone those with complex needs, although I
am confident that the findings are relevant to that group of learners.

In a 1994 analysis of 40 studies, associations were found between a range of
classroom environment measures and a variety of cognitive and affective outcome

measures across grade levels in several countries (Fraser, 1994).
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An early meta-analysis looked at 12 studies carried out in four countries. Higher
achievement on a range of outcome measures was found among learners in classes
rated as having greater cohesiveness, satisfaction and goal direction and less
disorganisation and friction (Haertel et al., 1981). Another, more recent, meta-analysis
found that classroom climate was one of the most important factors to affect pupil
achievement (Wang et al. 1997).

An OECD study of teaching in 11 countries found that creating a positive
classroom climate was a prime characteristic of quality teachers (OECD, 1994).

A Dutch study found that educators who were perceived to be understanding,
helpful and friendly and show leadership without being too strict, enhanced learners’
achievement and affective outcomes. Those who were seen as being uncertain,
dissatisfied with their students and admonishing were associated with lower cognitive

and affective outcomes (Wubbels et al., 1991).

An ongoing New Zealand research project, entitled Kotahitanga (unity) investigated
Maori secondary school students’ perceptions of what was involved in improving their
educational achievement. The most important influence to emerge centred on the quality
of the in-class face-to-face relationships and interactions between them and their teachers.
These findings led to the development of an Effective Teaching Profile, which then
formed the basis of a professional development intervention’. When implemented with a
group of 11 teachers in four schools, this was associated with improved learning,
behaviour and attendance outcomes for Maori students. It was noted that deficit theorising
by teachers is the major impediment to Maori students' educational achievement for it
results in teachers having low expectations, which creates a self-fulfilling prophecy of
school failure. Unfortunately, the study did not specifically identify learners with special
educational needs, let alone those with complex needs, although, as a group, Maori
students’ overall academic achievement levels are low, their rate of suspension from
school is three times that of non-Maori and they tend to leave school with fewer formal

qualifications than do their non-Maori peers (38 per cent compared to 19 per cent

9 According to Bishop (2010), ‘In practice these mean that teachers: care for and acknowledge the
mana of the students as culturally located individuals; have high expectations of the learning for
students; are able to manage their classrooms so as to promote learning (which includes subject
expertise); can reduce their reliance upon transmission modes of education so as to also engage in a
range of discursive learning interactions with students or enable students to engage with others in these
ways; know and use a range of strategies that can facilitate learning interactively; promote, monitor and
reflect on learning outcomes that in turn lead to improvements in Maori student achievement and share
this knowledge with the students so that they can reflect on and contribute to their own learning’ (p.61).
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respectively). (Bishop et al., 2003) In a second study, Bishop et al. (2006) reported that
gains in students’ numeracy achievement yielded effect sizes of 0.76 for those whose
teachers participated in Kotahitanga, compared with 0.52 for those whose teachers were
not involved in the project.

From the above, it is clear that teachers have a considerable impact on student
outcomes. This is borne out in studies of teachers’ negative and positive influences.
Firstly, a recent study by Myers & Pianta (2008) draws attention to teachers with a
negative influence. They reported a long-term intensification of problem behaviours in
children who had a negative relationship with a teacher. Conversely, McDonald et al.
(2005) and Cooper & MclIntyre (2011) show that teachers’ warmth and supportiveness
are associated with desirable academic outcomes. Further, Cooper & Jacobs observe
that ‘Students were most socially and academically engaged when they felt supported

and respected by — and when they expressed a sense of trust in — their teachers’ (p.61).

5.7 Social Skills Training
Most children quite easily acquire the social skills that are appropriate to their culture,
but some do not and must be explicitly taught them. Some have poor social perception
and consequently lack social skills; this is particularly true of those with autism and
emotional and behavioral disorders (McGrath, 2005). It is also true of learners with
severe disabilities, many of whom have difficulty in forming friendships (Wilson,
1999).
The goal of social skills training should be to establish a range of behaviours so
that students can select what is appropriate for them in various social contexts (e.g.,
conversations, conflict situations, games, and group activities). It is unrealistic to
expect that such training will always lead to close friendships between all members of
the class. Relationships are based on a whole host of other factors, including mutual
interests, compatibility, contacts in the neighbourhood, family connections, and so on.
In general, social skills training involves teaching students how to:
o formulate goals for social interaction;
e decode or interpret the most important cues in a social context;
e decide on behaviours that would best meet the social goals for the situation;
e perform the behaviour; and
e judge if the behaviour was effective in meeting the goals (Collett-

Klingenberg & Chadsey-Rusch, 1991).
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In recent years, a good deal has been written about the notion of ‘theory of
mind’, particularly in relation to teaching social skills to learners with autistic
spectrum disorders. Briefly, this refers to the ability to understand that other people
have beliefs, desires and intentions that are distinct from one’s own and to form

hypotheses as to what these are (see http://en.wikipedia.org/wiki/Theory of mind). If

students do not understand that other people have different thoughts to themselves,
they will experience problems in relating and communicating with them. In other
words, there are deficits in social cognition, or empathy, relative to mental age (Baron-
Cohen, 2004). This has led to the development of intervention programmes to assist
learners with theory of mind problems to ‘mind-read’, i.e., to recognise emotions and
other people’s perspectives (see, for example, Howlin et al., 1999).

Evidence. Research into the outcomes of social skills training with students with
special needs has yielded generally positive, if modest, results.

A US study reviewed the results of 64 single-subject studies that examined the
effects of social skills interventions with learners who had emotional or behavioural
disorders. The average age of the participants was 9.8 years and 72 per cent were boys.
In the studies surveyed, social skills training usually focused on direct instruction of
specific skills and included modelling, role-playing, reinforcement and self-control
strategies. The authors concluded that although the effects of social skills training
were positive, they were modest. Delinquent students seemed to benefit more than
those with autism or emotional/behaviour disorders (Mathur et al., 1998).

In a second review, the same team carried out a meta-analysis of social skills
training for learners with emotional or behavioural disorders, this time carrying out a
meta-analysis of 35 studies. A mean effect size of 0.2 was produced, which means that
the average learner would be expected to gain only a modest 8 percentile points after
participating in a social skills training programme. Slightly greater effect sizes were
found for interventions that focused on specific social skills such as cooperating or
social problem-solving, compared with more general interventions (Quinn et al., 1999).

In another review of several meta-analyses involving social skills training, effect
sizes ranged from 0.2 (see the previous item) to 0.87, with an average of 0.44. At least
in part, this range was attributed to the ‘resistance to intervention’ shown by some

groups of learners with special educational needs (Gresham et al., 2001).
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A recent UK study found that two social skills training interventions directed at
primary school learners at-risk for social exclusion had positive effects on their social

skills and social inclusion (Denham et al., 2006).

Cooper & Jacobs (2011) review several studies of social problem-solving and
anger management, two of which will be summarised here. Firstly, Battistich et al.
(1989) studied the effects of a classroom-based social problem-solving programme on
students (n=342) from kindergarten through to fourth grade in three US elementary
schools over five years. Students from three similar schools where the programme
was not followed were used as comparisons. The intervention set out to promote ‘a
caring environment’ in classrooms and involved a range of teacher- led components,
including:

» Co-operative activities, where small groups of children worked together toward
common goals on academic and non-academic tasks. Fairness, consideration
and social responsibility were emphasised. Students were trained in group
interaction skills and engaged in reflection and discussion on these.

* The internalisation of pro-social norms and values and the development of self-
control were fostered through the building of positive interpersonal
relationships. The children set rules and made decisions in their class.

* Activities promoting social understanding such as discussion of classroom
events where social co-operation issues were relevant.

» Highlighting pro-social values through discussion of everyday events.

e Helping activities where students were encouraged to help each other in various
ways, participate in peer tutoring and ‘buddying’ activities, and engage in
community-based charitable activities and helping activities in the school at
large.

Findings showed that the treatment group became significantly better at
cognitive problem-solving skills (interpersonal sensitivity, consideration of others’
needs and means-ends thinking), and used significantly more pro-social resolution
strategies than comparison children. They were also more competent in applying
these to hypothetical situations. The findings were replicated with a second cohort.

Secondly, Cooper & Jacobs describe anger management as being an application
of cognitive behavioural, self-regulation strategies to dysfunctional anger. They

illustrate this with a case study by Kellner et al. (2001), who conducted a repeated
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measures design, control group study in a USA day special school with a class of
early adolescents with serious emotional or behavioural problems. The ten-session
intervention employed a whole-class format, introducing students to self-monitoring
(including logs) and self-regulatory techniques specifically focused on anger. Booster
sessions aimed to help students maintain positive gains. After participation, students
were less likely to engage in fighting with peers, more likely to talk problems through
with a counsellor when angry and more likely to use anger logs. At the four-month
follow-up, students who had booster sessions continued to make more use of the log
than controls.

Finally, extensive research has been reported on the effects on academic and
social learning of the Responsive Classroom approach. This intervention uses
developmentally appropriate teaching strategies to integrate social and academic
learning in the classroom, with the goal of helping children ‘to thrive academically,
socially, and emotionally’ (Rimm-Kaufman, 2006, p.3). The approach rests on
assumptions such as giving equal weight to social and academic -curricula;
recognising that social interaction facilitates cognitive growth; and recognising that
helping children to learn cooperation, assertion, responsibility, empathy, and self-
control will facilitate social and academic success. Rimm-Kaufman (2006) reports on
the outcomes of studies of the Responsive Classroom approach, including one she and
her colleagues carried out in the US. This quasi-experimental study involved
comparing the outcomes of three schools participating in the Responsive Classroom
approach and three conducting ‘business as usual’. The student body in both sets of
schools comprised approximately 50 percent minority children, 30 percent who spoke
English as a second language, and 30 percent from poor families. The findings
favoured the teachers and students in the Responsive Classroom condition: (1)
children showed greater increases in reading and maths; (2) the teachers felt more
effective and more positive about teaching; (3) the children had better prosocial skills,
felt closer to teachers, were less fearful, and felt more positive about schools, teachers,
and peers.

See also Gresham et al. (2006) for how social skills training can be utilised for

teaching replacement behaviours to remediate acquisition deficits in at-risk students.

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



83

5.8 Cognitive Strategy Instruction

Cognitive strategy instruction (CSI) refers to ways of assisting learners to acquire
cognitive skills, or strategies. It does this by helping them to (a) organise information
so that its complexity is reduced, and/or (b) integrate information into their existing
knowledge (Ashman & Conway, 1997). It involves teaching students skills such as
visualisation, planning, self-regulation, memorising, analysing, predicting, making
associations, using cues, and thinking about thinking (i.e., metacognition).

Most students develop efficient and effective cognitive skills through their life
experiences, with minimal teaching of how to go about the process of learning. Others,
however, don't appear to use good techniques or strategies to help them learn. They
either don't know what strategies to use, or they use the wrong ones, or they don’t
spontaneously use strategies (Sugden, 1989). At the heart of CSI is the challenge of
developing positive ‘habits of mind’. Teachers can help their students acquire these
habits by curbing impulsivity, encouraging reflection, organising and activating prior
knowledge, approaching tasks in an effective and efficient manner, making key
cognitive steps more concrete, and helping them to self-regulate these processes (Ellis,
1993).

Evidence. Two studies will serve to illustrate CSI. Firstly, in a Canadian study
of 166 students, aged seven to 13 years, with developmental reading disabilities, three
groups were identified: (a) those with deficits in phonological awareness, (b) those
with deficits in visual naming speed (i.e., word recognition speed), and (c) those with
both deficits. A metacognitive phonics programme resulted in improvements,
especially for learners with only phonological deficits. This programme instructed the
learners in the acquisition, use, and monitoring of four word identification strategies.
These included, for example, a ‘compare/contrast’ strategy in which the learners were
taught to compare an unfamiliar word with a word they already knew (Lovett, et al.,

2000).

Secondly, based on an extensive review of research into teaching strategies for
students with learning disabilities, a major conclusion was that a model that combines
direct instruction and CSI was an effective procedure with that category of learners.
Whereas direct instruction alone and CSI alone both yielded substantial effect sizes
(0.68 and 0.72, respectively), the combined strategy effect size was 0.84 (Swanson,
2000).
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5.9 Self-regulated Learning

One of the features of maturity and a good quality of life in most societies is the
ability to take personal responsibility for one’s own actions. In free, democratic
societies, people expect and are expected to exercise autonomy by making choices
and taking decisions over most aspects of their lives. Of course, this is not absolute
freedom as we also expect to have a degree of interdependence as we adjust to the
needs and wants of others around us. It follows from this that a major objective of
education should be to assist all learners to be increasingly involved in making
decisions about their own learning and to act on these decisions, whilst at the same
time taking account of their interdependence. Self-regulated learning (SRL) aims at
helping learners to define goals for themselves, to monitor their own behaviour, and
to make decisions and choices of actions that lead to the achievement of their goals

(Zimmerman, 2000).

Evidence. In a meta-analysis of 99 studies that used interventions to decrease
disruptive classroom behaviour, self-management strategies yielded an effect size of
1.00. In other words, there was a reduction of disruptive behaviour for about 85 per

cent of the students treated by this method (Stage & Quiroz, 1997).

In a descriptive review of research conducted up to the early 1990s, 27 studies
pertaining to the use of self-monitoring for behaviour management purposes in special
education classrooms were analysed. It was found that self-monitoring can be used
with learners with special educational needs of various ages in various settings to
increase (a) attention to tasks, (b) positive classroom behaviours, and (c) some social
skills (Webber et al., 1993).

In another US study, a Self-Determined Learning Model of Instruction was used
This approach involved teaching learners (a) setting their own goals based on their
preferences and needs, (b) developing and implementing action plans to achieve those
goals, (c) self-evaluating their progress toward achieving their goals, and (d) revising
their goals or action plans accordingly (Agran et al., 2000). This model was used in a
field test by 21 teachers with 40 students with a mean age of 17 years. The students had
a range of disabilities, including mental retardation, learning disabilities, and emotional
or behaviour disorders. The results showed that the students receiving instruction in the
model attained educationally relevant goals, showed enhanced self-determination, and

communicated their satisfaction with the process. Teachers also indicated their
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satisfaction and suggested that they would continue to use the model (Wehmeyer et al.,

2000).

5.10 Behavioural Approaches

Behavioural approaches focus on how events that occur either before or after
students engage in a verbal or physical act affects their subsequent behaviour.
These events are referred to as antecedents and consequences, respectively. As
described by Church (2003),

During the pre-school and primary school years, contingency management
procedures appear to be the most effective procedures for halting antisocial
development and accelerating prosocial development. They also have the
strongest research support. Contingency management procedures involve (a) the
selection of specific behaviour change goals, (b) the teaching of any missing
skills which the child needs in order to achieve the goal, (c) the identification of
rewards (e.g. small privileges) which will provide the child with a strong
motivation to achieve the goal, (d) the use of a small and predetermined penalty
(such as a 3-minute time out or privilege loss) for antisocial behaviour and (e)
the careful monitoring and recording of child achievements and antisocial
responses from hour to hour. ... Contingency management schemes which
include both rewards for socially appropriate behaviour and a small penalty for
antisocial behaviour motivate a more rapid transition to socially appropriate
behaviour than schemes which provide only a reward for appropriate behaviour

(p-4).

In the US, behavioural approaches (specifically applied behaviour analysis) have
received official recognition, the Surgeon General stating in 1999 that it is the
treatment of choice for autism: ‘Thirty years of research demonstrated the efficacy of
applied behavioural methods in reducing inappropriate behavior and in increasing
communication, learning, and appropriate social behavior’ (US Department of Health
and Human Services, 1999).

Citing the work of Carr et al. (1999, 2002), Meyer & Evans (2006) describe
how a better understanding of behaviour analysis in natural environments, has led to
the formulation of a set of approaches and procedures that have become known as
Positive Behavioural Support (PBS). They consider that this orientation has now
emerged as the most well-developed and carefully evaluated package for
implementing positive behaviour change: ‘what might now be considered the third
generation of behavioural interventions.” (p.22). They point out that PBS ‘has moved
progressively from interventions focussed solely on the individual with disabilities to
establishing the conditions needed to ensure that natural environments — home, family,

school — support safe behaviour for all as well as provide a context for meeting
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individual needs’ (pp.22-23). Such a model, they argue,

shifts the emphasis from directly modifying the challenging behaviour — as
though it were an illness that can be eradicated — to seeing the challenging
behaviour as a reflection of a mismatch between the characteristics and needs of
the child and the characteristics and needs of the systems within which that
child is expected to function (p.30).

Even so, Meyer & Evans sound a note of caution, which may well apply to
many of the strategies reviewed in the present document:

positive behavioural support concepts, having been developed almost
exclusively in the United States and applied primarily in Anglo-European countries
(e.g., Ireland, Canada), do not fully recognise the cultural perspectives that need to
be considered when working with more diverse communities or within specific
settings such as bicultural Aotearoa New Zealand, where indigenous and other
cultural traditions may vary significantly from dominant cultures in European
nations (p.23).

Evidence. Research studies have shown convincingly that behavioural
approaches work successfully with a wide range of learners with special educational
needs. There is an enormous literature on this strategy, the following just being a
sample.

In a comprehensive review of meta-analyses involving 20 different intervention
strategies, behaviour modification came out with the third highest effect size (after
mnemonic strategies, reading comprehension and just ahead of direct instruction).
The effect size of 0.93 for behaviour modification represented the average of effect

sizes for social outcomes (0.69) and academic outcomes (1.57) (Forness, 2001).

A review of research on behavioural interventions for learners with autism aged
eight years and younger published between 1996 and 2000 concluded there were
grounds for significant optimism. The authors noted that the five existing summaries
of research in this area showed that the early use of behavioural interventions can
result in the reduction of problem behaviours in this group of learners by 80-90 per
cent in 50 per cent of the studies. Their own analysis of nine studies showed that
nearly 60 per cent of the comparisons reported 90 per cent reduction in problem
behaviour (Horner et al., 2002).

Finally, in their review of evidence for teaching students with social, emotional
and behavioural difficulties, Cooper & Jacobs (2011) strongly advocate the
employment of the Good Behaviour Game, which was first developed by Barrish et al.
(1969). They claim that it ‘stands out as one of the most powerful applications of

behaviourist principles’ for improving student behaviour in school settings (p.71).
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Further, they point out that the approach has been ‘enjoying significant demonstrable
success in Europe and North America since the 1960s’ and that ‘Evidence indicates
that it is particularly effective for a wide range of social, emotional and behavioural
difficulties and in a wide range of educational settings with students aged four to 18.’
(p.71). It is therefore worth describing in some detail.

Briefly, the Good Behaviour Game is played between teams of students and is
based on each member of a team being rewarded for the aggregate behavioural
performance of their team. This means that each group member must try to regulate
his or her own behaviour in accord with a set of class rules and help fellow team
members do the same in order to gain the reinforcement. Students get a cross on the
blackboard if a team member breaks an agreed rule. Teams with four or fewer ticks at
the end of the game are awarded token reinforcements (small gifts such as stickers or

choice of an activity).

As noted by Cooper & Jacobs, the largest randomised control trial on the Good
Behaviour Game was conducted in Baltimore public schools in 1985-88. This
preventative intervention programme aimed at reducing risk behaviours with both
externalising aggressive behaviour and anxious internalising behaviours being
targeted. It was carried out over a period of two-years for each cohort of 808 boys and
796 girls, who were randomly assigned to three groups. The first was the control
group, which received no additional intervention save those typically applied within
the school management system. The second was assigned to a cognitive intervention,
mastery learning, and the third to the Good Behaviour Game. The students were
interviewed annually for eleven years, from age eight or nine. The data were
continually analysed for a variety of outcome measures. The short- and long-term
findings include:

* Teachers of those in the Good Behaviour Game group rated their pupils
significantly lower for aggression and shyness following six months of
intervention. The greatest reductions were for those who had exhibited the most
aggression and disruption. Peer ratings agreed, but the reductions for girls were
not significant.

* In adolescence, Good Behaviour Game participants maintained their initial
gains, particularly those most highly rated for aggression at age six. But some

boys who had not displayed aggression at school intake had developed
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aggressive and disruptive behaviour by adolescence, despite having taken part
in the game.

* The biggest improvements at adolescence involved those placed in classrooms
for the most aggressive at first grade.

* Where the Good Behaviour Game was compared to a parental-training and
support scheme, it was found that both sets of pupils had a lower likelihood than
did control students of being diagnosed with conduct disorder in adolescence or
to have been suspended from school. This study suggested that even more
positive results may be obtained from combining the two interventions.

* Boys who took part in the game at age five or six, were less likely to smoke
than controls by age 14, and less aggressive boys in the initial intervention
group were less likely to smoke than their more aggressive peers. This

protective outcome did not apply to girls.

5.11 Functional Behavioural Assessment
Functional behavioural assessment (FBA), sometimes referred to as functional
assessment or functional behavioural analysis or functional analysis refers to the
procedures used to determine the function or purpose of a learner’s repeated
undesirable behaviour. As expressed by Meyer & Evans (2006), ‘a fundamental
principle for understanding challenging behaviour is the functional analysis:
determining the function that the challenging behaviour achieves for the
individual.’(p.32) .In other words, FBA examines why a learner acts in a specific way,
and what he or she obtains or avoids when acting this way. This information is then
used as a basis for substituting more desirable behaviour in a behaviour support plan
(Zirpoli & Melloy, 1997; Sugai et al., 2000).

According to Church (2003), a functional assessment of a child with severe
behaviour difficulties is a diagnostic assessment that is designed to accomplish four
things:

* To identify what the child can do. This is the strengths analysis. This analysis is
needed in order to identify the skills which will be extended and built upon.

* To identify what the child cannot yet do. This is the needs analysis. It asks
“What does this child need to learn next?” This analysis must be undertaken in
order to identify teaching goals ...

e To identify any environmental conditions (at home and at school) which are
functioning to maintain inappropriate responses. This is the functional analysis.
It asks “What are the functions served by this behaviour for this child in this
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context?” A functional analysis of a misbehaviour is based on the assumption
that “problem behaviors are performed instead of desired or appropriate
behaviors because the former behaviors successfully compete with the latter
because they are more reliable... and more efficient” (Gresham, Watson &
Skinner, 2001, p.165).

* To identify the conditions which are operating to prevent the acquisition and
mastery of critical alternative behaviours and skills. This is the ecological
analysis. It asks “What is it that is missing from this child's home and/or
classroom experiences which is preventing the child from learning and using an
appropriate, prosocial, alternative response?”’ (pp.68-69).

Evidence. Several studies have demonstrated the utility of FBA with students

with special educational needs, including those with complex needs.

In an early application of FBA, the functions of self-injurious behaviour for
learners with severe developmental disabilities were shown to include attention, self-
stimulation and demands. These assessments led to successful interventions, resulting
in the reduction of self-injurious behaviour (Iwata et al., 1982).

More recently, in a review of FBA, 22 studies focused on learners with or at
risk for emotional and behavioural disorders were reported. These studies comprised a
mix of antecedent-based interventions, consequence-based procedures and a
combination of the two interventions. Regardless of the type of intervention, 18 of the
22 studies showed positive results, with clear reductions of problem behaviours

and/or increases of appropriate behaviours (Heckaman et al., 2000).

In another comprehensive analysis of school-based FBA, it was shown that this
approach was useful for (a) ascertaining the factors that control high frequency
problem behaviours in learners with low-incidence disabilities and (b) designing
effective interventions for those behaviours. A total of 100 studies were reviewed,
with most (69 per cent) of them manipulating both antecedents and consequences. In
descending order, the most common functions of target behaviours were to (a) escape
from task demands, (b) gain adult attention, (c) gain an object/activity, (d) gain
sensory stimulation, and (e) gain peer attention. In nearly a quarter of all participants
in the studies, multiple functions were indicated. In all but two of the 148 intervention
cases reported, outcome data showed that the intervention was successful (Ervin et al.,
2001).

In contrast with these positive results, Cooper & Jacobs (2011) sound a note of
caution. They cite research that found (a) practical barriers to the efficient use of FBA,

with school-based personnel who were more likely to select negative and exclusionary
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strategies as a response to challenging behaviour; (b) serious flaws in the drawing up
of plans, even after training sessions; (c¢) many school teams failing to link the
function of the behaviours noted by the analysis in deciding on interventions; and (d)
plans containing generalised lists of responses to behaviour, without reference to
particular student needs. These weaknesses suggest the need for thorough training in

the implementation of FBA.

5.12 Cognitive Behavioural Therapy

Cognitive Behavioural Therapy (CBT) is an active process of changing a person’s
negative thinking patterns, which in turn leads to changes in behaviour and, ultimately,
to a reduction or elimination of feelings of anxiety or depression. It is a brief,
systematic form of psychotherapy that teaches people to change the way they think
about themselves and act. It is based on the assumption that it is our thinking (hence
cognitive) that causes us to feel and act (hence behavioural) the way we do. Therefore,
if we are experiencing unwanted or destructive feelings and behaviours, we must learn
how to replace the thinking that leads to them with more realistic or helpful thoughts
that lead to more desirable behaviours (see National Association of Cognitive-

Behavioral — Therapists:  http://www.nacbt.org/whatiscbt.htm and  Wikipedia:

http://en.wikipedia.org/wiki/Cognitive therapy)

Originally developed for adults with depression or anxiety conditions, CBT has
successfully been extended to children and adolescents in recent years. As with adults,
it has also been used to treat depression and anxiety disorders, as well as
aggressiveness, school refusal, and post traumatic stress disorders resulting from such
events as sexual and physical abuse, divorce in the family, violence and natural

disasters.

Evidence. CBT is one of the most widely researched therapies for children
and young people.

Of particular importance for educators, a meta-analysis of school-based studies
was reported in 1999. This study surveyed 23 investigations of the effect of CBT on
learners with hyperactivity-impulsivity and aggression. The mean effect size across all
the studies was 0.74, with 89 per cent of the studies reporting that those in treatment
groups experienced greater gains than those in control groups. In all bar one of the
studies, the children were treated in self-contained special classes in regular schools or

in regular classes. All of the studies incorporated strategies designed to assist children
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increase self-control, mostly by using covert self-statements to regulate their behaviour
(Robinson et al., 1999).

A recent English review reported similarly positive results for CBT (Pattison &
Harris, 2006). This review reported on the research evidence on the outcomes of four
approaches to counselling children and young people: CBT, person-centred,
psychodynamic and creative therapies. More high quality evidence was found for the
effectiveness of CBT than the other approaches. In a breakdown of the studies reviewed,
CBT was found to be an effective therapy for the following problem areas: (a)
behavioural and conduct disorders, (b) anxiety, school-related issues, self-harming
practices, and sexual abuse.

In an earlier comprehensive summary of 14 meta-analyses of CBT carried out
between 1983 and 1991, the effect size ranged from 0.15 to 0.99, with a mean of 0.66
(Lipsey & Wilson, 1993). A more recent meta-analysis, carried out by Dutch
researchers, reviewed the outcomes of CBT for anti-social behaviour in children, as
reported in 30 studies. The mean effect size was 0.48 at the end of treatment and 0.66 at
follow-up (12 studies only reporting on this). There was a positive relationship between
children’s age and effect size, suggesting that CBT is more effective with older children.
Given the cognitive requirements of CBT, this is not altogether surprising. The
researchers also commented that since the outcomes for CBT for children with
antisocial behaviour appeared to be smaller than those achieved with parent
management training, CBT might be more useful as a component of a multi-modal
approach. They also mentioned that it could be combined with medication, which falls
outside the coverage of the present review (van de Weil et al., 2002).

In their review, Cooper & Jacobs (2011) reported on research on the effects of CBT
on children with anxiety disorders, which they referred to as ‘acting-in’ disorders as
distinct from ‘acting-out’ disorders. Two studies they reviewed are particularly
noteworthy:

Firstly, Schoenfeld & Janney (2008) completed a research review of school-
based CBT for anxiety disorders and concluded as follows:

The results of this intervention research are unequivocal: school-based
intervention for anxiety disorders is effective. Students with anxiety disorders
who participate in cognitive behavioural intervention at school emerge with
fewer anxious symptoms than nonparticipants, and show similar effects to
school-based cognitive-behavioural therapy as do peers who participate in off-
campus interventions (p.598).
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Secondly, Kendall (1994) illustrated the efficacy of clinic-based CBT for
children with anxiety disorders in a randomised control study on the application of
such an intervention on children aged nine to 13. Clinical psychology doctoral
students conducted the interventions on a one-to-one basis over 16 sessions and
included the following assisting the child to (a) recognise anxious feelings and
somatic reactions to anxiety; (b) clarify cognition in anxiety-provoking situations
(unrealistic or negative attributions and expectations); (¢) develop a plan to help cope
with the situation (modifying anxious self-talk into coping self-talk, as well as
determining what coping actions might be effective); and (d) evaluating performance
and administering self-reinforcement as appropriate. The intervention lasted eight
weeks. The study findings indicated that children who underwent the intervention
showed significantly better performance than controls on a battery of standardised
tests that measured various dimensions, including self-reported depressive symptoms,
negative affectivity, and ability to cope with stressful situations. These improvements
maintained at follow-up after one year.

Cooper & Jacobs (2011) emphasise that these studies are clinic-based, not

school-based, although they are accessible to school-based personnel.

5.13 FRIENDS Programme

Although CBT in general is probably of greater relevance to psychologists and
counsellors than teachers, there is a notable exception: the FRIENDS programme,
pioneered in Australia by Barrett and her colleagues (Barrett & May, 2007; Barrett et
al., 1999), is an example of CBT. The FRIENDS acronym stands for:

F = feeling worried (self-monitoring skills)

R =relax and feel good (self-control skills)

I = inner helpful thoughts (self-management skills)

E = explore plans (skills for identifying options and making choices)
N =nice work, reward yourself (self-reinforcement skills

D = don’t forget to practice (maintenance skills)

S = stay calm for life (extended maintenance skills)

Barrett & May (2007) describe the FRIENDS programme as being

about preventing childhood anxiety and depression through the application of
firm cognitive behavioural principles and the building of emotional resilience. It
aims to reduce the incidence of serious psychological disorders, emotional
distress and impairment in social functioning by teaching children and young
people how to cope with, and manage, anxiety, both now and in later life. (p.4)

It is both a treatment and a preventative programme and is employed with

individuals or groups, directed at children and young people aged 7-16 years. As of
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2007, FRIENDS was being used in over 300 schools and in more than 200 hospitals
and area health services in Australia. As well, it has been taken up in several
European countries, the US, the UK, Canada and Mexico.

Evidence. As noted by Cooper & Jacobs (2011), Barrett et al. (2006) describe a
randomised control trial study. The main findings indicated significant reductions in
anxiety symptoms that were maintained at 12-, 24- and 36-month follow-ups. Initially
the effects on girls were significantly higher than for boys though this difference
disappeared after 36 months. In another Australian investigation, Lowry-Webster et al.
(2001) studied 594 students aged 10 - 13 attending seven secondary schools. The
students were randomly-allocated by class group to either the FRIENDS programme
embedded in the school curriculum or a comparison condition in which students had
no exposure to the programme. Results showed children receiving the FRIENDS
intervention reported fewer anxiety symptoms, regardless of their risk status, when
compared to the comparison group. Similar positive findings were reported by
Bernstein et al. (2005) in a study carried out with pupils aged 7-11 (n=453) from three
USA schools who undertook the FRIENDS programme. They showed significantly
decreased anxiety levels than controls, while those who underwent an enhanced
version of FRIENDS, which included a parent training component, showed the best
outcomes.

In another study, evidence reported by Barrett & Turner (2001) found no
differential effect on student outcomes for students who received the FRIENDS
intervention led by teachers compared with those led by psychologists.

Cooper & Jacobs’ (2011) conclusion is worth quoting at length:

The findings from these robust studies indicate that the FRIENDS intervention
is extremely effective for students with anxiety problems aged seven to 13. It is
particularly effective for those with clinically-significant anxiety problems and
low self-esteem, but has also been shown to be effective in improving the
emotional coping skills of children and young people in the general population.
In this sense FRIENDS can be seen to combine the best qualities of a
therapeutic programme with a general life skills intervention that can be
incorporated into the regular curriculum for all students. One of its many
advantages is that it allows for vulnerable students to receive direct support
without their having to be singled out and possibly stigmatised (Lowery-
Webster, 2001).

5.14 Review and Practice
Review and practice require planning and supervising opportunities for students

to encounter the same skills or concepts on several occasions, preferably in
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different contexts. This is to ensure that they become readily available in their
primary memory and/or their long-term memory. A basic assumption of this
strategy 1s that ‘one-shot’ learning is a rare occurrence. Rather, for much of our
learning we require repeated experiences for the skill or the concept for it to be
grasped and retained.

Evidence. In a comprehensive meta-analysis of 93 intervention studies targeting
adolescents with learning disabilities, the single most important strategy was found to
be explicit practice, defined as ‘treatment activities related to distributed review and
practice, repeated practice, sequenced reviews, daily feedback, and/or weekly reviews’
(Swanson & Hoskyn, 2001). Similarly, a recent synthesis examined 24 studies of
effective interventions for building reading fluency with elementary students with
learning disabilities. One of the main factors that emerged was multiple opportunities
to repeatedly read familiar text independently and with corrective feedback. This led to
improvements in the automatic processing of text and, hence, to improved speed and

accuracy (i.e., fluency) (Chard et al., 2002).

5.15 Formative Assessment
There is a tension between the need for schools to ascertain students’ level of
achievement for accountability and reporting purposes and the need to take account of
what is best educationally for the students (Bauer et al., 2003). This distinction is
sometimes referred to ‘assessment of learning’ (or summative assessment), compared
with ‘assessment for learning’ (or formative assessment) (Harlen, 2007; Watkins &
D’Alessio, 2009). If the purpose is to compare students against pre-determined
standards, then the former is best suited; if the purpose is to improve learning, the
latter should be used. However, sometimes assessment serves both summative and
formative purposes. How one classifies the two types depends on the extent to which
assessment leads to feedback that enables learners to improve their performances. The
more it does this, the more justified is its classification as formative assessment.
Evidence. There is evidence to suggest that formative assessment has a positive
effect on learning outcomes for students with special educational needs Three US
studies will serve as examples of such research. Firstly, in an early meta-analysis of 21
studies of the effects of formative evaluation, an effect size of 0.70 was obtained.
However, when formative evaluation was combined with positive reinforcement for

improvement (i.e., feedback), the effect size was even higher at 1.12 (Fuchs & Fuchs,
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1986). Secondly, a study using formative evaluation system with low-achieving
students in a large urban school system resulted in significant gains in math
achievement (Ysseldyke, 2001). Thirdly, there is evidence to show that teachers
trained in formative assessment are more open to changing their instructional strategies
to promote learners’ mastery of material (Bloom et al., 1992). Furthermore, it has been
shown that without formative assessment, teachers’ perceptions of learners’

performances are often erroneous (Fuchs et al., 1984).

5.16 Feedback

The other side of the formative assessment coin is feedback. Indeed, the whole point of
formative assessment is to provide feedback to students, as well as to the teacher. It is
important that teachers convey a sense that feedback is intended to be helpful, not
embarrassing, and that it is part of the joint search for success. For this reason, errors
can be tolerated as they provide good information on learners’ current levels of
understanding and misunderstanding. The purposes of feedback are to motivate
learners, to inform them how well they have done, and, above all, to show them how
they could improve. To achieve these purposes, feedback should be: timely, explicit,
and focused on strategy use, rather than on the student’s ability or effort.

Evidence. After synthesising a large number of studies on the effects of a wide
range of influences on learner achievement, Hattie (2003) found 139 that focused on
feedback. With an effect size of 1.13, this was the most powerful of all the influences
on achievement. He concluded that ‘The simplest prescription for improving
education must be ‘dollops of feedback’ — providing information how and why the
child understands and misunderstands, and what directions the student must take to
improve’. Although Hattie’s meta-analysis was not focused on students with special
educational needs, let alone those with complex needs, the results are highly likely to

apply to such learners.

5.17 Social and Emotional Learning Programmes

A range of programmes fall under the broad rubric of social and emotional learning
(SEL) programmes. Durlak et al. (2011) cite the following: Elias et al. (1997)
defined SEL as the process of acquiring core competencies to recognise and
manage emotions, set and achieve positive goals, appreciate the perspectives of
others, establish and maintain positive relationships, make responsible decisions,

and handle interpersonal situations constructively. SEL programmes aim to
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foster the development of five interrelated sets of cognitive, affective, and
behavioral competencies: self-awareness, self-management, social awareness,
relationship skills, and responsible decision-making (Collaborative for Academic,
Social, and Emotional Learning, 2005). These competencies, in turn, should
provide a foundation for more positive social behaviours, fewer conduct
problems, less emotional distress, and improved test scores and grades
(Greenberg et al., 2003). Further, over time, mastering SEL leads to a shift from
being predominantly controlled by external factors to acting increasingly in
accord with internalised beliefs and values, caring and concern for others,
making good decisions, and taking responsibility for one’s choices and behaviors
(Bear & Watkins, 2006). Through systematic instruction, SEL skills may be
taught, modeled, practiced, and applied to diverse situations so that students use
them as part of their daily repertoire of behaviors (Ladd & Mize, 1983;
Weissberg et al., 1989). In addition, many programs help students apply SEL
skills in preventing specific problem behaviors such as substance use,
interpersonal violence, bullying, and school failure (Zins & Elias, 2006).

In the mid-1990s, a Collaborative for Academic, Social, and Emotional
Learning (CASEL) was formed in the US, with the goal of establishing high-
quality, evidence-based SEL as an essential part of preschool through high school
education. CASEL’s 39 Guidelines for Educators cover four primary domains: (1)
life skills and social competencies, (2) health promotion and problem-prevention
skills, (3) coping skills and social support for transitions and crises, and (4)
positive contributory service (see Elbertson et al., 2010; Elias et al., 1997).

As noted by Durlak et al. (2011), in the US the Academic, Social, and
Emotional Learning Act authorises the Secretary of Education to establish a
National Technical Assistance and Training Center for Social and Emotional
Learning to, inter alia, identify, promote, and support evidence-based SEL
standards and programming in elementary and secondary schools. An example
of the uptake of SEL is provided by Illinois, which became the first state to
require every school district to develop a plan for implementing SEL

programmes in their schools.
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Parallel developments have also occurred in the UK. For example,
Humphrey et al. (2008) recently reported on their evaluation of the Primary
Social and Emotional Aspects of Learning (SEAL) work, which, at the time of
writing, was being used in more than 80 percent of primary schools across
England. They described SEAL as being ‘a comprehensive, whole-school
approach to promoting the social and emotional skills that are thought to
underpin effective learning, positive behaviour, regular attendance, and
emotional well-being’ (p.5). It is delivered in three ‘waves of intervention’ The
first wave centres on whole-school development work designed to create the
ethos and climate in which social and emotional skills can be promoted. The
second wave involves small group intervention for children who are thought to
need additional support to develop their social and emotional skills. The third
wave involves one-to-one intervention with children who have not benefitted
from the previous two waves. These may include children at risk of or
experiencing mental health issues.

A third example of a SEL programme is described by Brackett et al. (2010)
in their description of the RULER Feeling Words Curriculum (RULER refers to
Recognise emotions in oneself and in other people, Understand the causes and
consequences of a wide range of emotions, Label emotions using a sophisticated
vocabulary, Express emotions in socially appropriate ways, and Regulate
emotions effectively). RULER helps students to learn these skills by integrating
formal lessons and opportunities to practice them into regular classroom
instruction. As with all SEL programmes, it is assumed that the ability to process
emotional information enhances cognitive activities, promotes well-being, and
facilitates social functioning.

Evidence. A recent comprehensive meta-analysis carried out by Durlak et al.
(2011), involved 213 school-based SEL programmes involving 270,034 kindergarten
through high school students. They concluded that ‘compared with controls, SEL
participants demonstrated significantly improved social and emotional skills, attitudes,
behavior, and academic performance that reflected an 11-percentile-point gain in
achievement.’ (p.405)

In a second study, Humphrey et al. (2008) reported on their evaluation of

the second wave of SEAL (see above). They found that there was statistically
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significant evidence that the small group work in primary-level SEAL had a
positive impact on, for example, children’s overall emotional literacy; staff-rated
self-regulation; pupil-rated empathy, self-regulation and social skills. As well,
there were reductions in pupil-rated and staff-rated peer problems.

However, a recently published UK study of secondary social and emotional
aspects of learning (SEAL), a programme that was launched in 2007, gives pause for
thought (Wiggelsworth et al., 2012). The aim of this study was to examine the impact
of SEAL on outcomes such as social and emotional skills, behaviour and mental
health difficulties The study utilised a quantitative, quasi-experimental design with a
sample of 22 schools (approximately 2360 pupils) implementing the SEAL
programme, and 19 matched comparison schools (approximately 1991 pupils),
selected on the basis of similar school-level characteristics. A cohort of pupils in these
schools completed annual self-rated assessments of their social and emotional skills,
mental health difficulties and pro-social behaviour over a two-year period. After
controlling for a range of school- and pupil-level characteristics, analysis using multi-
level modelling indicated marginal, non-significant effects of the SEAL programme
on students’ social and emotional skills and mental health difficulties, and no
significant effect on their pro-social behaviour. The study’s findings are discussed in
relation to existing evidence about the effectiveness of the SEAL programme and the
broader SEL evidence base. Several reasons for the discrepancy between this UK
study and the mainly positive US studies are put forward. Firstly, there is the issue of
cultural transferability. Secondly, a distinction can be drawn between the US studies,
which have mainly been ‘efficacy’ studies, i.e., well-controlled, well-supported
studies, compared with the Wigglesworth et al. study, which was an ‘effectiveness’
study, i.e., carried out in real-life settings with limited resources. Thirdly, the UK
study, in comparison with most other studies, had a superior control of a large number
of variables. Their conclusion is pertinent not only to SEAL, but to many other
interventions outlined in the present review: it is essential that there be a rigorous
collection and use of empirical evidence through randomised controlled trials before
programmes are brought to scale.

Another study investigated the impact of a 30-week implementation of the
RULER programme (see above) with 5 and 6™ grade students in three US schools
(Brackett et al., 2010). It was found that students in classrooms in which the RULER
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programmes was integrated had higher end-of-year grades and higher teacher ratings

of social and emotional competence compared to students in the comparison group.

5.18 Early Intervention
In 2011, a report from the Prime Minister’s Chief Science Advisor, Sir Peter
Gluckman, included the following:

The evidence shows that the risk of impulsive and antisocial behaviour is
greatly increased by experiences earlier in life. It is now clear that early
childhood is the critical period in which executive functions such as the
fundamentals of self-control are established. Children who do not adequately
develop these executive functions in early life are more likely to make poor
decisions during adolescence, given the inevitable exposures to risk in the
teenage years. It is very clear from our review of the literature that more can be
done to improve socialisation and executive function development by
reorientation of early childhood programmes. Further, while all children will
benefit from these programmes, the evidence is compelling that targeting
intensive but costly interventions towards the higher-risk sections of the
community has a high rate of social and economic return. Hence the critical
importance of adopting a life-course approach to prevention (p.1).

And, further:

Social investment in New Zealand should take more account of the growing
evidence that prevention and intervention strategies applied early in life are
more effective in altering outcomes and reap more economic returns over the
life course than do strategies applied later. This will require long-term
commitment to appropriate policies and programmes (p.2).

As well, in New Zealand, the policies, Ka Hikitia — Managing for Success: The
Maori Education Strategy 2008-2012 and the Pasifika Education Plan 20082012
both indicate a strategic focus on earlier identification of and intervention for children
with specific barriers to learning.

The above sentiments are widely echoed in the international literature. Most
recently, an authoritative Cochrane review focused on behavioural and cognitive-
behavioural group-based parenting programmes for early-onset conduct problems
(Furlong et al. 2012). It is worth quoting at length:

This review includes 13 trials (10 RCTs and three quasi-randomised trials), as
well as two economic evaluations based on two of the trials. Overall, there were
1078 participants (646 in the intervention group; 432 in the control group). The
results indicate that parent training produced a statistically significant reduction
in child conduct problems, whether assessed by parents or independently
assessed. The intervention led to statistically significant improvements in
parental mental health ... and positive parenting skills, based on both parent
reports. Parent training also produced a statistically significant reduction in
negative or harsh parenting practices according to both parent reports and
independent assessments.... Moreover, the intervention demonstrated evidence

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



100

of cost-effectiveness. When compared to a waiting list control group, there was
a cost of approximately $US2500 (GBP 1712; EUR 2217) per family to bring
the average child with clinical levels of conduct problems into the non-clinical
range. These costs of programme delivery are modest when compared with the
long-term health, social, educational and legal costs associated with childhood
conduct problems. Conclusion: Behavioural and cognitive-behavioural group-
based parenting interventions are effective and cost-effective for improving
child conduct problems, parental mental health and parenting skills in the short
term. The cost of programme delivery was modest when compared with the
long-term health, social, educational and legal costs associated with childhood
conduct problems. Further research is needed on the long-term assessment of
outcomes.

In a further review, Buckley (2009), from the US Department of Education’s
Institute of Education Science, concluded that ‘a substantial body of research has
shown that the early onset of behavioral and mental health problems during
elementary school is associated with an increased risk for subsequent severe behavior
and academic problems’ (p.195) Buckley goes on to note research that shows that ‘in
the absence of effective intervention, many students who exhibit serious behavior
problems in the early elementary grades...develop more significant antisocial and
disruptive behavior patterns by the upper elementary or middle school grades’ (p.195).

In a similar vein, one of Church’s (2006) major conclusions in his review was
that ‘In order to prevent antisocial children growing up to become antisocial adults, it
is desirable that such children be identified as early as possible and as soon as the first
signs of antisocial development begin to appear’ (p.50). He went on to note that
‘improvements in our ability to detect antisocial development probably means that we
could identify, by about age 5 if not sooner, a majority of those children who, without
suitable intervention, are likely to be at high risk of life-course persistent antisocial
behaviour problems’ (p.66). He cites research by Fergusson et al. (1993) to the effect
that antisocial behaviour early in a child's school career is the single best predictor of
delinquency in adolescence.

Church reviews several early intervention programmes targeting ‘antisocial’
children, some based in New Zealand. These will not be reviewed here, but suffice to
note some of his key conclusions:

e The research reviewed in this report indicates fairly clearly that it is possible to
identify children with early onset antisocial development prior to school entry.
This means that early intervention designed to prevent further antisocial
development is demonstrably feasible.

e The research reviewed in this section indicates that home and school
interventions are more effective in halting and reversing antisocial development
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than interventions in the home only or the school only.

e The research reviewed in this section suggests that well designed home and
school interventions, which reach the child before the age of 7, may succeed in
returning the antisocial child to a normal developmental trajectory in 70 to 80
per cent of cases. (p.94)

e Schools should identify their antisocial children as early in their school career as
possible. This is because the task of reversing antisocial development becomes
increasingly difficult the older the child becomes. (p.114)

In his estimate of the financial impact of delaying treatment, Church concluded
that the cost of halting antisocial development and returning the child to a normal
developmental pathway at each age level increases from $5,000 at age 5 to $12,000 at
age 10 and then to $60,000 at age 15. He recognised that these were estimates only
and that more detailed analyses were needed. ‘Nevertheless’, he stated, ‘it does seem
highly likely that the costs of halting and reversing antisocial development will be
found to fall on an exponential curve over the ages 3 to 17 years’ (p.156).

A similar position to Church’s regarding the importance of early intervention is
taken by Meyer & Evans & (2000) in their review of the literature on interventions
with children with developmental disabilities. They refer to the UK work of Murphy
et al. (2005). According to Meyer & Evans, this research ‘presented perhaps the most
powerful evidence available to date of the consequences for a child, the family and
the community if challenging behaviour at a young age is ignored or allowed to
escalate into the middle childhood years’ (p.16). In their investigation of challenging
behaviour in those with severe intellectual disabilities and/or autism, Murphy et al.
followed up a large sample of children aged 15 years or younger to twelve years later.
Children who were labelled socially impaired in the earlier period later evidenced
significantly greater abnormal behaviour. Later high levels of abnormal behaviour
were predicted by the earlier presence of one or more of the following factors: a
diagnosis of autism/autistic spectrum disorders, social impairment, limited expressive
language, and abnormal behaviour. Meyer & Evans conclude that ‘Their evidence
supports systematic and early intervention with young children who present these
factors as a priority, particularly given the pervasive impact of challenging behaviours

on the child and his/her family’ (p.17).

5.19 The Hei Awhina Matua project
This project is an example of an approach targeting Maori children and youth who
have developmental disorders and serious challenging behaviours. It focuses on

developing positive and effective behaviour management strategies and educational
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resource materials to address the needs of Maori children of all ages in a culturally

appropriate way (Berryman & Glynn, 2004).

5.20 Multi-component Programmes

A few studies have investigated the impact of two or more teaching strategies on
learners’ academic achievement and social behaviours, without giving them a
programme name, such as in those mentioned above.. Many of them have combined
cognitive strategy instruction with another type of intervention, including direct
instruction (Swanson, 2000), information and communications technology
(Woodward & Rieth, 1997), phonological training (Lovett et al., 2000), and co-
operative group teaching (Swanson, 2000). One Canadian study looked at the
combination of three strategies: co-operative group teaching, teacher collaboration
and parent involvement (Saint-Laurent et al., 1998).

Recent UK evidence shows that teachers who are effective in teaching
disadvantaged learners demonstrate skills in a ‘bundle’ of strategies, many of which
have already been referred to. They:

e Have excellent organisational skills: teachers have clear learning objectives for
lessons and make sure their learners understand them. They also organise their
resources well and have clear, well-established and smooth classroom routines.

e Establish a positive classroom climate: teachers have positive relationships with
their learners and create happy classrooms with mutual respect and positive
expectations for achievement.

e Personalise their teaching: teachers are sensitive to the needs and interests of
their pupils and provide a variety of resources to suit individual pupils.

o Use dialogic teaching and learning: pupils work collaboratively, receive
evaluative feedback from their teachers (and from their peers) and spend more
time learning.

e Make more frequent use of the ‘plenary’: teachers use whole class methods to

provide feedback and to allow further discussion.

5.21 Summary

1. The inclusive classroom is an essential component of the comprehensive
ecological approach to working with students with complex needs.

2. There are universal needs i.e., those shared by all children; semi-universal needs,

i.e., those shared by all children with special needs, specific needs, i.e., those that
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are specific to all children falling into a particular category (e.g., those with
complex needs); and needs that are unique to each individual child.

3. All students, including those with special needs, benefit from a common set of
strategies, even if they have to be adapted to take account of varying cognitive,
emotional and social capabilities. What is required is the systematic, explicit and
intensive application of a wide range of effective teaching strategies.

4. Response to Intervention (US) and Graduated Response (England) models
involve consideration of individual student’s response to instruction across
multiple (three or four) tiers of intervention:

Tier I: core classroom instruction.
Tier II: supplemental (or secondary) instruction.
Tier I1I: instruction for intensive intervention (tertiary).

Tier IV: highly specialised intervention.

5. Educators are increasingly expected to be responsible not only for helping
students to achieve the best possible outcomes, but also for using the most
scientifically valid methods to achieve them.

6. Evidence-based teaching strategies may be defined as ‘clearly specified teaching
strategies that have been shown in controlled research to be effective in bringing
about desired outcomes in a delineated population of learners.’

7. As with all students, those with complex needs should be provided with an
education that enables them to acquire academic skills such as literacy and
numeracy, as well as maximising their emotional well-being and positive social
functioning.

8. Strategies and programmes that have a strong evidential base include:

e Adapted curricula

e Assessment

o Cooperative group teaching

e Peer tutoring and peer support
e Classroom climate

e Social skills training

e Cognitive strategy instruction
o Self-regulated learning

e Behavioural approaches
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e Functional behavioural assessment

o Cognitive behavioural therapy

e Review and practice

e Formative assessment

o Feedback

o Social and emotional learning programmes
e FEarly intervention

e The Hei Awhina Matua project

e  Multi-component programmes
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CHAPTER SIX
THE CHILD IN THE WHOLE-SCHOOL

6.1 Introduction

So far, we have looked at the child in the context of the microsystem of the family
and the exosystem of the inclusive classroom. We now turn to an extension of the
exosystem, the school as a whole.

This chapter will consider the following whole-school approaches to
working with children with special educational needs, particularly those with
complex needs:

6.2 School culture

6.3 School-wide Positive Behaviour Support

6.4 Success for All

6.5 Check and Correct

6.6 Wraparound (See Chapter Two)

6.7 The full-service school (see Chapter Two)
6.8 Health Promoting Schools (see Chapter Two)

6.2 School Culturel0

Creating a positive school culture, or ethos, involves developing and implementing
goals for the school. These goals will reflect the shared values, beliefs, attitudes,
traditions and behavioural norms of its members, particularly those who are in
leadership positions. In terms of inclusive schools, this means developing (a) a strong
commitment to accepting and celebrating diversity, (b) a sensitivity to cultural issues,
and (c) setting high, but realistic, standards of achievement and behaviour.

The idea that individual schools have unique cultures is a relatively recent arrival
on the educational scene. Drawn from anthropological and organisational research, and
the social psychology of schooling, it provides a powerful tool for understanding and
influencing many of the behaviours that take place in schools. Sometimes, a school’s
culture is expressed in a formal vision statement, in other school documents, or in
pronouncements of school leaders. Mostly, however, it is unspoken and is shown in the
interactions that take place in classrooms, in the playground during recesses, in the

staffroom, and in the community. In general, a school’s culture is a characteristic of the

' Based on Mitchell (2008).
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school as an organisation and not of the accumulation of individual personalities (i.e.,
the whole is greater than the sum of the parts), although all members of the school
community contribute to forming its culture (Lindsay & Muijs, 2006).

Evidence. A recent British study investigated the ways in which schools in a
local education authority addressed underachievement in boys, focusing on three
groups causing most concern: black Caribbean, black African and white UK boys.
Three primary and three secondary schools that were producing results above
expectation were studied. The results showed that these successful schools stressed (a)
an inclusive ethos; (b) overall school effectiveness; (c) a broad, diverse curriculum; (d)
monitoring of individual performances; (e) high, but realistic expectations; and (f)
strong connections with parents (Lindsay & Muijs, 2006).

In a qualitative study of a US elementary school, the relationship between school
culture and inclusion was analysed. The researchers found three underlying
characteristics of the school’s culture to be related to the success of its inclusion
programme: (a) an inclusive leader, who employed a democratic approach and had a
clear set of values; (b) a broad vision of the school community, shown by including
families as well as the wider community in every aspect of the school; and (c) shared
language and values, shown, for example, in widespread use of the phrase, ‘a school
for everyone’ (Zollers et al., 1999).

In another qualitative study, three US schools were studied over a school year,
with the aim of examining leadership in inclusive education for a range of learners
with severe disabilities. The study looked at who carried out six leadership functions:
(a) providing and selling a vision, (b) providing encouragement and recognition, (c)
obtaining resources, (d) adapting standard operating procedures, (¢) monitoring
improvement, and (f) handling disturbances. The results showed that multiple
individuals, including those who did not have formal authority in the schools, carried
out these leadership roles (Mayrowetz & Weinstein, 1999).

See also Gregory et al. (2007) for a review of how ‘school climate’ can facilitate

the implementation of preventative intervention.

6.3 School-wide Positive Behavioural Support"'
School-wide Positive Behaviour Support (SW-PBS) is a behaviourally-based,

proactive approach to building an entire school community’s capacity to deal with the

' Based on Mitchell (2008).
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wide array of behavioural challenges. It is widely implemented in the US (in over
13,000 schools as of 2010, according to Simonsen et al, 2011) and is currently in use
in New Zealand schools.

SW-PBS is a systems approach, which emphasises (a) the prevention and
reduction of chronic problem behaviour, (b) active instruction of adaptive skills, (¢) a
continuum of consequences for problem behaviours, and (d) interventions for learners
with the most intractable problem behaviours (Horner et al., 2005). As such, it is a
cluster of effective strategies, centring on the school as an organisation, and aimed at
enhancing the quality of life of all its members (Carr et al., 2002).

There is a growing body of evidence that by developing a proactive, school-wide
system that incorporates these strategies, SW-PBS can be effective in decreasing the
level of problem behaviour. Such an approach recognises that a school has its own
unique culture, as described above, and is a complex organisation comprising (a)
people of varying ages, abilities and authority, (b) environments ranging from
classrooms to cafeterias, (c) policies, (d) routines, and (e) procedures, all of which
must function as a coordinated whole (Sprague et al., 2001).

A core feature of SW-PBT is that it is a team-based systems approach, with a
school-wide plan. It is as much concerned with fixing problem contexts as problem
behaviours. This requires all members of the school staff (including bus drivers,
caretakers/janitors, etc.) to work together on a common agenda of goals and
approaches to learners’ behaviour. To achieve this, several factors are very important:
school leadership, administrative support, on-site professional development for staff,
and consistency across all staff members. It is a good idea to set up a school-wide
support team to guide and direct the process.

It is important that one of the main roles of SW-PBT be seen as preventing
problem behaviours from occurring or from becoming more serious, chronic conditions.
Within this prevention theme a three-tiered approach is typically taken (Freeman et al.,
2006); OSEP Technical Assistance Center on Positive Behavioral Interventions and
Support; Lewis & Sugai, 1999). Derived from models of delivering health services in
the community, this involves setting up a continuum of behaviour support practices in a
school, with three levels: primary, secondary and tertiary prevention. Primary or
universal prevention strategies have the goal of creating a positive social culture and
preventing new cases of problem behaviour from occurring. It does this by involving all

students and all adults within all school settings. It does not require individual students
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to be identified. Approximately 80 percent of the student population are targeted at this
level. Secondary prevention strategies recognise that primary prevention does not work
for all students. They are aimed at identifying and supporting about 15 percent of
individual students who are at risk of engaging in more serious problem behaviour
before they reach that stage. Tertiary prevention strategies focus on the smaller number
of students (about 5 percent) who engage in serious and chronic problem behaviour and
who require intensive, individualised intervention. Put another way, the three levels
equate with universal support, group support and individual support, respectively. It
should be noted that in SW-PBS learners who receive group or individual support also
participate in universal support programmes (Horner et al. 2005; Turnbull et al., 2002;

Bambara & Lohrman, 2006).

Evidence. A range of research has been carried out into outcomes of SW-PBS.
All of the following studies were conducted in the US:

A recent randomised controlled study reported on its effectiveness in 37
elementary schools over a five-year period (Bradshaw et al., 2010). It was found that
schools trained in SW-PBS implemented the model with high fidelity and experienced
significant reductions in student suspensions and discipline referrals.

An earlier study carried out in a rural middle school catering for 6", 7™ and 8"
grade students evaluated a SW-PBS programme designed to define, teach, and reward
appropriate behaviour. In the beginning of the first year of the programme the students
were taught school expectations. Throughout the year, they received rewards for
appropriate behaviour and office referrals for infractions. Results showed a 42 per cent
reduction in office referrals compared with the previous year when no interventions
were carried out (Taylor-Greene et al., 1997).

A third study reported on a project aimed at assisting elementary and middle
schools to implement a school-wide discipline plan based on the Effective Behaviour
Support model (Sugai & Horner, 1994) and the Second Step violence prevention
curriculum (Grossman et al., 1997) with all students in the school. Nine treatment and
six comparison schools were studied. The results showed greatly reduced office
referrals for unacceptable behaviour and improved social skills knowledge for learners
in the treatment schools (Sprague et al., 2001).

The purpose of a fourth study was to explore the effects of a proactive school-

wide discipline approach on the frequency of problem behaviour exhibited by
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elementary students. Specifically, the study was designed to explore the impact of a
social skill instruction programme, combined with active supervision and direct
intervention on problem behaviours, across three specific school settings: cafeteria,
recess, and a hallway transition. Results showed that educators reduced the rate of

problem behaviours across each targeted setting (Lewis et al., 1998).

In the context of the present review, it is noteworthy that little evaluation
research has been carried out on the effects of SW-PBS on the behaviours of

individual students with the most significant disabilities (Freeman et al., 2006).

Also, there appears to be little work carried out into how SW-PBS can be
integrated with cultural responsiveness. Vincent et al. (2011) have addressed this
issue, proposing an expansion of SW-PBS to facilitate culturally responsive behaviour
support programmes. They suggest ‘(a) systematically promoting staff members’
cultural knowledge and self-awareness, (b) commitment to culturally relevant and
validating student support practices, and (c) culturally valid decision-making to
enhance culturally equitable student outcomes’ (p.219). Vincent & Tobin (2011) have
actually carried out an investigation into the relationship between the implementation
of SW-PBS and disciplinary exclusions of students from various ethnic backgrounds
They found that whereas SW-PBS in the classroom was associated with decreased
exclusions in elementary schools, its implementation in non-classroom settings
appeared to be associated with decreased exclusion in high schools. They note that
‘although overall exclusions decreased, White students appeared to benefit the most
from this decrease, whereas African American students remained over-represented in

exclusions, in particular long-term exclusions’ (p.217).

6.4 Success for All

According to Slavin & Madden (2007), Success for All is widely used: as of fall,
2006 it was in use in more than 1200 schools in 47 states in the US, as well as in
schools in Britain, Canada, and Israel. They claim that ‘it is by far the largest
research-based, whole-school reform model ever to exist’ (p.1). Slavin & Madden go
on to describe Success for All in the following terms:

Success for All is built around the idea that every child can and must succeed in
the early grades, no matter what this takes. The idea behind the program is to
use everything we know about effective instruction for students at risk to direct
all aspects of school and classroom organization toward the goal of preventing
academic deficits from appearing in the first place; recognizing and intensively
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intervening with any deficits that do appear; and providing students with a rich
and full curriculum to enable them to build on their firm foundation in basic
skills (p.4).

The major elements of Success for All may be summarised as follows:

e A school-wide reading curriculum: during reading periods, students are
regrouped across agelines so that each reading class contains students at the
same reading level,

o Tutors: In grades 1-3, specially trained teachers and paraprofessionals work
one-to-one with any students who are failing to keep up with their classmates in
reading. Tutorial instruction is closely coordinated with regular classroom
instruction. It takes place 20 minutes daily;

e  Quarterly assessments: Information is obtained on reading progress, which is
then used to suggest alternative teaching strategies, changes in reading group,
the provision of tutoring, etc.;

o Solutions team: A Solutions Team works in each school to help support families
in ensuring the success of their children, focusing on parent education, parent
involvement, attendance, and student behavior.

e Fuacilitator: A programme facilitator works with teachers to help them
implement the reading program, manages the quarterly assessments, assists the
Solutions Team, makes sure that all staff are communicating with each other,
and helps the staff as a whole make certain that every child is making adequate

progress. (Slavin & Madden, 2007, p.38)

Evidence. According to Slavin & Madden (2007),

Success for All is arguably the most extensively evaluated school reform model
ever to exist. Experimental-control comparisons have been made by researchers
at eighteen universities and research institutions ..., both within the U.S. and in
five other countries. Taken together, more than 50 studies have compared
Success for All and control schools on individually administered standardized
tests and on state accountability measures (pp.16-17).

A meta-analysis of research on 29 comprehensive school reforms by Borman et
al. (2003) listed Success for All among three models with the strongest evidence of
effectiveness.

Borman and his colleagues have carried out other research, most recently a U.S.
Department of Education-funded evaluation involving 41 Title I schools throughout

the US (Borman et al., 2005; Borman et al., 2007). Schools were randomly assigned
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to use Success for All or to continue with their existing reading programmes in grades
K-2. At the end of the three-year study, children in the Success for All schools were
achieving at significantly higher levels than control students on measures of reading,
with effect sizes ranging from 0.21 to 0.38.

In an earlier study, Slavin & Madden (1993) found that for students in general,
effect sizes in favour of Success for All averaged around half a standard deviation at
all grade levels. Importantly for the present review, they reported that effect sizes for
students in the lowest 25% of their grades were particularly positive, ranging from
ES=+1.03 in first grade to ES=+1.68 in fourth grade.

Cooper & Jacobs (2011) point out that there has been considerable interest in
Success For All in the UK as it ‘echoes and addresses many of England’s National
Literacy Strategy (NLS) requirements’ (p.90). They describe a two-year pilot scheme
carried out in Nottingham in 1997 in five primary and one secondary school in an area
of considerable deprivation (Hopkins et al., 1999). In years one to three, these
students performed considerably better than expected, although impressive gains
waned in each of the following three years. In addition, behavioural improvements
were noted in the intervention schools. Cooper & Jacobs describe a further two small-
scale studies in the UK, noting that while they ‘suggested persuasively that the
programme was efficient, especially in the early years and especially in literacy, they
were limited in scope and design and there were no randomised controlled trials’
(p-90).

Cooper & Jacobs cite other critiques of Success for All. For example, Pogrow
(2002) argued that such programmes are too costly and too prescriptive, while
Walberg & Greenberg (1999) and Jones et al., 1997), challenge the evidence base,
methodology and outcomes of Success For All. Despite the critics, however, Cooper
& Jacobs observe that other more recent independent comparative studies (Correnti &

Rowan, 2007) are more forgiving and supportive.

6.5 Check and Connect
Check and Connect is a dropout prevention programme developed by Sandra
Christensen and her colleagues at the University of Minnesota. It is currently being
used in some New Zealand schools.

The programme has some similarities with Success for All, as can be seen in the

following description. Check and Connect relies on close monitoring of students’
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school performance, as well as mentoring and case management. The ‘Check’
component is designed to continually assess students’ engagement through close
monitoring of their performance. The ‘Connect’ component involves the programme
staff giving individual attention to students, in partnership with school personnel,
family members, and community service providers. Each student in the programme is
assigned a ‘monitor’, who functions as a mentor, regularly reviewing their
performance and behaviour, and intervening when problems are identified. Intensive
intervention focuses on three areas: problem-solving (including social skills
development), academic support (through homework assistance and tutoring, for
example), and recreational and community service exploration. As well, Check and
Connect includes family outreach, with frequent contact and collaboration between
home and school.

Evidence. According to the US Department of Education’s What Works
Clearinghouse (US Department of Education, 2006), one study of Check and Connect
met its evidence standards. This was a randomised controlled trial that included 94
high school students from Minnesota schools with learning, emotional, or behavioural
disabilities. The students were randomly assigned to treatment and control groups,
both groups receiving Check and Correct in the 7™ and gt grades, but only the
treatment group continued to receive these services in the 9™ grade. The results were
in favour of the Check and Connect group in the two domains of interest: staying in
school and progressing in school (Sinclair et al., 1998).

No other studies of Check and Correct, apart from those carried out by

Christenson and her colleagues, were identified in preparing this review.

Since Chapter Two presented detailed analyses of other ‘joined-up’, whole-school

approaches, it will be sufficient to summarise them here:

6.6 Wraparound
Wraparound refers to a system-level intervention that quite literally aims to ‘wrap’
existing services around children and young people and their families to address their

problems in an ecologically comprehensive and coordinated way.

6.7 Full-service Schools, or Community Schools
These are ‘one-stop’ schools that integrate education, medical, social and/or human

services to meet the needs of children and youth and their families on school grounds
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or in locations that are easily accessible. They necessitate information sharing
between agencies, the appointment of a lead professional, developing common
assessment frameworks, and creating a common core of training for the professionals
involved. They vary in character according to the nature of the communities they
serve and the availability and commitment of various agencies. They require
consideration of such issues as (a) management of the programme, (b) establishing
mechanisms for collaboration, (¢) building from localities outwards; (d) avoiding the
potential for schools to ‘colonise’ the system, (e) avoiding undue reliance on the

medical model, (f) determining the financing model, and (g) evaluating outcomes.

6.8 Health-promoting Schools

These schools engage health and education officials, teachers, students, parents and
community leaders in efforts to promote health through strengthening schools’
capacities as healthy settings for living, learning and working. As with other variants
of joined-up approaches, health-promoting schools are concerned with establishing
partnership and collaboration not only between different sectors at the national and

regional levels, but also with everyone involved in the everyday life of the schools.

6.9 Student Support Committees

In order to manage their responses to students with special educational needs,
including those with complex needs, schools need to set up a management structure of
some kind. Finland provides a good model for such a structure with its Student
Support Groups in all schools. These groups are chaired by the school principal and
contain the school’s special education personnel, as well as local authority
representatives. The groups are responsible for monitoring the progress of all students
with special educational needs and for making recommendations regarding any out-
of-school placements (Hautamaki, et al., 2008). Similar committees also exist in many

New Zealand schools.

6.10 Summary

1. This chapter examines how the whole school and its wider community can be
harnessed to provide a comprehensive range of services for all children,
particularly those at risk, including those with complex needs.

2. The culture of the school as an organisation plays a critical role in determining the
philosophy of care and education for students with special educational needs.

3. School-wide Positive Behaviour Support is a systems-oriented, proactive approach
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to building an entire school community’s capacity to deal with the wide array of
behavioural challenges. It is widely implemented and well founded in research.

4. Success for All is a widely-used, research-supported programme aimed at
preventing school failure or intervening when deficits occur. It focuses on reading,
and includes regular assessments, a solutions team to support parents, and a
facilitator to work with teachers.

5. Check and Connect is a drop-out prevention programme that relies on close
monitoring of students’ school performance, as well as mentoring and case
management

6. Wraparound refers to a system-level intervention that quite literally aims to ‘wrap’
existing services around children and young people and their families to address
their problems in an ecologically comprehensive and coordinated way. (See
Chapter Two.)

7. Full-service or community schools are ‘one-stop’ schools that integrate education,
medical, social and/or human services to meet the needs of children and youth and
their families on school grounds or in locations that are easily accessible. They
necessitate information sharing between agencies, the appointment of a lead
professional, developing common assessment frameworks, and creating a common
core of training for the professionals involved. They vary in character according to
the nature of the communities they serve and the availability and commitment of
various agencies. (See Chapter Two.)

8. Health—promoting schools engage health and education officials, teachers,
students, parents and community leaders in efforts to promote health through
strengthening schools’ capacities as healthy settings for living, learning and
working. (See Chapter Two.)

9. Student Support Committees should be set up in all schools to monitor the progress

of all students with special educational needs, including those with complex needs.
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CHAPTER SEVEN
THE CHILD IN SPECIAL/OUT-OF-HOME PLACEMENTS

7.1 Introduction
As noted by Lane et al. (2008), ‘students with emotional and behavioral disorders
(EBD) commonly engage in behaviors (e.g., verbal and physical aggression; social
skills acquisition and performance deficits) that negatively influence both their ability
to successfully negotiate peer and adult relationships and their educational experience’
(p-44). These behaviours are often deemed to be beyond the capacity of teachers to
manage in regular classrooms, and often beyond the capacity of their parents, as well.
Thus, in the US (and probably many other countries), students with EBD are more
likely to be placed in restrictive, or exclusionary settings than students in any other
category, with close to 77,000 such students being educated in separate day treatment
or residential settings at the time of writing (US Department of Education, 2002).
However, despite these figures, and the growing number of such placements,
‘little information is available concerning the quality of education they receive while
enrolled and the supports provided as they return to their public or home school’
(Gagnon & Leone, 2005, p.141). What research that is available is not very
encouraging, Gagnon & Leone claiming that in the US, it shows a history of
inadequate educational services during both entrance to and exit from such facilities.
This chapter will examine various specialist provisions, including residential

placement for students with complex needs. The following will be discussed:
7.2 Special units and special classes
7.3 Residential schools
7.4 Nurture groups
7.5 Multidimensional treatment foster care

7.6 Teaching family homes

7.2 Special Units, Special Classes, and Special Day Schools"
If the student with complex needs cannot be managed in a regular class, next on the
continuum of programmes is the special unit (roughly equivalent to ‘pupil referral

units’ in England) or a special class within the school, and then a special day school.

12 Apart from most of the material on pupil referral units, this section is summarised from Cooper &
Jacobs (2011). For a detailed review of pupil referral units, see Colley (2011).
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Here the student may spend a short or long time before being considered for re-
integration into the regular class, or being placed in a residential school (see next
section).

In England and Wales, as part of their duty under section 19 of the Education
Act 1996, local authorities set up and run pupil referral units (PRUs) to provide
education for children of compulsory school age who cannot attend school, or who
have been excluded from school (Department for Education and Skills, 2005). Since
September 2010, PRUs are legally referred to as ‘Short Stay Schools’ (in England, but
not Wales), but in this review the term PRU will be retained. Some 14,000 children
are currently enrolled in PRUs.

Local authorities operate different models of PRU provision, developed to meet
local circumstances and in line with local policies. Models of provision include:
provision on a single site, provision on several sites under a single management
structure, Peripatetic Pupil Referral Services (particularly in rural areas), and e-
learning provision using ICT and web-based resources. PRUs may provide full- or
part-time education. Many PRUs work jointly with mainstream schools to support
vulnerable pupils and pupils at risk of exclusion; they may do so through out-reach
support to individual pupils in their mainstream school by PRU staff or through dual
registration of pupils, who may attend a PRU on a part-time or full-time basis. A
single management committee may cover two or more PRUs to ensure better co-
ordination of education of children out of school. Members of a management
committee might include: head teachers from maintained schools within the local
authority, local authority officers with knowledge or experience of working with
young people with behavioural difficulties, social services representatives with
knowledge and responsibility for children’s services, representatives from local health
services, the teacher in charge of the PRU, Special Educational Needs Co-ordinators,
parents of pupils currently or previously attending the PRU, and representatives of
voluntary or community organisations.

PRUs cater for a wide range of pupils — those who cannot attend school because
of medical problems, teenage mothers and pregnant schoolgirls, pupils who have been
assessed as being school phobic, pupils who have been excluded or who are at risk of
exclusion. Some PRUs cater for particular kinds of pupils, while others will have a
mix of different kinds. For most pupils, the main focus of PRUs is on getting them

back into a school.
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Many PRUs also work with schools to support vulnerable pupils and those at
risk of exclusion. They may do this through outreach support to pupils within the
schools, or by dual registration, where a pupil stays on the register of their school but
is also registered with, and attends, the PRU.

Evidence. In their recent review, Cooper & Jacobs (2011) note that special
units/classrooms/pupil referral units have ‘limited evidence supporting their use’ (p.4),
though they also point out that the nature and diversity of this range of provision
makes it difficult to make meaningful generalisations about their overall effectiveness.
Unfortunately, where useful case study evidence exists, this has not been followed up
by further larger-scale studies.

According to a recent report by Charlie Taylor, the UK Government’s Expert
Adviser on Behaviour, there is a wide variation in the set up, objectives and ethos of
PRUs nationally, but the best share some common characteristics (Taylor, 2012).
These include the following:

e They have strong, authoritative leaders who are respected partners of their
mainstream colleagues. Their PRUs are seen as a resource locally where the
expertise of staff is used to help mainstream schools to improve their practice.

e Good PRUs are able to be responsive when a difficult behaviour problem
develops in a school and provide appropriate support. They assess the needs of
such students and provide personalised programmes for each one which, when
possible, leads to a return to their mainstream school.

e They have the capacity to help pupils with serious emotional difficulties and
improve behaviour at the same time as achieving high academic standards.

On the other hand, according to Taylor, some PRUs are of poor quality:

e Once placed there, children rarely get back to mainstream school.

e The curriculum is narrow.

e The teaching is poor and pupils do not achieve academic success.

e Rather than improving behaviour, the atmosphere of the worst PRUs feeds
pupils’ behaviour problems. Some of the most vulnerable children, with a range
of differing needs, end up in bleak one-size-fits-all provision.

e Schools described difficulties working with PRUs, such as a labyrinthine
referral process that takes months to get children a place, a poor relationship

between them and other schools and a service that seemed to be operating in the
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interests of the staff rather than schools or children.

A recent Ofsted (2007) review commenced with the following statement:

Although there is a wide variety of PRUs, they face similar barriers in providing
children and young people with a good education. These may include
inadequate accommodation, pupils of different ages with diverse needs arriving
in an unplanned way, limited numbers of specialist staff to provide a broad
curriculum and difficulties reintegrating pupils into mainstream schools. The
success of PRUs depends on their responses to these challenges and the support
they receive from their local authority (LA). In 2005/06 over half the PRUs
inspected nationally were good or outstanding, but one in eight was inadequate.

(-4

The review then went on to focus on 28 PRUs concerned with the age group 11-

18 whose overall effectiveness had been judged to be good or outstanding in the

previous two years. These PRUs had much in common, including the following

features:

Shared purpose and direction: staff conveyed to pupils that they were offering a
‘second chance’ or a ‘fresh start’; they had high expectations, set challenging
tasks for them and anticipated what support they would need.

A well-designed curriculum that allowed pupils to improve basic skills where
necessary and re-engage them in learning through interesting experiences.
Emphasis on personal and social development: it was integrated into all lessons
and activities, as well as being taught well at discrete times.

Well-managed provision for pupils with behavioural, emotional, social and
medical difficulties included appropriate plans for the next steps for each pupil,
clearly defined timescales and systems to put planning into action. All these
enabled the timely and systematic reintegration of pupils into mainstream
schooling.

In an even more recent review, Ofsted (2011) examined the use of nurture

groups and related provision in a small sample of 29 infant, first and primary schools.

The following were the key findings and recommendations:

When the nurture groups were working well, they made a considerable
difference to the behaviour and the social skills of the pupils who attended
them. Through intensive, well-structured teaching and support, pupils learnt to
manage their own behaviour, to build positive relationships with adults and
with other pupils and to develop strategies to help them cope with their
emotions.
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At its best, the nurture group was part of a genuinely ‘nurturing’ school, where
all members were valued, but where this value was imbued with a rigorous
drive for pupils to achieve their very best.

The schools that were the most effective at ‘nurturing’ had a clearly defined,
positive but firm approach to the way in which they spoke to pupils, gave
them clear boundaries, praised them for their efforts and achievements,
ensured that they made academic progress, and worked with their parents.
They saw each pupil as an individual and planned and implemented additional
support accordingly.

The nurture groups gave parents practical support, including strategies that
they could use at home with their children. Parents felt more confident about
being able to help their children and they valued the nurture groups highly.

All the schools visited judged the success of the group in terms of the pupils’
successful reintegration to their main class. However, ensuring that the pupils
made progress in their academic learning often did not have as high a profile
as the development of their social, emotional and behavioural skills. Almost
all the schools saw this as part of their purpose to some extent, but its
prominence varied.

The effectiveness with which literacy, numeracy and other academic skills
were taught varied. Occasionally, it was seen as acceptable to put academic
learning ‘on hold” while the pupils were in the nurture group. This led to them
falling further behind.

Daily informal communication between the class teacher and the nurture
group staff was common and helped staff to know how well the nurture group
pupils were doing on a daily basis. However, communication about pupils’
academic progress was not as strong as about their social and behavioural
progress.

Where pupils in the nurture group were receiving a coherent and balanced
curriculum, leaders, class teachers and nurture group staff had agreed where
and by whom each element of the curriculum would be taught. Where
curriculum planning was not clear, gaps emerged in the pupils’ learning but
were not always noticed.

All the nurture group pupils in the schools surveyed retained at least some
contact with their mainstream classes and with the rest of the school. The
extent to which a sense of ‘belonging’ was retained depended on the attitudes
of the school and the systems for communication. If these elements were
positive, the pupils remained a clear and visible part of their mainstream class
even when they attended the nurture group for most of the time.

The pupils’ transition back to their mainstream class full time was planned
particularly carefully in 14 of the schools. In the best practice, it was given a
high priority and planned well in advance and included targeted support back
in the class.

Thirteen schools tracked the academic and the social, emotional and
behavioural progress of the nurture group pupils thoroughly. These schools
were able to demonstrate clear evidence about the progress made in each of
these areas and knew where and why progress had not been made.
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e The schools’ evidence indicated that over a third of the 50 case study pupils
who were attending the nurture groups at the time of the survey were making
substantial progress with behavioural, social and emotional skills. Nearly all
were making at least some progress.

e Academic progress was not as strong, though it was very good for some. For
nine pupils, their progress in reading, writing and mathematics had accelerated
since joining the nurture group. Twenty pupils had started to make at least
some progress in reading, writing, and mathematics since joining the nurture
group, having previously made none or very little.

e No school had evaluated thoroughly the progress of the former nurture group
pupils as a separate cohort in order to analyse the long-term impact of this
intensive intervention. However, all could provide case studies that showed
considerable success.

e Almost all the schools recognised that the nurture group could not be the
complete solution to the support that the pupils needed. They put in place a
range of targeted support for these and other pupils, particularly when pupils
left the group.

Recommendations
The Department for Education and local authorities should:
e take into account the substantial value of well-led and well-taught nurture
groups when considering policies and guidance on early intervention and
targeted support for pupils with behavioural, emotional and social needs.

Schools should:

e cnsure that all intensive interventions enable pupils to make academic as well
as social and emotional progress;

e ensure that communication between senior leaders, nurture group staff and
class teachers is frequent and systematic, and concentrates on the academic as
well as the social progress that pupils are making;

e systematically track and evaluate the social, emotional and academic progress
of the pupils after they leave the nurture group or other intensive intervention

in order to ascertain long-term impact and establish whether other support is
needed (pp.6-8).

In a small-scale study of 92 children in north-west England aged 13 to 16 in
pupil referral units, Solomon & Rogers (2001) gave them questionnaires covering
their perceptions of this placement. Contrary to the expectation that placement in
these units would allow children access to a therapeutic environment where they
could develop more effective coping strategies and contrary to the expectation that
these students found difficulties in accessing the full curriculum, the students did not
reject the curriculum nor had they found coping strategies within the units. The
researchers concluded: ‘Interventions designed to assist disaffected pupils need to be
located within the context of regular schooling itself...effective interventions need to

recognise the limits of [a counselling-type environment] and seek to relocate referred
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pupils into mainstream.’

In a study of a special unit in a Cypriot school, Angelides & Michailidou (2007)
noted that educating students with special needs in such a unit can lead to
marginalisation. Interviewing 14 of these children, and comparing their social lives to
those of a matched group of 14 educated in regular classrooms, the authors discovered
that the former had little opportunity to mix with their peers and their school lives
were dominated by children and adults involved in special education. They identified
as important friends those who were in their home network, whereas those typically-
educated children identified as their important friends others within their class or
school.

In two US studies comparing children with emotional and behavioural
difficulties educated in self-contained classrooms with those educated in specialist
separate schools, Lane et al. (2005) discovered that little distinguished such children
in special schools from those educated within a self-contained classroom in a
mainstream schools. Academic improvement in either setting was limited, as was
progress in social or behavioural domains. The only observed difference was that
those in special schools referred to as having more ‘severe’ difficulties were more
likely to have externalising disorders than internalising disorders. Although the study
aimed to question why some children were referred for education in more restrictive
settings (special schools) the results must point additionally to there being little social
and emotional advantage in being placed in a segregated classroom within a
mainstream school.

In Sweden, children showing signs of significant disturbance or thought to be at
risk are withdrawn to spend time in a day special school. Here their emotional and
mental health is monitored in small classes where they receive some social skills
training. Svedin & Wadsby (2000) conducted a follow-up study of 104 children, most
with disruptive behaviour, who were referred to Swedish day special schools at some
time in their school career. Of these, 88 percent had returned to mainstream schooling
after an average placement of two years. There were significant improvements in their
mental health and 60 per cent were symptom-free or had only mild symptoms. Their
academic progress remained slow, however, and even after placement they were
considered more disturbed than typical children. Most (53 per cent) had been
diagnosed with oppositional defiant disorder and 21 per cent with conduct disorder. It

was this group who still displayed the most obvious problem behaviours.
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7.3 Residential Schools

‘Residential schools for students with SEBD [social, emotional, and behavioural
difficulties] have been described as the ‘dinosaurs’ of special educational
provision. ... Unlike dinosaurs, however, these residential schools have shown
remarkable resilience in the face of intense efforts to kill them off ..." (Cooper &
Jacobs, 2011, p.117)

Despite the worldwide trend towards inclusive education, residential schools are still
widely utilised to provide full-time care and education for children with complex
needs/SEBD. These are usually children who pose the most severe challenges to their
schools and families.

Evidence. After his extensive search for relevant New Zealand research, Church
identified no controlled evaluations of the effectiveness of residential school
programmes

With regard to international research (mainly conducted in the US), Church
quotes from Curry (1991), who pointed out that research into the outcomes of
residential treatment lags behind research in related areas, and suffers from numerous
methodological shortcomings. Notwithstanding these problems, Curry noted that
many early studies found that the amount of improvement made by students in
residential schools did not predict their level of functioning in the years following
discharge.

Church (2003) located one meta-analysis of the effects of residential treatment,
carried out by Garrett (1985). This was a review of 126 studies of the effects of
residential treatments for delinquents. Of these studies, 84 involved some kind of
control group, 34 included some kind of measure of subsequent offending, and 19
made use of a ‘rigorous design’. Taken together, the residential programmes
evaluated by Garrett had an average effect size on subsequent offending of only about
0.1, which means that, on average, they were probably producing reductions in
offending over the follow-up period of about 10 percent. Garrett also found that the
studies with control groups had the smallest effect sizes.

In their review of research into residential schools, Cooper & Jacobs (2011)
comment that although researchers have neglected them, particularly in recent years,
‘the limited research evidence that does exist offers important food for thought’
(p.117). They note that such evidence as does exist, points to the residential
experience being characterised, at its best, by its restorative qualities. In a qualitative

study of two residential special schools for boys aged nine to 17 with emotional and
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behavioural difficulties (n=77), Cooper (1989, 1993) found three consistent themes in
the students’ accounts of their experience. The first was respite from negative
influences and unsatisfactory relationships in their home settings and former schools
and the sense of safety and emotional security afforded by the residential setting.
Second was their experience of positive, warm and supportive relationships shared
with the residential staff. Third was their experience of resignification where, as a
result of these positive experiences and relationships the students could forge more
positive self identities, replacing the negative and deviant identities they often held on
entry to the schools.

In a study of children (n=67) attending four contrasting residential schools,
Grimshaw & Berridge (1994), found the children and their families reflected the
findings of Cooper’s study. Families and students also spoke positively about the
effect residential placement had on students’ emotional and social development and,
as a result, the quality of family relationships.

In a recent study in Germany, Harriss et al. (2008) interviewed students aged
eight to 12 (n=13) who had attended a residential school for children with SEBD for
an average of three years. The students attributed the following positive effects to
their residential experience:

« an improved ability to trust others,

* improved ability to cope with ‘difficult feelings’,

* improved classroom engagement and ability to remain in classrooms during
lessons, and

* improved behaviour and relationships at home.

Parents and residential staff echoed these findings, although teachers observed
positive developments in pupils’ academic engagement and progress while parents
expressed concerns that it was often unsatisfactory

However, as Cooper & Jacobs (2011) point out, it is also the case that the few
published follow-up studies that exist tend to reveal poor social and personal
outcomes. For example, Farrell & Polat (2003) tracked down only 26 out of 172
former pupils from a residential SEBD school in England. They were aged 17 to 25
and had spent on average four years and three months in the school. They were all
under-qualified educationally and only 13 had full time, largely menial jobs. They

expressed concerns about their lack of financial security and tended to have negative
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expectations for the future. In a similar study in New Zealand by Hornby & Witte
(2008) a group of former residential SEBD school students (n=29) who had attended
the school when aged ten to 14 years prior to the study, were interviewed. Outcomes
here were worse than those in the UK study. Only nine interviewees had full-time
work, mostly earning only marginally above the statutory minimum wage. Four ex-
pupils were in prison. The researchers assessed the ex-students’ ‘community
adjustment’ on the basis of information about their interpersonal relationships, living
conditions and engagement in community activities, and found comparatively low
levels of performance in these areas.

In conclusion, these disappointing life outcomes contrast sharply with
conclusions drawn from studies of the processes and experiences associated with
residential placement. To Cooper & Jacobs (2011), this suggests that ‘the positive
achievements of these placements can be undermined when continuity in support and
care for individuals after they leave residential provision is absent’ (p.119). This
draws attention to Pfeiffer & Strzelecki’s (1990) point that what seems to affect long-
term outcomes is the level of therapeutic support available to the students following

discharge from residential schools.

7.4 Nurture Groups13

Nurture groups were originally set up by Marjorie Boxall, an Inner London Education
Authority educational psychologist, in the 1960s. There are examples of nurture
groups now in early years settings, primary and secondary schools, special schools

and alternative settings, and they are supported by organisations such as Barnardos.

According to The Nurture Group Network (http://www.nurturegroups.org), a

nurture group comprises a small group of 6 to 10 children/young people, usually
based in a mainstream educational setting and staffed by two supportive adults. They
offer a short term, focussed, intervention strategy, which addresses barriers to
learning arising from social/emotional and or behavioural difficulties. Children
continue to remain part of their own class group and usually return full time within 4
terms. Building trusting relationships are core to the approach. Individual and group
plans are formulated, with all targets thoroughly discussed with all involved,

including the pupils themselves. Nurture groups adhere to the following six

13 Much of this section is based on Cooper & Jacobs (2011) and The Nurture Group Network.
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principles:
1. children's learning is understood developmentally;
2. the classroom offers a safe base;
3. nurture is important for the development of self-esteem,;
4. language is a vital means of communication;
5. all behaviour is communication; and
6. transition is important in children's lives (Lucas et al., 2006).

Cooper & Jacobs (2011) refer to nurture groups as comprising a ‘learning
community-within-a-school’ (p.112). These operate by taking some students, usually
those with SEBD characteristics, out of their mainstream classes for part of the day
for an intensive and supportive adjunct to their social and emotional learning in order
to enable their return as soon as is feasible (Bennathan & Boxall, 1996). Children are
selected on recommendations from social workers, health workers, from pre-school
educators and observations within the first term of the child’s schooling. Group
balance is important and teachers are careful not to overwhelm the group with too
high a proportion of those who act out or those who act in. Parents are consulted
throughout the process as their agreement is seen as primary and crucial.

A classic nurture group would reflect the following principles (Cooper &
Whitebread, 2007):

* They are located on the site of a mainstream primary or infant school, but can be
located in a secondary school.

*  They cater for children aged ten to 12.

*  Two adults staff them: a teacher and a full-time learning support assistant.

*  They operate for nine out of ten half-day sessions in the school week.

*  Nurture group pupils remain on the roll of a mainstream class, register daily with
this class and spend curriculum time in it when not attending the group.

*  Full-time placement in a mainstream class is the main object of a nurture group
placement.

*  The nurture group provides a holistic curriculum, incorporating the UK national
curriculum with one designed to address social, emotional and behavioural
factors underpinning academic learning.

Evidence. In a study of 308 children placed in nurture groups during 1984-98 in
one London borough, Iszatt & Wasilewska (1997) found that 87 percent were

returned to the mainstream after a placement of under one year. In 1995 this group
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was revisited and found to have a very high proportion (83 per cent) of the original
cohort still in mainstream placements with only 4 per cent requiring SEN support
beyond the schools’ standard range of provision.

As noted by Cooper & Jacobs (2011), the positive performance of most nurture
group cohorts tallied with studies of staff perceptions of the effects of this placement.
Several studies have found that staff reported improvements in pupils’ self-
management behaviours, social skills, self awareness and confidence, skills for
learning and approaches to learning (Doyle, 2001; Cooper & Lovey, 1999).

O’Connor & Colwell (2003) assessed the performance of 68 children aged five
placed in three nurture groups for a mean period of 3.1 terms. They found statistically
significant mean improvements in cognitive and emotional development, social
engagement and behaviours indicative of secure attachment.

In a subsequent publication, Cooper & Whitebread (2007) explored the effects
of nurture groups on children (n=356) enrolled in such groups (n=27) compared to
four groups matched to members of the enrolled groups on various dimensions but
who were not enrolled in nurture groups (n=190). Participants were followed over two
years. The results provided quantitative evidence indicating greater improvements for
the nurture group children’s social, emotional and behavioural functioning than those
who did not attend. Cooper & Jacobs note that it was particularly striking that
students with SEBD in schools with nurture groups, but who did not attend them,
improved in their functioning to a statistically significant degree when compared to
students with SEBD who attended schools without them. This was interpreted to
indicate that nurture groups could have a whole-school effect.

Cooper & Jacobs describe a substantial naturalistic prospective control group
study carried out in Glasgow (Reynolds et al., 2009), which focused on pupils
(n=221) aged five to seven with SEBD attending primary schools (n=32). The
intervention group (n=117) attended nurture groups in 16 schools while the rest
(n=104) attended matched schools (n=16) without nurture groups. Nurture group
pupils made significant improvements in self-esteem, self-image, emotional maturity
and attainment in literacy when compared to those attending the schools without the

provision.

7.5 Multidimensional Treatment Foster Care
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Liberty et al. (2010) describe Multidimensional Treatment Foster Care (MTFC)
(Hahn et al., 2004) as being an effective programme. In brief, MTFC involves
children with severe behavioural difficulties being placed with specially trained foster
parents who are provided with ongoing support by a team of trained therapists.
Placements typically last for 9-12 months. The programme involves a structured
behaviour management system for the child, supplemented with family therapy and
support for the child’s birth family. MTFC is currently being implemented in six
counties in California and in over 40 other locations throughout the US, as well as in
Sweden, Norway, The Netherlands, and the UK.

According to the MTFC website (http://www.mtfc.com), the programme is a

cost-effective alternative to regular foster care, group or residential treatment, for
children and youth who have problems with chronic disruptive behaviour. Its goal is

‘to decrease problem behavior and to increase developmentally appropriate normative
and prosocial behavior in children and adolescents who are in need of out-of-home
placement’. Treatment goals are accomplished by providing:

* close supervision,

» fair and consistent limits,

» predictable consequences for rule breaking,

* a supportive relationship with at least one mentoring adult, and

* reduced exposure to peers with similar problems

Again according to the website, four key elements of treatment are targeted
during placement and aftercare: ‘(1) providing the child with a consistent reinforcing
environment where he or she is mentored and encouraged to develop socially,
emotionally, and academically, (2) providing daily structure with clear expectations
and limits, with well-specified consequences delivered in a positive, supportive,
teaching-oriented manner, (3) providing close tracking of the child's behavior and
emotional adjustment in family and school settings and with peers, and (4) helping the
child to develop positive attachments to adults and to peers.’

The programme relies on intensive, well-coordinated, multi-method
interventions conducted in the MTFC foster home, with the child's aftercare family,
and with the child through skills coaching and academic support. A programme
supervisor (with a caseload of 10) oversees and coordinates the interventions that are

implemented across multiple settings (e.g., home, school, community). Involvement
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of each child's family or aftercare resource is emphasised from the outset of treatment
in an effort to maximise training and preparation for post-treatment care for the
children and youth and their families.

Children referred to the children’s version of MTFC are between the ages of 7-
11 and are in need of an out-of-home placement due to serious emotional, behavioural
or mental health problems. Families of the MTFC children participate in the family
therapy component of treatment and should be engaged in services immediately upon
placement in the programme.

Programme supervisors serve as consultants to the foster parents, provide
support and supervision in the form of weekly meetings and daily telephone contact,
and are available for support, consultation, and backup 24 hours a day. Foster parents
are screened, selected, and trained before they receive a placement then are
supervised and supported throughout treatment through daily telephone calls and
weekly foster parent groups conducted by the programme supervisor. Involvement of
the biological family or aftercare family is emphasised throughout treatment. Families
are taught parenting skills that are practiced during home visits and are provided with
24-hour backup and consultation by the family therapist and programme supervisor.

Evidence. According to its website, MTFC has been shown to be an effective
and viable method of preventing the placement of children and adolescents in
institutional or residential settings. Studies have found that placement in MTFC can
prevent escalation of placement disruptions, emotional problems, delinquency and
other problem behaviours such as violence. Cost effectiveness analyses have found
that placement in MTFC is more economical and more effective than placement in
group care. An example of a study is afforded by a Swedish investigation by
Westermark et al. (2010). These researchers examined 24-months post-baseline
outcomes for 35 Swedish antisocial youths who received either treatment in MTFC or
treatment as usual. This study is the first randomised control study outside the USA.
The youth treated in the MTFC programme consistently showed some statistically
significant positive treatment effects compared to the control group. The results
suggest that MTFC might be an effective method in treating youth with severe

behaviour problems in a Swedish context.

7.6 Teaching Family Homes
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As noted by Liberty et al. (2010), Teaching Family Homes provide out of home

treatments for children with severe conduct problems. In these homes, up to six

children are placed with specially trained foster parents who act as therapists who

teach the children a range of behavioural skills, including social skills, problem

solving, emotional control and related skills (Kirgin et al., 1982).

7.6 Summary

1.

7.

A range of placements is typically available for students with complex needs if
they cannot be managed in the regular classroom. Such students are more likely
to be placed in restrictive, or exclusionary settings than students in any other
category.

This field is under-researched.

Special units or special classes yield mixed results, with some evidence from
Sweden showing day special schools improved students’ mental health, but other
research indicating special class placements can lead to marginalisation and not
to the learning of coping strategies. In England and Wales, pupil referral units
vary in quality but the best of them have such features in common as strong,
authoritative leaders; responsiveness to behaviour problems that develop in
schools; capacity to help students with emotional and behavioural difficulties
while at the same time helping them academically;, a shared purpose and
direction; and a well-designed curriculum.

Residential schools have been little researched. Limited evidence points to very
small effects on behaviour after the students leave residential facilities. On the
positive side, some studies point to residential schools having restorative value,
offering respite from negative influences, and providing opportunities for
resignification. Follow-up studies are quite discouraging.

Nurture group comprises a small group of 6 to 10 children/young people, usually
based in a mainstream educational setting and staffed by two supportive adults.
They offer a short term, focussed, intervention strategy, which addresses barriers
to learning arising from social/emotional and or behavioural difficulties. There is
evidence that nurture groups yield improvements in students’ self~-management
behaviours, social skills, self-awareness and confidence, skills for learning and
approaches to learning.

Multidimensional Treatment Foster Care involves children with severe
behavioural difficulties being placed with specially trained foster parents who
are provided with ongoing support by a team of trained therapists. Placements
typically last for 9-12 months. The programme involves a structured behaviour
management system for the child, supplemented with family therapy and support
for the child’s birth family. It has been shown to be an effective and viable
method of preventing the placement of children and adolescents in institutional
or residential settings.

Teaching Family Homes provide out of home treatments for children with severe
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conduct problems. In these homes, up to six children are placed with specially
trained foster parents who act as therapists who teach the children a range of
behavioural skills.
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CHAPTER EIGHT
CONCLUSIONS AND RECOMMENDATIONS

8.1 Scope of Review (Refer Section #1.2)

This review was commissioned by the Ministry of Education (MoE) to assist in
building its knowledge about what would be the ideal model of practice if students
with complex needs were to be moved from residential services to non-residential

services or into a hybrid option.

It is a ‘desk review’ of the international literature and is not intended to be a full
review of the existing provisions in the Severe Behaviour Initiative in general or
provisions for students with complex needs in particular. It was beyond the terms of

reference of the review to consult with stakeholders.
The review focuses on primary and intermediate-age children.
It excludes consideration of the effects of medication.

Reflecting the fact that students with complex needs represent a very small minority
of the student population, the research literature relating directly to provisions for
them is quite sparse. Therefore, the review net was widened to include overlapping
categories, such as conduct disorders, anti-social behaviours, and social and emotional

behaviour disorders.

Recommendation 1.1
That the MoE consider the implications of the review’s findings for existing policies

and practices relating to its Severe Behaviour Initiative.

Recommendation 1.2
That separate reviews of the literature relating to early childhood and adolescence

be undertaken.

Recommendation 1.3
That the findings of this review be related to existing and future reviews of

medication relating to students with complex needs.

Recommendation 1.4
That the findings of this review be integrated with those arising from the

Government’s Green Paper for Vulnerable Children.
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8.2 Aims of Provisions for Children with Complex Needs (Refer Section
#1.5)

The ultimate aims of any programme directed at children with complex needs should

be to enhance their quality of life as citizens and as members of their culture, to

maximise their potential for education and work, and to achieve mutually satisfying

relationships with others.

Recommendation 2.1

That all policy and programming decisions regarding children with complex needs
in general and individual children in particular be governed by criteria that such
decisions will contribute towards enhancing their quality of life as citizens and as
members of their culture, maximising their potential for education and work,
enhancing their emotional well-being, and achieving mutually satisfying relationships

with others.

Recommendation 2.2

That, as with all students, those with complex needs should be provided with an
education that enables them to acquire academic skills such as literacy and
numeracy, as well as maximising their emotional well-being and positive social

functioning.

8.3 The Policy Context (Refer Section #1.6)

The New Zealand policy context of particular relevance to provisions for children
with complex needs includes the UN Convention on the Rights of Persons with
Disabilities, the policy on special education — Success for All — and, when they are
determined, the outcomes of decisions on the recent Green Paper for Vulnerable
Children. The focus on inclusive education and inter-agency coordination are of

particular significance.

Recommendation 3
That the MoE clarifies its position with regard to its interpretation of the principle
of inclusive education for children with complex needs, giving consideration to the

future roles of special schools, special classes and special units for such children.

8.4 The New Zealand Cultural Context (Refer Sections #1.7 and #4.4.9)
Since there is no one model of provisions for children with complex needs that suits

every country’s circumstances, caution must be exercised in importing particular

Joined-Up: A comprehensive, ecological model for working with children with complex need and the families/whanau



133

models from overseas. While New Zealand can, and should, learn from other
countries’ experiences, it is important that it gives due consideration to its own social-
economic-political-cultural-historical singularities. The challenge is to determine how
far New Zealand’s indigenous philosophies, ideologies and practices should be
encouraged, respected, challenged, overthrown or blended with those from 'outside'.
Particular attention should be given to ensuring that programmes are culturally

responsive

Recommendation 4.1
That international trends in the education of children with complex needs be carefully
studied and interpreted through the prism of New Zealand'’s culture, values, politics

and resources to determine their relevance for the country.

Recommendation 4.2
That policies and programmes for children with complex needs be developed in

consultation with different cultural groups, especially Maori and Pasifika.

8.5 Local Solutions within National Frameworks (Refer Section #6.7 and
others throughout)
Communities vary considerably in terms of their size, demographics, ethnic and
cultural identities, wealth, resources, histories, politics and aspirations. While it is
essential that there be national legislation, guidelines and funding, it is clear that
services for children with complex needs (and for other categories of special
educational needs) should take these variations into account; a one-size-fits-all model
is not appropriate. Further, it must be noted that local communities provide the

contexts for students and staff.

Recommendation 5
That policy development and programme planning incorporate a large measure of
local autonomy, with the recognition that the patterns that emerge could vary from

region to region, locality to locality.

8.6 Evidence-based, Theoretically Coherent Programmes and Strategies (Refer
Section #5.1.3)

Educators and other human services professionals are increasingly being expected to

use programmes and strategies that are evidence-based and theoretically coherent.
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Further, their implementation and evaluation of programmes and strategies are
expected to be carried out through data-driven processes.

Recommendation 6.1

That, in developing policies and selecting programmes and strategies for
implementation, policy-makers and programme staff be guided by evidence that is
research-based and theoretically coherent.

Recommendation 6.2

That the efficacy of policies and programmes for students with complex needs be

regularly evaluated through carefully conducted research.

Recommendation 6.3
That decisions made by teachers and other professionals working with students

with conduct disorders be guided by data on student outcomes.

8.7 Joined-up Approaches (Refer Chapters 2, 3 and 6)

Increasingly, in the past two decades or so, both overseas and in New Zealand, there
has been a distinct trend towards ‘joined—up thinking’ in providing human services.
This trend calls for radical, transforming systems change manifested in the move from
fragmentation to coordinated or integrated intervention and from narrowly-focused
and specialist-oriented, ‘silo’ services to comprehensive, general approaches. In
implementing joined-up approaches to human services, several issues have to be
addressed. These include: (a) resistance to change among the key players, (b) the
paucity of relevant research, (c) the risk of a depersonalised approach to young people,
(d) possible infringement of client privacy, and (e) possible information overload

among participating professionals.

Recommendation 7
That the MoE accept the principles of the joined-up/wraparound approach outlined in
this review and collaborate with other relevant government ministries and agencies to

implement them. (See also Recommendations 8 and XXX).

8.8 The Spiral Ecological Model (Refer Section #3.4)

In developing joined-up services for children and young persons with complex needs
(indeed all children and young persons), it is essential to see them as being embedded
in various systems: their families/whanau, classrooms, schools and communities.

Compared with Bronfenbrenner’s ecological model, one that portrays a system in the
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form of a spiral has the advantage of removing the barriers between each level of the

system, making for more fluid connections among its various levels.

Recommendation 8
That professionals involved in the education and care of children with complex
needs and their families/whanau adopt the spiral ecological model in developing

intervention programmes.

8.9 A Bio-psycho-social Approach (Refer Section #2.7)

A bio-psycho-social approach to children and young people with complex needs
integrates individual biological and intra-psychic dimensions with the interpersonal
and social. It gives equal respect to the contributions of the different disciplines,

allowing, indeed requiring, ‘trans-professionalism’.

Recommendation 9

That professionals working with children with complex needs and their
families/whanau accept the validity of the bio-psycho-social approach to
diagnosing and intervening with such children. This means adopting a trans-

professional philosophy.

8.10 Prevention and Early Intervention (Refer Section #5.18)

There is clear evidence in New Zealand and internationally that the early onset of
complex needs, especially behavioral and mental health problems, during elementary
school is associated with an increased risk for subsequent severe behaviour and
academic problems. Further, in the absence of effective intervention, many students
who exhibit serious behaviour problems in the early years of school go on to develop
more significant antisocial and disruptive behavior patterns by the upper primary or

intermediate school.

Recommendation 10

That priority be given to the early identification and intervention with children
with complex needs and their families/whanau. This will require (a) the
development of appropriate screening tools and standardised assessment tools, and
(b) the sharing and coordination of information among professionals from

different agencies.

8.11 Needs Shared by All, Many, Some or No Other Children (Refer Section
#5.1.1)
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The rationale for designing services for children with complex needs may be
portrayed in the form of a Venn diagram, which indicates that there are universal
needs i.e., those shared by all children; semi-universal needs, i.e., those shared by all
children with special needs; and specific needs, i.e., those that are specific to all
children falling into a particular category (e.g., complex needs), with each child being

unique, with his or her own individual needs.

Recommendation 11
That professionals working with children with complex needs recognize that such
children have needs shared by all, many, or some other children, as well as having

unique individual needs.

8.12 Gradations of Need and Intervention (Refer Section # 5.1.2)

In order to take into account the range of severity of individual children’s needs, a
four-level Gradation of Need and Intervention model should be considered. This is
based on the ‘Response to Intervention’ approach in the US and the ‘Graduated
Response Model’ in the UK. Four levels of support can be identified Level I,
sometimes referred to as ‘primary prevention’, comprises core classroom instruction
and support, with careful monitoring and screening to identify at-risk students. Level 2,
sometimes referred to as ‘secondary prevention’, involves providing more extensive
and intensive intervention for those students who have not responded to Level 1
support. Level 3, sometimes referred to as ‘tertiary prevention’, is targeted at those
with extreme difficulties in academic, social and/or behavioural domains who have not
responded adequately to Levels 1 or 2 efforts. Students at this level receive intensive,
individual and/or small group interventions. Level 4 encompasses students with
extraordinary needs, who require highly specialized methods. The latter two levels are
of particular relevance when considering students with complex needs. These amount

to a continuum of response.

Recommendation 12

That the four-level Gradation of Need and Intervention model be employed by
professionals in determining the type and extent of intervention required by

students with complex needs.

8.13 The Child in Family/Whanau (Refer Chapter Four)

Parents play important, if not critical, roles in educating and supporting students with
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special educational needs. Many parents of children with special educational needs
require support and training to deal with their children, especially those with complex
needs. Several programmes directed at parents have a sound evidential base. These
include Parent Management Training, the Incredible Years programme, Parent-Child
Interaction Therapy, and the Triple-P Positive Parenting Programme. As well two
New Zealand programmes, Strengthening Families and Whanau Ora, are further
examples of wraparound human services that have a focus on families and have

potential for helping parents/whanau of children with complex needs.

Recommendation 13
That the MoE, in collaboration with other relevant ministries and agencies,
examine what parent-focused programmes are currently in existence in New

Zealand and review their merits against the evidence presented in this report.

8.14 Evidence-based Teaching Strategies (Refer Chapter Five)

Evidence-based teaching strategies may be defined as clearly specified teaching
strategies that have been shown in controlled research to be effective in bringing
about desired outcomes in a delineated population of learners. A range of such
strategies has been identified as having ‘worked” with students with special
educational needs. Some of these are particularly appropriate for students with
complex needs (e.g., behavioural approaches, functional behavioural assessment,
cognitive behavioural therapy, social and emotional learning programmes), while
others will need some adaptations and close monitoring to be suitable for such
students (e.g., cooperative group teaching, peer tutoring, self-regulated learning,

formative assessment and feedback).

Recommendation 14
That teachers be trained to deploy a range of evidence-based teaching strategies
and that personnel such as RTLBs and psychologists be trained to assist teachers to

deploy such strategies.

8.15 Whole-school Approaches (Refer Chapter Six)
The whole school as an organisation and its wider community can be harnessed to
provide a comprehensive range of services for all children, particularly those at risk,

including those with complex needs. An important consideration here is the
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establishment of a supportive school culture. Well-researched, school-wide
programmes include School-wide Positive Behaviour Support, Success for All, and
Check and Connect. Full-service or community schools are promising approaches to
bringing about an integration of various agencies who work with children with
complex needs, as well as other children with special educational needs.
Recommendation 15.1

That the MoE examine what whole-school programmes are currently in existence
in New Zealand and review their merits against the evidence presented in this

report.

Recommendation 15.2

That regions be encouraged to explore the establishment of full-service schools.

Recommendation 15.3

That the MoE encourage the further development of Health Promoting Schools.

Recommendation 15.4
Student Support Committees should be set up in all schools to monitor the progress of

all students with special educational needs, including those with complex needs.

8.16 Special and Out-of-home Placements (Refer Chapter Seven)

Children with complex needs often manifest ‘acting out’ or ‘acting in’ behaviours that
teachers feel are beyond their capacity to manage in regular classrooms, even with
specialist support. Often, too, parents feel that these behaviours are beyond their
capacity to manage in the home. Thus, a range of special placements is often put in
place. Although residential schools have been little researched, there is some evidence
that they have restorative value for some children with complex needs and offer a
sense of safety and security. On the other hand, studies tend to show poor social and
personal outcomes, in both the short and long term. In contrast, some forms of special
classes or special units have shown more positive outcomes, for example Pupil
Referral Units and nurture groups in the UK. Multidimensional Treatment Foster Care
and Teaching Family Homes are promising alternatives to family living for children

with complex needs.

Recommendation 16.1

That placements in residential schools be phased out in favour of community
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facilities such as the equivalents of Pupil Referral Units and/or nurture groups, in
combination with Multidimensional Treatment Foster Care and/or Teaching

Family Homes.

Recommendation 16.2
That the merits of setting up the equivalent of the UK’s Pupil Referral Units and
nurture groups to suit local conditions be explored, with pilot units being

established and evaluated in the first instance.

Recommendation 16.3
That the merits of setting up the equivalent Multidimensional Treatment Foster
Care and/or Teaching Family Homes to suit local conditions be explored, with pilot

units being established and evaluated in the first instance.

8.17 Workforce Training

In order to fully implement the recommendations contained in this review, the
relevant workforce in the various ministries and agencies need to be adequately
trained, both before entering the workforce and during their service. Given the
emphasis on joined-up provisions, professionals with different roles should
receive some of the training jointly and should also be trained for their new
transdisciplinary roles.

Recommendation 17.1

That all students in initial teacher education receive courses on teaching students
with social and emotional behaviour disorders, including those with complex needs.

Such courses should target Levels 1 and 2, as outlined in Section 8.12 above.

Recommendation 17.2
That all teachers in the current workforce be progressively updated in their
knowledge and skills in employing appropriate teaching strategies targeting Levels

1, 2 and 3, as outlined in Section 8.12 above.

Recommendation 17.3
That all RTLBs receive training in (a) the overall policy on students with complex

needs, and (b) assisting schools to implement Levels 2, 3 and 4, as outlined in
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Section 8.12 above.

Recommendation 17.4
That principals and boards of trustees be oriented to the policy on students with

complex needs and their responsibilities under that policy.

8.18 An Action Plan

As will be seen in this review, developing a policy on children with complex
needs is itself a complex process, involving many stakeholders and leading to
potentially radical reforms in the organisation and management of human
services at both the national and local levels. The result of this process should
lead to a coherent policy and to an Action Plan for its implementation
Recommendation 18

That once the policy on children with complex needs is formulated by the MoE in
collaboration with relevant stakeholders, including other ministries, a clear Action

Plan be formulated and implemented.

19 A Possible Scenario
Putting the various recommendations together could result in the following
scenarios

Tane: early screening indicates that this boy has moderate complex needs (Section
8.10). This is confirmed by the classroom teacher, who recommends Tane receive
intervention at Level 3 of the Gradations of Need and Intervention model (Section
8.12), which is confirmed by the school’s Student Support Group (Section 6.9) He
would then become one of the focal points of the School-wide Positive Support
programme (Section 8.15). He would possibly be considered for placement in a
Pupil Referral Unit or a nurture group, depending which one was operating in the
school or one nearby (Section 8.16). Tane’s parents feel that he can be managed at
home, but would appreciate further guidance on his management. The
family/whanau is therefore offered the opportunity to participate in one of two or
three possible programmes - Parent Management Training, the Incredible Years

programme, or the Triple-P Positive Parenting Programme (Section 8.13). So far,
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Tane and his family have not come to the attention of health or social welfare
agencies, who have a presence in the school, which has been designated a full-
service school (Section 8.15) but they are kept informed that he is at risk.

After a period, Tane’s behaviour deteriorates at both home and at school. It is
now determined that he is functioning at Level 4 of the Gradations of Need and
Intervention model. Now he would most definitely be considered for placement in a
Pupil Referral Unit or a nurture group. It would also be decided that the child
would be best placed outside his home for a period, probably in a Multidimensional
Treatment Foster Home (Section 8.16). If no such facility were available, he would
be considered for placement in a residential special school. Whichever course of
action is decided, the family/whanau would continue to receive assistance in the

programme in which they participated earlier.
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Gribskov

Hgringssvar til Kommune

Sundhedsstyrelsen 2018:
Hagringsudkast: Anbefalinger for
palliative indsatser til bgrn, unge og deres familier

Hgringssvar vedrgrende:

Sundhedsstyrelsen 2018:
Horingsudkast: Anbefalinger for palliative indsatser til bgrn, unge og
deres familier

Overordnede overvejelser:
Dokumentet er generelt godt gennemarbejdet og anbefalingerne lsegger op til
et helhedsorienteret tilbud til de bergrte malgrupper.

Anbefalingerne er ambitigse, nar det geelder pleje og behandling bgrn og unge
med somatiske lidelser. Som der ogsa laegges op til i anbefalingerne, vil det dog
veere ngdvendigt med en mere detaljeret beskrivelse af organisering, ansvar og
samarbejde i regi af bl.a. regionale sundhedsaftaler og andre
samarbejdsaftaler.

Det ses som overordentligt positivt, at anbefalingerne taenkes indarbejdet i de
regionale forlgbsprogrammer. Dette vil bl.a. kunne sikre, at kommunale
indsatser fra ergo- eller fysioterapeuter mhp. palliation eller (re)habilitering
forankres i kommunale treeningsteams. Hermed har kommunerne bedre
mulighed for at sikre, at de ngdvendige kompetencer er til stede og at det
beskedne patientvolumen tilgar én treeningsenhed.

Til trods for, at det i introduktionen gares klart, at den palliative indsats ogsa
kan omfatte personale i bgrnehaver og pa skoler, er det uklart, hvordan det
paedagogiske personale teenkes kompetenceudviklet til at varetage
malgruppens behov pa omradet.

Det beskrives flere gange, at den palliative indsats ogsa bar fokusere pa
eventuelle sgskende og deres behov. I den forbindelse kunne det med fordel
beskrives, hvordan den systematiske og lgbende vurdering af eventuelle
sgskendes mulige behov for stgtte varetages.

Endeligt undrer det, at bgrn og unge med psykisk sygdom ikke omtales i
dokumentet. Visse psykiske sygdomme med debut i barndoms- / teenage-ar er
karakteriseret ved netop at veere livstruende eller livsbegreensende. Det bgr
fremga helt klart, om patienter med psykisk sygdom taenkes at tilhgre
malgruppen.
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Herunder enkelte bemeerkninger af mere specifik karakter:

p. 10.

"Gruppe 1”: Det er uhensigtsmeessigt, at eksemplerne pa sygdomme, der er
inkluderet i malgruppen star umiddelbart efter de patientgrupper, der IKKE er
inkluderet. Dette skaber forvirring.

p. 18.
Ved omtalen af skabelon til den indledende vurdering henvises til bilag 6. Det
korrekte bilag er bilag 4.

p. 26.

"Pa diagnosetidspunktet orienteres familien om det forventede forlgb, herunder
risiko for transplantation”. Det er uklart, om der menes risiko ved
transplantation, eller risiko for, at der bliver behov for transplantation.

p. 38.

Det beskrives, at der er "behov for koordinering mellem de 5 teams...” Det ville
lette forstdelsen, hvis det blev preeciseret, at der er tale om ... de 5 regionale,
bgrnepalliative teams...”
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Hgringssvar fra DASYS vedr. Anbefalinger for palliative indsatser til bgrn, unge og
deres familier

Dansk Sygepleje Selskab (DASYS) har modtaget forespgrgsel pa overstaende, og vi takker for muligheden
for at afgive hgringssvar. Hgringen har veeret udsendt til udvalgte medlemmer af DASYS samt bestyrelse og
rad. Vi har nedenstdende kommentarer. Fagligt Selskab for Sygeplejersker, der arbejder med Bgrn og Unge
sender et selvstaendigt svar.

Laesevenligheden er udfordret af den brede beskrivelse af palliativ indsats, men hjalpes dog pa vej af
ansvars- og opgavefordeling, som beskrives i dokumentet fra kap. 5.2 og efterfglgende.

| behandlingsforlgb som pa side 23 beskrives som varierende fra timer til dage, maneder og ar og for mange
unge med en transition til voksenlivet, er afgraensninger f.eks. pa ansvars- og opgavefordeling, som det
f.eks. indledes med fra kap. 5.2., hjeelpsom.

Jf. kap. 5.2: Anbefalinger ggres maske for konkrete, nar der pa side 29 beskrives:
Familien kan henvises til specialiseret indsats ved det hospitalsbaserede palliative team, Lukas-huset eller
FamilieFokus.

Skulle hgringssvaret give anledning til spgrgsmal star DASYS naturligvis til radighed for yderligere
uddybning af ovenstaende kommentarer.

Med venlig hilsen
For Dansk Sygepleje Selskab, DASYS
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Bente Hoeck
Naestformand

Sankt Annze Plads 30 ¢ DK-1250 Kgbenhavn K e dasys@dasys.dk e TIf. +45 3315 1555 e dasys.dk
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HOLSTEBRO
KOMMUNE

Dato: 9. august 2018

Haringssvar over anbefalinger for palliative indsatser til
barn, unge og deres familier

Ved brev af 26. juni 2018 har Sundhedsstyrelsen anmodet om eventuelle
bemaerkninger til hgring over anbefalinger for palliative indsatser til bgrn, unge og
deres familier.

Holstebro Kommunes Bgrn- og Ungeforvaltning takker for muligheden for at afgive
hgringssvar.

Vi har ingen bemzerkninger til anbefalingerne og er positive over for formalet med
anbefalingerne. Vi imgdekommer, at der i anbefalingerne er fokus pa at fremme
livskvalitet hos bgrn og unge med livstruende sygdom ved at sikre indsatser af hgj
faglig kvalitet til bgrn og unge og deres familier gennem hele sygdomsforlgbet og i
forbindelse med livsafslutningen.

Med venlig hilsen

Mads Larsen
Sektionsleder, Familiesektionen



NOTAT

Danske Regioners hgringssvar til Sundhedsstyrelsens udkast til anbe-
falinger for palliative indsatser til bgrn, unge og deres familier.

Hermed fremsendes Danske Regioners bemaerkninger til Sundhedsstyrelsens
udkast til “Anbefalinger for palliative indsatser til bgrn, unge og deres familier”.
Danske Regioner har haft anbefalingerne i hgring i regionerne.

Behandling i sundhedsvaesenet skal ske ud fra en helhedsorienteret tilgang og
veere tilpasset den enkelte patients livssituation og behov. Bgrn og unge med
palliative behov samt deres familier har andre behov end voksne palliative pa-
tienter. Danske Regioner stgtter saledes op om, at der nu er blevet udarbejdet
specifikke anbefalinger for palliative indsatser til b@rn, unge og deres familier.

Danske Regioner finder det endvidere hensigtsmaessigt, at der med anbefalin-
gerne laegges op til, at organiseringen af den palliative indsats skal aftales lokalt
i regi af sundhedsaftalerne.

Anbefalingerne har vaeret sendt i hgring i Igbet af juli med frist primo august.
Dette er en ferieperiode for mange i regionerne. Det kan saledes blive aktuelt
at fremsende fa yderligere bemaerkninger pa vegne af regionerne pa et senere
tidspunkt. Danske Regioner skal indledningsvist ligeledes tage forbehold for
eventuelle yderligere omkostninger forbundet med anbefalingerne.

Det bemaeerkes, at anbefalingerne visse steder indeholder meget konkrete be-
skrivelser af, hvad praksis forventes at vaere (fx 2. afsnit pa side 26). Anbefalin-
gerne bgr |gftes til et hgjere niveau, sa de i stedet for at beskrive praksis, frem-
star som anbefalinger til retningslinjer for praksis.

Vedr. organisering, ansvar og samarbejde (kap. 6)

Anbefalingerne laegger op til, at opgaver, der Igses tilfredsstillende af bgrneaf-
delingerne pa basalt palliativt niveau, ikke bgr flyttes til specialistniveau, men
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at opgaverne eventuelt kan udvikles gennem taettere og mere systematisk kon-
takt med bgrnepalliative teams. Danske Regioner bakker op om, at bgrneafde-
linger fortsat varetager opgaver pa basalt palliativt niveau, og at personalet pa
disse afdelinger har adgang til radgivning fra fagprofessionelle, der varetager
den specialiserede palliative indsats til bgrn, unge og deres familier.

Det fremgar af afsnit 6.2.2 vedr. "Den specialiserede indsats”, at de sundheds-
professionelle og gvrige fagpersoner, der varetager den specialiserede pallia-
tive indsats til bgrn og deres familier, foruden at varetage det klinisk relaterede
arbejde desuden skal udfgre en raekke @gvrige opgaver. Danske Regioner vil
gerne papege, at det er op til ledelserne lokalt og i et samarbejde med den en-
kelte medarbejder at afggre, hvilke opgaver den fagprofessionelle skal vare-
tage. Det er sdledes ikke afgjort, at den enkelte fagprofessionelle yderligere va-
retager en eller flere af disse opgaver. Danske Regioner vil derfor anmode om,
at de fire “dots” med opgaver udgar af anbefalingerne.

Det fremgar af afsnit 6.3 vedr. samarbejde og kommunikation pa tveers, at der
anvendes MDT-konferencer mellem de enkelte specialer og repraesentanter fra
den specialiserede palliative indsats for at drgfte konkrete patientforlgb. Dan-
ske Regioner mener, at det er vigtigt med tveerfaglig inddragelse i beslutnings-
processer vedr. behandlingstiloud med henblik pa at fa belyst de ngdvendige
aspekter. Anvendelse af MDT-konferencer kan bidrage til at hgjne kvaliteten i
behandling ved, at der tvaerfagligt tages stilling til, hvilken behandling, der vur-
deres at vaere mest hensigtsmaessig at tilbyde den enkelte patient. Danske Re-
gioner bakker saledes op om, at der kan ggres brug af MDT-konferencer til at
drefte konkrete patientforlgb, hvor det er meningsfuldt og muligt at gennem-
fgre sadanne konferencer.

Det fremgar yderligere af afsnittet, at der er behov for et separat tvaerregionalt
netveerk til koordinering mellem de fem teams og bgrneafdelingerne. Danske
Regioner er enig i, at det er vigtigt at sikre koordinering mellem regionerne, for
bl.a. at sikre ensartet kvalitet pa tvaers. Hvorvidt dette bgr sikres via etablering
af et tvaerregionalt netvaerk, ma dog vaere op til regionerne at bestemme. Dan-
ske Regioner foreslar derfor, at anbefalingen andres, sa det i stedet fremgar,
at "det anbefales, at der etableres et tvaerregionalt netvaerk”.

Det bemaerkes yderligere, at der synes at mangle en beskrivelse af muligheder
i samarbejde mellem aktgrer inden for specialiseret palliativ indsats for bgrn og
unge og teams for voksne i de forskellige regioner. Her vil de specialiserede te-
ams for vokse muligvis kunne hjzlpe.

Vedr. kompetencer (kap. 7)

Det fremgar af afsnit 7.2, at: “Alle sundhedsprofessionelle og gvrige fagprofes-
sionelle, der arbejder med basale palliative indsatser, har kompetencer som
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minimum pa praegraduat basalt niveau (Niveau A), og alle sygehusafdelinger og
kommuner har sundhedsprofessionelle i hver fagprofession med kompetencer
pa postgraduat, basalt niveau (niveau B)”. Danske Regioner foreslar, at seetnin-
gen &ndres til: "Alle sundhedsprofessionelle og gvrige dagprofessionelle, der
arbejder med basale palliative indsatser, har kompetencer som minimum pa
praegraduat basalt niveau (Niveau A), og alle palliative sygehusafdelinger og
kommuner har sundhedsprofessionelle med kompetencer pa postgraduat, ba-
salt niveau (niveau B)”. Ordene ”...og gvrige fagprofessionelle” kan misforstas
til ligeledes at daekke over irrelevante faggrupper for palliative kompetencer,
som fx portgrer, hvorfor Danske Regioner foreslar, at det udgar.

Vedr. monitorering og kvalitetsudvikling (kap. 8)

Danske Regioner er enig i, at systematisk opsamling af data er hensigtsmaessigt.
Dette for at skabe et grundlag for videndeling og ensartet kvalitet pa tvaers af
landet. Der arbejdes i regionerne pa at sikre st@grre ensartethed i data pa tveers.
Danske Regioner ser derfor ogsa gerne, at fglgende saetning omskrives: ”Pa nu-
veerende tidspunkt foregar der ingen systematisk opsamling af data for pallia-
tive indsatser pa bgrne- og ungeomradet, ligesom det er forskelligt fra region
til region, om der opsamles data” til: "De palliative afdelinger opsamler data
forskelligt, men regionerne arbejder pa at sikre stgrre ensartethed pa tveers”.

Der bgr endvidere stilles krav til kommunerne om, at der i kommunalt regi sik-
res stgrre ensartethed i indsamling og registrering af data om palliative indsat-
ser.

@vrige bemaerkninger

e De fleste, men ikke alle af de bgrn, der dgr, er nyfgdte. Af de nyfgdte,
der dgr, dgr naesten alle pa en af de fire hgjtspecialiserede neonatal-
afdelinger. Disse patienter fremgar ikke tydeligt i anbefalingerne.
Mange af forlgbene pa neonatal-afdelingerne er korte, og det er ngd-
vendigt, at den palliative indsats er integreret i den intensive funktion
dagnet rundt.

e Hvis der er et palliativt behov, skal den palliative indsats igangsaettes
ved diagnosetidspunktet — uanset alder og diagnose. Der er i hgringsud-
kastet modsatrettede anbefalinger mellem afsnittet ”Basal palliation til
bgrn/unge med neurologiske/genetiske sygdomme” (s. 26) og flow-
charts i afsnit "Forlgb for sygdomsspecifikke basale indsatser” (s. 32).

e Sidellog?24
Fglgende satning begr praeciseres: “Kraeft, benigne heematologiske og

immunologiske sygdomme samt knoglemarvstransplantation”. ”Be-
nigne” bgr udskiftes med “visse” og “knoglemarvstransplantation” bgr



udskiftes med ”“haematopoietisk stamcelletransplantation”, idet det
ogsa kan veaere fx perifert blod eller navnesnorsstamceller.

Side 14, 16, 20 og 23
Eksistentielle, andelige og religigse forhold skal ikke omtales som “pro-
blemer”. Det foreslas at andre "problemer” til “aspekter”.

Side 17

Det fremgar af tabellen, at “Fagpersoner med bgrnefaglige kompeten-
cer” skal inddrages i den tvaerfaglige vurdering af barnets og familiens
behov. Det fremstar uklart, hvad der menes med dette, at bl.a. bgrne-
laeger, skole/daginstitution og b@rnesygeplejersker ligeledes har disse
kompetencer.

Side 23, afsnit: Indsatser i forhold til eksistentielle/dandelige forhold

Det fremgar af afsnittet, at: “Den eksistentielle/andelige palliative ind-
sats er afsggende og indebaerer en lyttende tilgang med dabenhed over-
for den spiritualitet, religigsitet eller livstydning, som barnet eller den
pargrende matte give udtryk for”. Det foreslas, at der til sidst i seetnin-
gen uddybes, sdledes at der i stedet star: ”(...), som barnet eller den pa-
rerende matte give udtryk for, og kan, hvis det er passende, tilbyde et
andet perspektiv pa den livssituation, der nu ggr sig geeldende”.

Det foreslds, at ogsa denne satning i afsnit to tilfgjes: ”(...) og ikke
mindst efter vi er dgde”, sa der star: ”"Bgrn kan ogsa spgrge om mening
med livet, retfaerdighed, hvorfor vi skal dg, og hvad der sker, nar vi degr,
og ikke mindst efter vi er dpde”.

| forhold til sidste seetning i afsnittet, som indledes med ”En sognepraest
eksempelvis har dog sjeldent (...)” er det problematisk, at hospitalspreae-
ster bliver set som specialister i at tale med bgrn. Sognepraester er som
udgangspunkt lige sa kompetente til det. Derudover er det ogsa sogne-
praesten, der kommer til at foresta begravelsen og dermed ogsa vil vaere
med til at varetage de efterladte, jf. WHO. Det forslas i stedet, at der
skrives: ”Sognepraesten har ikke altid erfaring med de komplekse behov,
der kan veere i en familie med et barn med livstruende sygdom, og bgr
derfor tilbydes stptte og vejledning fra praester, der har erfaring med
arbejdet i (bgrne)palliation”.

Side 25

Der henvises til, at der er mulighed for at henvise bgrnene/de unge, for-
xldre og sgskende til psykolog, men det bgr hertil overvejes, om det
skal suppleres med, at der ogsa kan henvises til en praest.



e Side 26

Det fremgar af afsnittet: “Basal palliation til bgrn/unge med livstruende
organsygdomme i hjerte, lunge lever eller nyre”, at bgrnelaegen og bar-
nesygeplejersken i ambulatoriet og evt. sengeafsnit fungerer som kon-
taktperson for gvrige laegefaglige specialer, kommune, skole mv.”. Det
bgr kunne aftales i det enkelte forlgb, hvem der varetager rollen som
kontaktperson. Saetningen bgr derfor @&ndres til: "Der bgr udpeges en
navngiven kontaktperson til hver familie blandt de fagpersoner, der i
forvejen er involveret i barnets/den unges forlgb i den enhed, hvor bar-
net/den unge primeert er tilknyttet”. Denne saetning fremgar ligeledes
af side 37.

e Side 26
Der skrives: ”"Det vurderes, om der er behov for samtale med skolen og
kontakt til psykolog eller socialradgiver”. Det bgr hertil overvejes, om
det skal suppleres med, at der kan henvises til en praest.

e Side 26
Der skrives: "Endvidere kan praktiserende psykologer og fysioterapeu-
ter inddrages i indsatsen”. Det kan overvejes at tilfgje, at sognepraesten
ogsa inddrages.

Med venlig hilsen

Thomas I. Jensen
Centerchef

Danske Regioner



Kgbenhavn 16. august 2018

Hgringssvar vedrgrende Anbefalinger for palliative indsatser til bgrn, unge og deres familier

Kaere Kirsten Hansen, SST (plan@sst.dk)

Dansk Neuropaediatrisk Selskab vil hermed gerne kommentere fremsendte forslag.

Vi takker for en stor og gennemarbejdet beskrivelse af palliation til bgrn og unge.

Vi har to punkter vi kunne gnske blev andret:

1)

2)

Vedr. s. 26. Basal palliation til bgrn/unge med neurologiske / genetiske sygdomme. Vi
finder at sidste afsnit vedr. henvisning til specialiseret palliativ indsats ikke er
daekkende for god klinisk praksis og ikke hensigtsmaessig. Det kan for mange
patienter/familier veere yderst stor gavn af tidlig henvisning til et specialiseret
palliativt team i samarbejde med lokale neuropaediatriske kontaktlaege / basale
palliative indsats. Det er ofte uhensigtsmeessigt at vente indtil der er behov for
afklaring af behandlingsniveau. Saetningen kan med fordel omformuleres til :
"Neuropadiateren henviser efter behov og gerne tidligt til specialiseret palliativ
indsats i det bgrnepalliative team. Generelt er det hensigtsmaessigt at neuropeediater i
samarbejde med palliativt team sa tidligt som muligt taler med foraeldre om gnsker for
om genoplivning ved hjertestop skal iveerkseettes eller om barnet skal have
respiratorisk stgtte, herunder respirator behandling. Samarbejdet med det
specialiserede palliative team kan anvendes til en integreret indsats, seerligt for bgrn
med progredierende sygdomme og komplekse problemstillinger. [ teamet aftales en
tveerfaglig indsats som supplement til den neuropaediatriske basale indsats.”

vedr. s. 8 Sammenfatning af anbefalinger. Vi foreslar at tilfgje punkt vedr. Mulighed for
kontakt hele dggnet til det hgjt specialiserede palliative team. Dette bgr fremhaeves i
sammenfatningerne, da det opleves som et af de afggrende positive tiltag for
familierne idet behov for hjeelp/stgtte ikke er begrzaenset til dagtid.

Pa vegne af Dansk Neuropaediatrisk Selskab.
Med venlige hilsner

Christina E. Hgi-Hansen



Overleege, dr. med

Formand Dansk Neuropaediatrisk Selskab
BgrneUngeKlinikken

Neuropaediatrisk afsnit 5003
Rigshospitalet

Blegdamsvej 9

2100 Kbh @
christina.hoei-hansen@regionh.dk



H@RINGSSVAR TIL "ANBEFALINGER FOR PALLIATIVE INDSATSER TIL BORN OG UNGE”

PALLIATIVT UDVALG, DANSK PZADIATRISK SELSKAB, AUGUST 2018

Pa vegne af Dansk Paediatrisk Selskab takker Palliativt Udvalg for Sundhedsstyrelsens initiativ til

udarbejdelse af anbefalinger for den palliative indsats til b@rn og unge. Det er udvalgets opfattelse, at de

foreliggende anbefalinger overordnet er en god beskrivelse af indsatsen og omradet. Med dette

hgringssvar vil vi dog gerne papege enkelte uklarheder og fejl, som med fordel kan aendres.

Nr

Side

Afsnit

Kommentar

11

Desuden er personale pG bgrnehospice og lignende institutioner....

Barnehospice og lignende institutioner bgr erstattes med “specialiserede paediatriske
palliative enheder, sa anbefalingerne er malrettet alle tre (hospitalsbaserede teams
og FamilieFokus) specialiserede tilbud.

1.2

Erfaringsopsamlingen og evalueringen af de specialiserede enheder er endnu ikke
offentliggjort, sa hvordan taenkes dette inddraget?

1.4

Under definitioner anbefales Aldersdefinition tilfgjet: Ufgdte foster til 18 ar
Der anbefales praecisering af, at den palliative indsats for bgrn og unge < 18
forankres i den basale paediatriske og specialiserede paediatriske indsats. Unge
voksne > 18 forankres i palliativ indsats for voksne og transition sker i et teet
samarbejde mellem de forskellige aktgrer

1.4.2

Sundheds- og Z£ldreministeriet skriver i dokumentet "Bgrn med Livstruende
sygdom”: Regeringen @gnsker, at de udgdende b@rnepalliative teams, som findes i
regionerne, fremadrettet skal udggre fundamentet i den palliative indsats til b@grn
med livstruende sygdom og deres familier.

Dette kunne tilfgjes i afsnittet om “Specialiseret palliativ indsats til b@rn, unge og
deres familier”

11

3.1

Sygdomsgrupperinger:
Det anbefales
1. Atanvende "haematopoietisk stamcelletransplantation” fremfor
"knoglemarvstransplantation”
2. Atslette ”hjerte, lunge, lever eller nyre”, dvs. satningen bliver: ”Livstruende
organsygdomme, herunder organtransplantation”.

11

3.1

”

Seetningen:” ..,hvor kurativ behandling er mulig og transplantation oftest en realitet
giver ikke mening og bgr sendres til ”...,hvor kurativ behandling er mulig, safremt
transplantation bliver en realitet”.

12

3.1

Alderskategorisering:
Zndres til Foster og nyf@dte (den fgrste levemaned)

12

3.2

”...Danmark er ca 402, hvor langt stgrstedelen er bgrn, der dgr inden de fylder et ar”
Bgr rettes til, at ca. halvdelen dgr indenfor fgrste levear.

14

Boks

Anbefalinger — forslag til @ndring angivet i kursiv
e Der foretages tidligst muligt i sygdomsforlgbet en tveerfaglig vurdering pa
basalt paediatrisk niveau af behov for palliative indsatser....

10

17

4.2

Tabel "Tveaerfaglig vurdering af barnets og familiens behov”




Forslag til &ndring angivet i kursiv.
Personer og aktgrer, der kan inddrages i vurderingen:
Felgende anbefales tilfgjet:

1. Fagpersoner i ungdomsmedicinsk regi

2. Fagpersoner fra specialiserede palliative enheder

11

18

4.3

Sgskendes behov:

Fglgende anbefales tilfgjet:

Inklusion af sgskende ved samtaler om status pa patientens sygdom, progression og
palliative indsats er afggrende for s@skendes trivsel. Det er vigtigt at guide sgskende
til hvad de kan ggre for deres syge s@ster /bror. Endelig er det vigtigt at der er
guidning omkring fakta information og forstaelse af voksnes og egne reaktioner,
saledes at fakta gives pa to niveauer, fakta og forstaelse. eGuldin, M., Dyregrov, A.,
Dyregrov, K. Engelbreckt, P., Bgge, P., Lytje, M., Eriksen, D. M., Kehlet, K., H., Stark, G.
F. & Nordenhof, I. (2017). ”Jeg vil gerne tale om min sorg”- om hjeelp til sorgramte
bgrn og unge. Akademisk Forlag, Kgbenhavn. 1. udgave, 1. opslag. 2017. ISBN:
9878750050858, Atle Dyregrov (2011) Bgrn og Traume. Hans Reitzels Forlag, 2
udgave, ISBN: 9788741254685

12

18+19

4.3

Det anbefales at tilfgje et afsnit om “Den unge og transition”, som en gruppe med
seerlige behov.

13

20

Anbefalinger:
Det anbefales, at “Efterladte pargrende tilbydes opfalgning....” seettes som et
selvsteendigt punkt

14

24

5.2

Det anbefales at anvende “hamatopoietisk stamcelletransplantation” fremfor
”knoglemarvstransplantation”.

15

24

5.2

Basal palliation til nyfgdte:
1. ..skal starte pa diagnosetidspunktet preenatalt, ved fgdslen eller i
neonatalperioden.
2. ..det bgrnepalliative team.. erstattes af "hospitalsbaserede specialiserede
palliative team”

16

24+25

5.2

Nedenstaende afsnit er generelt og flyttes til indledningen i afsnit 5.2, dvs. efter

"Flowcharts” og f@gr "Basal palliation til nyfgdte. En seetning slettes.

Det er afggrende, at familie og behandlere har en faelles forstaelse og forventningsafstemning af, hvad
formalet med behandlingen er. Det vil sige, om der er tale om en helbredende, livsforlaeen-gende og/eller
palliativ (lindrende) behandling eller flere af delene samtidigt, og hvad der ud fra et laegefagligt synspunkt
forekommer rigtigt at tilbyde barnet. Afhaengig af alder vil barnet/den unge indga i denne
forventningsafstemning. Ofte gives der palliativ behandling samtidig med den hel-bredende, jf. afsnit 4.1, hvor
det beskrives, at det er vaesentllgt at indtaenke den speuallserede palllatlve mdsats sa tldllgt som mullgt i
forlgbet. s ; a8

neena%aJ—aﬁde\ngen—Det er ofte en svaer overgang for famlllerne at ga fra meget intensiv helbredende
behandling til udelukkende palliativ behandllng, hvilket indebaerer at skulle acceptere, at barnet ikke bliver
raskt. Benne

17

25

5.2

Basal palllat|on til b¢rn og unge med kraeft eIIer haematologlske sygdomme gnskes
a2&ndres til mere generel beskrivelse.

Basale palliative indsatser til barn/unge med kraeft eller haematologiske
sygdomme pd sygehuset starter pd diagnosetidspunktet og fortsaetter gennem
hele behandlingsforlgbet. Behandlingen varetages pd en af de fire
bgrneonkologiske afdelinger i Danmark. Indsatserne er meget brede og
fokuserer pa at lindre bivirkningerne til sygdommene og behandlingerne og i
daglig tale omtales ofte som stgttebehandling. Der er tale om bred
symptombehandling i form af specialiseret smertebehandling, behandling af




forstoppelse, infektioner, special ernzering, paedagogiske og skolemaessige
indsatser, fysioterapi og ergoterapi og foregar tvaerfagligt. Alle familier har
behov for socialrddgiver i forhold til sggning af orlov og sikring af
forsgrgelsesgrundlag under behandlingsforlgbet. Mange har ogsa behov for
psykologbistand. Sygeplejemaessigt og paedagogisk er der fokus pa at hjaelpe
b@grnene med at mestre de mange procedurer. Der er behov for information til
og koordinering med daginstitutioner og skoler og der kan vaere behov for
henvisning til genoptraening/rehabiliteringsforlgb. Behandlingerne er typisk
langvarige — op til flere Gr — og meget indgribende i forhold til barnets
almindelige dagligdag, og barnets udvikling, indlaering og bgrne/ungeliv i
Igbet af behandlingsforlgbet skal ogsad tilgodeses. Unge har helt szerlige
behov, kontakt med andre unge i behandling er en meget veerdifuld stgtte.

Familierne kan ogsd kontakte private organisationer som Bgrnecancerfonden
og Foreningen Cancerramte Bgrn, som har forskellige stgttende tilbud.

18

26

5.2

Basal palliation til b@rn/unge med neurologiske/genetiske sygdomme:

Afsnittet er ikke i trdd med den gaengse opfattelse af palliativ indsats og modsiger
tidligere anbefalinger i dokumentet i forhold til
1. Den basale palliative indsats ivaerksaettes, nar barnet/den unge har
vedvarende funktionsindskrankning.
De generelle anbefalinger er, at den palliative indsats skal iveerksaettes pa
diagnosetidspunktet, jf Anbefalinger om tidlig identifikation af behov.
2. Neuropadiateren henviser til spcialiseret palliativ indsats, hvor der ikke er
gnske om genoplivning ved hjertestop eller respirator behandling!!!
Dette er direkte forkert. Drgftelser af behandlingsniveau kan vare indikation
for henvisning til specialiseret palliativ indsats i de tilfaelde, hvor foraeldre har
sveert ved at acceptere denne anbefaling. Enkelte familier fastholder gnske
om fuld aktiv behandling helt frem til barnets dgd
Afsnittet bgr skrives om.
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5.2

Basal palliation til bgrn/unge med livstruende organsygdomme
Anbefaler, at .."”i hjerte, lunge, lever og nyre” slettes
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Specialiseret indsats
Tilfgjelser anfgrt med kursiv
1. ”...nadr enten prognosen og/eller kompleksiteten af familiens situation er
sadan, at den basale indsats ikke er tilstraekkelig. Dette kan ske-typisk, nar
prognosen...”
2. For at sikre ensartethed bgr der tilfgjes et afsnit med kort beskrivelse af
FamilieFokus.
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5.7

Stgtte til efterladte

Der gnskes tilfgjet et afsnit med beskrivelse af, at psykolog tilknyttet de
specialiserede palliative enheder tilbyder opfglgende samtaler til efterladte familier i
tiden efter et barns dgd og facilitere henvisning til samfundets gvrige tilbud til
efterladte efter behov.
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Anbefalinger
. Den palliative indsats organiseres, sa barnet/den unge kan tilbydes den rette indsats pa rette tid og
sted. Der tages hgjde for, at indsatsen sa vidt muligt kan forega i neermiljget
Tryghed under ophold i eget hjem sikres ved etablering af 24/7 adgang for bade forseldre og
sundhedsprofessionelle til de hospitalsbaserede specialiserede teams med udgéende funktion
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6.1.1

Flowcharts
1. Kreeftsygdomme:
Box nr 2: Pregression— Behandling
Box 3 + 4 samles til én box, dvs. box 4 slettes: Progression/Relaps
2. Sygdomme i neonatalperioden
"Transition til diagnoserelateret gruppe” andres til Transition til relevant
peediatrisk subspeciale
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6.2.1

Anbefaler at tilfgje felgende:

1. |behandlingsplanenijournalener der til vagtpersonalet indskrevet
forholdsregler vedrgrende barnets medicinske behov, gerne i form af
personlig behandlingsplan ved kritisk sygdom (se skabelon)

2. Deter desuden vaesentligt at stamafdelinger og evt. specialiserede palliative
teams er forudseende med hensyn til.....
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6.2.2

Der anbefales supplerende punkter til beskrivelse af den specialiserede palliative
indsats, da "klinisk arbejde” traditionelt omfatter pleje- og behandling
e Undervise og supervisere sundhedsprofessionelle og gvrige
fagprofessionelle...
e Varetage sociale opgaver mhp. familiens trivsel, f.eks. ansggning om
aflastning i hjemmet, merudgifter og tabt arbejdsfortjeneste
e Yde psykologisk statte til det syge barn og familien, samt efterladte
pardgrende
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6.2.2

Beskrivelsen af de specialiserede palliative tilbud er uensartet. Specifikt naavnes
LukasHuset og FamilieFokus ved navn, men ikke de 5 regionale teams. Med
etablering af hospice i Vest-DK er der i naermeste fremtid et andet hospice end
LukasHuset. Tilsvarende kan andre end FamilieFokus yde specialiseret habilitering og
psykosocial palliation. Anbefalingerne bgr derfor alene indeholde en
funktionsbeskrivelse og undga navngivelse af specifikke institutioner.

1. De hospitalsbhaserede regionale teams
Teamet understgtter sdledes muligheden for, at barnet/den unge kan vaere mest
muligt i eget hjem og d@ hjemme, hvis familien gnsker det. For at sikre tryghed ved
ophold i eget hjem hele dggnet har de udgdende palliative teams telefonisk
rddgivning hele dggnet (Dggntelefon) til brug for foraeldre og samarbejdspartnere
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6.2.3

Sidste afsnit:

Hvad menes med sztningen ” Tvaerkommunale samarbejder kan overvejes eller
palliative indsatser til b@rn og unge kan indtaenkes i strukturen for palliative indsatser
til voksne”?
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6.3

"Der bgr udpeges en navngiven kontaktperson til hver familie blandt de fagpersoner,
der i forvejen.....”

Det anbefales, at tilfgje, at der ogsa bgr udpeges en kontaktperson/tovholder i
kommunalt regi, som det ogsa er beskrevet tidligere i anbefalingerne

29

58

Bilag

"Vedr. behov for etablering af aflastning".

Det gnskes praciseret, at der er forskel pa aflastning og afl@sning. Der tales
konsekvent om aflastning, men det der ofte er behov for i praksis er
aflgsning. Aflgsning etableres i hjemmet og aflastning foregar uden for
hjemmet.

30

62

Bilag

"Lov om social Service"
Der henvises til kapitel 17, som imidlertid er en § geeldende for voksne. Nar vi
taler om bgrn er det kapitel 9.
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1. Introduktion

1.1. Baggrund og formal

Med finansloven for 2018 er det besluttet at udarbejde anbefalinger for palliative indsatser til barn,
unge og deres familier i regi af Sundhedsstyrelsen. Der er ikke hidtil udarbejdet separate danske
anbefalinger eller retningslinjer for palliation til denne malgruppe. Palliation til barn og unge indgik
i Sundhedsstyrelsens anbefalinger for den palliative indsats fra 2011. Disse anbefalinger blev
revideret i 2017 og omhandler nu udelukkende palliative indsatser til voksne.

Anbefalingerne for den palliative indsats til bgrn, unge og deres familier har fokus pa bade bar-
nets/den unges og hele familiens behov, herunder stgtte og aflastning til foraeldre og sgskende
undervejs i sygdomsforlgbet. Desuden er barnets udvikling og alderssvarende udfordringer i fokus
samt at de fagprofessionelle, som varetager de palliative indsatser til barn, unge og deres familier,
har erfaring med at arbejde med bgrn og unge.

Formalet med anbefalingerne for palliativ indsats til bgrn, unge og deres familier er:

o Atskabe lighed i adgangen til de palliative behandlingstilbud til barn overalt i landet uanset
diagnose
e Atskabe en falles faglig ramme og indhold for omradet med henblik pa at understgtte syner-
gien og sammenhangen mellem de eksisterende basale indsatser pa begrneafdelinger og i
kommuner og nyere muligheder for peediatrisk specialiseret palliation samt for den fremadret-
tede kvalitet og udvikling, herunder fokus pa:
o den palliative indsats til familier med barn og unge med livstruende eller livsbegraensende
sygdom, hvad enten indsatsen foregar i-hjemmet, pa sygehuset, hospice, aflastningstilbud
o.l
o organiseringen og ansvarsfordelingen‘af indsatsen samt pa samarbejde og koordinering
pa tveers af sektorer og akterer
o uddannelse og kompetencer.

Anbefalingerne forventes indarbejdet i de regionale forlgbsprogrammer og i de faglige selskabers
respektive kliniske vejledninger og retningslinjer, hvor det er muligt at konkretisere anbefalingerne
naermere, ogsa i forhold til de specifikke sygdomsomrader.

Anbefalingerne er malrettet planlaeggere og ledende medarbejdere pa sygehuse, i regioner,
kommuner og almen praksis samt det tvaerfaglige personale, der er involveret i den palliative ind-
sats i kommuner'pa tveers af forvaltningsomrader. | kommunerne vil det typisk vaere hjemmesy-
geplejen, personale i barnehaver og pa skoler i forhold til hiemmeundervisningspligt mv. Pa syge-
husene erdet typisk barneafdelingernes tveerfaglige personale, dvs. bgrnelaeger, barnesygeple-
jersker, psykologer, socialradgivere og fysioterapeuter.den er personalet pa barnehospice
og lignende institutioner, praktiserende laeger og deres!=CJonale samt praktiserende sundheds-
personer og personale i den gvrige praksissektor (psykologer, fysioterapeuter mv.) involveret.

1.2. Vidensgrundlag

Anbefalingerne tager udgangspunkt i den aktuelle internationale og nationale viden og lovgivning
pa omradet, jf. referencelisten. Der har dog ikke vaeret foretaget en systematisk litteratursggning i
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forbindelse med udarbejdelsen af anbefalingerne. Derudover vil resultaterne fra erfaringsopsam-
lingen og evalueringen af henholdsvis Lukashuset, FamilieFOKUS og de hospitalsbaserede, regi-
onale specialiserede teams blive inddraget@

Desuden har en arbejdsgruppe, nedsat i foraret 2018, radgivet Sundhedsstyrelsen i udarbejdel-
sen af anbefalingerne. Arbejdsgruppens kommissorium og medlemmer fremgar af bilag 1 og 2.

1.3. Sammenhang med gvrige initiativer pa omradet

Anbefalingerne for palliative indsatser til barn, unge og deres familier skal ses i sammenhaeng
med Sundhedsstyrelsens anbefalinger for den palliative indsats (voksne), forlgbsprogram for re-
habilitering og palliation i forbindelse med kraeft, pakkeforlab for kraeft hos barn, specialevejled-
ning for paediatri mv.

1.4. Definitioner
| anbefalingerne anvendes WHO's definitioner af palliativ indsats, habilitering og rehabilitering.
1.4.1. Palliation
Palliativ indsats:

Den palliative indsats har til formal at fremme livskvaliteten hos patienter og familier, som
star over for de problemer, der er forbundet med livstruende sygdom, ved at forebygge og
lindre lidelse gennem tidlig diagnosticering og umiddelbar vurdering og behandling af
smerter og andre problemer af bade fysisk, psykisk, psykosocial og andelig art (1).

WHO skelner mellem palliativ indsats til bgrn og palliativ indsats til voksne. For barn og unge
preeciseres fglgende:

o Palliativ indsats til.barn og unge omfatter barnets/den unges fysiske, psykiske, sociale og
andelige behov, samt statte til'hele familien

e Den palliative indsats iveerksaettes pa diagnosetidspunktet og fortsaetter, uanset om bar-
net/den‘unge far behandling med kurativt sigte

¢ De sundhedsprofessionelle skal evaluere og lindre barnets/den unges fysiske, psykiske og
sociale belastninger

o - Effektiv palliativ indsats forudsaetter en tvaerfaglig tilgang, som involverer hele familien og res-
sourcerne i familiens lokalomrade

o Den palliative indsats kan ydes pa hospitaler og andre institutioner, savel som i barnets/den
unges eget hjem (1).

@L. Basal og specialiseret indsats

Palliativ indsats opdeles internationalt og i Danmark i basal og specialiseret indsats. Kompeten-
cerne til henholdsvis basal og specialiseret indsats opnas pa forskellige uddannelsesniveauer, jf.
kap. 5. Der ydes saledes altid en basal indsats, som suppleres med en specialiseret indsats, nar
der er behov for dette. Den samlede indsats kreever saledes ofte indsatser pa tvaers af det basale
og det specialiserede niveau.
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Basal palliativ indsats til barn, unge og deres familier

Basal palliativ indsats ydes af fagpersoner i de dele af sundhedsvaesenet, som ikke har palliation
som deres hovedopgave. Indsatsen indgar integreret i barnets gvrige pleje og behandling pa ber-
neafdelingen og varetages af det tvaerfaglige behandlingsansvarlige team. Fagpersoner i kommu-
nerne varetager ikke selvsteendigt basal palliativ indsats til barn og unge, da patientgrundlaget er
for lavt til erhvervelse af kompetencer og erfaring, og da barnet oftest har vedvarende behov for
hgijtspecialiseret paediatrisk behandling. Dette adskiller sig fra den basale palliative indsats til
voksne patienter.

Specialiseret palliativ indsats til barn og unge og deres familier

Den specialiserede palliative indsats er malrettet barn/unge og deres familier med komplekse
palliative behov. En specialiseret indsats ydes, nar der er en hgj sveerhedsgrad inden for de en-
kelte problemomrader, eller ved flere sammenhangende problemomrader. Den specialiserede
palliative indsats ydes af fagpersoner i de dele af sundhedsveesenet, der har palliation til bgrn og
unge som deres hovedopgave. Den specialiserede indsats kan forega under indleeggelse pa bar-
neafdeling eller i barnets hjem eller opholdssted ved hjeelp af udgaende regionale teams eller pa
bgrnehospice, hvor specialiseret palliativt personale er til radighed hele dagnet@

1.4.3. Habilitering og rehabilitering

Habilitering anvendes almindeligvis i forhold til barn og unge, der har medfgdte eller erhvervede
sygdomme, som skal udvikle sig pa trods af sygdommen, og rehabilitering anvendes almindeligvis
i forhold til voksne. Ligheder mellem palliation og rehabilitering/habilitering er beskrevet i afsnit
3.2.

Habilitering

Habilitering betyder at "udvikle nye evner” og har til formal at stgtte udviklingen hos et barn med
en medfadt eller tidligt erhvervet lidelse. Habilitering‘er en bred, sammenhzaengende indsats, der
folger barnet fra den tidligste barndom, gennem ungdommen og ind i voksenalderen. Habilitering
baserer sig pa en helhedsopfattelse af barnets og de pargrendes situation og har til formal, som
rehabilitering, at fremme bedst mulig kropsfunktion, indleering, selvstaendighed og selvtillid samt
medvirke til barnets/den unges aktive sociale deltagelse. Habilitering adskiller sig fra rehabilitering
ved, at barnet ikke har tidligere funktion at referere til, sddan som den voksne med en erhvervet
lidelse har(2).

Rehabilitering

Rehabilitering kan defineres som en raekke indsatser, der statter det enkelte menneske, som har
eller er i risiko for at fa nedsat funktionsevne, i at opna og vedligeholde bedst mulig funktionsevne,
herunder at fungere i samspil med det omgivende samfund”

1.4.4. Andre-definitioner

Peediatri

Paediatrien’ varetager det medicinske omrade for nyfadte, barn og unge op til 18 ar. | henhold til
"Specialevejledningen for Paediatri” omfatter paediatrien "forebyggelse, diagnostik, behandling og
palliation af patienter med medfadte misdannelser, sygdomme og funktionsforstyrrelser i barneal-
deren” (27).

! Sundhedsstyrelsens oversaettelse af WHO-definition. Kilde WHO Disability Report 2011
“ Laegeligt speciale, som beskeeftiger sig med bernesygdomme
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Internationalt anvendes begreberne ’livstruende’ og ’livsbegraensende’ om malgruppens sygdom-

mes.

Livstruende sygdom
Sygdom, hvor helbredende behandling er mulig, men behandlingen kan mislykkes.

Livsbegraensende sygdom
Sygdom, hvor der ikke er noget begrundet hab om helbredelse og som medfgrer barnets ded (3).

1.5. Palliation og habilitering/rehabilitering

Der er en reekke ligheder mellem palliation og habilitering/rehabilitering. Faelles for habilite-
ring/rehabilitering og palliation er, at det har stor betydning for det enkelte barn og-dets familie, at
de kan mestre deres livssituation bedst muligt, og at hele familien trives. Palliative -og-habiliteren-
de/rehabiliterende indsatser vil ofte have til formal at hjeelpe barnet og familien med dette. Derud-
over rummer begge felter en helhedsorienteret tilgang til barnets problematikker. Indholdet af de
enkelte indsatser vil ofte veere identiske, selvom iszer barnets prognose kan-have betydning for
malsaetningen, og hvordan indsatserne indbyrdes prioriteres.

Et andet feellestraek ved palliation og habilitering/rehabilitering er, at der ofte vil veere mange aktg-
rer involveret pa tvaers af sektorer og sundhedsprofessionelle og gvrige fagprofessionelle i sam-
spil med barnet/den unge og familien. Det kreever kompetencer og taet samarbejde for at opna
sammenhaengende forlgb for det enkelte barn og familie.

Savel palliative som habiliterende/rehabiliterende indsatser ber tilbydes tidligt i forlebet. Jo bedre
familien er rustet til at handtere deres livssituation, herunder sorg og krise, jo bedre vil barnets
trivsel veere.

Palliation kan med fordel taenkes ind i habiliterings-/rehabiliteringindsatser i kommunerne for at
understgtte sammenhaeng og imadekomme barnet og familiens individuelle behov (4).

1.6. Lov- og etisk grundlag

Den palliative indsats til bgrn og unge med livstruende og livsbegreensende sygdomme reguleres
inden for rammerne af sundhedsloven og serviceloven®®. Sundhedsloven fastsaetter kravene til
sundhedsveesenet med henblik pa at sikre respekt for det enkelte menneske, dets integritet og
selvbestemmelse og at opfylde behovet for let og lige adgang til sundhedsveaesenet, behandling af
hgj kvalitet, ssammenhaesng mellem ydelserne, valgfrihed, let adgang til information, et gennemsig-
tigt sundhedsvaesen og kort ventetid pa behandling (5).

Servicelovens formal er at tilbyde radgivning og stette for at forebygge sociale problemer, at tilby-
de en raekke almene serviceydelser, der ogsa kan have et forebyggende sigte, og at tilgodese
behov, der fglger af nedsat fysisk eller psykisk funktionsevne eller seerlige sociale problemer.

® Daekker ogsa bern med livstruende eller livsbegraensende tilstand, som kan vaere vanskelige at diagnosticere, og hvor mange af barnene
har palliative behov, selvom de ikke har faet en sygdomsdiagnose.

* Lovbekendtgerelse nr. 191 af 28. februar 2018 Sundhedsloven

° Lovbekendtgarelse nr. 102 af 29. januar 2018 om social service
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Hjeelpen tilrettelsegges pa baggrund af en konkret og individuel vurdering af den enkelte persons
behov og forudsaetninger og i samarbejde med den enkelte. Afggrelse efter loven traeffes pa bag-
grund af faglige og gkonomiske hensyn (6).

Der henvises til bilag 3 for beskrivelse af de relevante paragraffer i henholdsvis Serviceloven og
Sundhedsloven.

Bgrn og unge, som er i stand til at udforme sine egne synspunkter, har ret til frit at udtrykke syns-
punkter, der vedrgrer barnet selv, og barnets synspunkter skal tillaegges passende vaegt i over-
ensstemmelse med barnets alder og modenhed (10). Tilsvarende har barn og unge i henhold til
Sundhedsloven (kapitel 5, § 16, stk. 3) ret til at fa information om sin helbredstilstand, behand-
lingsmuligheder og lindring. Informationen skal gives ved en forstaelig fremstilling, pa en hensyns-
fuld made og vaere tilpasset barnets alder og modenhed.

En ung patient, der er fyldt 15 ar, kan selv give informeret samtykke til behandling--Foreeldremyn-
dighedens indehaver skal som hovedregel have samme information som den unge og medind-
drages i den mindreariges stillingstagen. Lovgivning omkring samtykke til behandling bade for
bgrn under 15 ar og bern, der er fyldt 15 ar, herunder barnets/den’unges inddragelse i draftelser-
ne af behandlingen samt ret til information om egen helbredstilstand, er yderligere beskrevet i
bilag 3.

Den palliative indsats aftales i gvrigt inden for bestemmelser om samarbejde mellem regioner og
kommuner, herunder i regi af sundhedskoordinationsudvalg og 'sundhedsaftaler. Se bilag 3 for
yderligere beskrivelse af lovgrundlaget.

I henhold til FN’s Konvention for Barnets Rettigheder.skal barnets bedste i alle foranstaltninger
vedrgrende bgrn og unge komme i fgrste reekke (7). Barnets bedste skal vaere et grundlaeggende
hensyn i alle handlinger og afggrelser, som bergrer barnet/den unge. Born og unge har ret til at
nyde den hgjest opnaelige sundhedstilstand (8) og ber have et indholdsrigt og menneskevaerdigt
liv under forhold, der sikrer veerdighed, fremmer selvtilliden og medvirker til barnets aktive delta-
gelse i samfundslivet (9).Disse grundlaeggende hensyn er uafhaengigt af barnets/den unges al-
der.

| forhold til at opna, hvad der er bedst for barnet, bar malet for god palliation til b@rn og unge veere
at maksimere_barnet/den unges potentiale og samtidig erkende og forholde sig den begreensning
sygdommen saetter. Problemstillinger, som kan opsta, ber, sa vidt det er forsvarligt og muligt ta-
ges op_pa forhand, for at undga at barnet lider skade. Barnets bedste er det centrale i en aben
dialog om alternativerne med hensyn til helbredende eller udelukkende lindrende behandling.
Dette er et grundleseggende hensyn uafheengigt af barnets alder. Barnets/den unges livskvalitet
bgr vaere i fokus for al behandling, tilrettelaeggelse og opfelgning. For at princippet om barnets
bedste kan. varetages, ma sundhedspersonalet foretage en individuel vurdering af barnet/den
unge. Vurderingen skal ske i samrad med foraeldrene og inkludere barnet/den unge, i den grad
det gnsker det og er modent nok til at deltage. Dette gaelder barn og unge i alle aldre og alle syg-
domskategorier, hvor der er livstruende eller livsbegraensende tilstande.
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2. Sammenfatning af anbefalinger

Anbefalinger om tidlig identifikation af behov

e Der foretages tidligst muligt i sygdomsforlgbet en tvaerfaglig vurdering af behov for pal-
liative indsatser hos alle bagrn/unge med livsbegraensende eller livstruende sygdomme
og deres familier, uanset sygdom eller alder. Vurderingen tager udgangspunkt i en hel-
hedstaenkning og foretages af relevante fagpersoner, der arbejder med bgrn og unge i
malgruppen.

e Relevante fagpersoner udarbejder feelles malseetninger for indsatsen, herunder det
tveerfaglige og tveersektorielle samarbejde, med udgangspunkt i barnet/den unge og
familiens behov og ressourcer samt evt. eksisterende indsatser. Der udarbejdes en
personlig behandlingsplan.

Anbefalinger om den palliative indsats til born, unge og deres familier

e Born, unge og deres familier tilbydes en palliativ indsats med udgangspunkt i deres iden-
tificerede behov, ressourcer mv. bade under og efter sygdomsforlgbet. Palliativ indsats
integreres tidligt i barnets sygdomsforlgb, evt. allerede fra diagnosetidspunktet ved be-
hov.

e Detindividuelle palliative forlgb tilrettelaegges og foregar tvaerfagligt i samarbejde med
barnet/den unge og familien. Indsatserne kan veere rettet mod fysiske og psykiske symp-
tomer samt sociale og eksistentielle/andelige forhold.

e Alle familier med livsbegreensende eller livstruende sygdom tilbydes Igbende afdaekken-
de samtaler om fremadrettede behov for statte og pleje. Efterladte paregrende tilbydes
opfelgning efter barnets/den unges livsafslutning.
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Anbefalinger om organisering, ansvar og samarbejde

e Den palliative indsats organiseres, sa barnet/den unge kan tilbydes den rette indsats pa
rette tid og sted. Der tages hgjde for, at indsatsen sé& vidt muligt kan forega i neermiljget.

o  Kommuner og regioner, herunder almen praksis, aftaler i regi af sundhedsaftaler og
praksisplaner, hvordan det tveerfaglige samarbejde kan forega i praksis, og hvordan der
sikres koordinering mellem de forskellige tilbud, herunder snitflader og synergi.

e  Samarbejds- eller dialogaftaler kan indgas mellem enheder og sektorer, fx mellem et
hospitalsbaseret team og kommunen o.l. med henblik pa at styrke samarbejde, vidende-
ling og kommunikation pa tveers og for at tydeliggere ansvarsfordeling og styrke aktarer-
nes kompetencer og kendskab til hinanden.

e Samarbejdet mellem den patientansvarlige lsege og andre behandlingsansvarlige laeger
aftales lokalt.

e Organisering af alle palliative indsatser til barn/unge baseres pa, at fagpersonerne har
den forngdne og hensigtsmaessige viden, rutine og erfaring i at arbejde med bgrn og
unge, samt at der er tilstraekkelig volumen og de ngdvendige faciliteter til stede for, at
indsatserne kan varetages med hgj faglig kvalitet og kontinuitet.

e Der afholdes ved behov koordinerende made med deltagelse af familien, det specialise-
rede palliative team, den praktiserende laege, hjemmesygeplejen samt andre relevante
personer i barnets hjem, bgrnehospice eller lignende institutioner.

e | god tid inden barnets/den unges overgang til voksenlivet indleder relevante fagperso-
ner pa berneafdelingen og/eller det specialiserede palliative team et samarbejde om
overgangen fra palliative indsatser pa barne-/ungeomradet til voksenomradet.

Anbefalinger om kompetencer

e Derindgas lokale aftaler om, at forudsaetningerne for at varetage indsatsen er til stede,
herunder aftaler om kompetenceudviklingstiltag med henblik pa at sikre hgj faglig kvalitet
i den palliative indsats til bgrn, unge og deres familier.

e DMCG-PAL/palliationsudvalget under Dansk Peediatrisk Selskab udarbejder kompeten-
ceprogrammer for palliative indsatser til barn, unge og deres familier.

Anbefalinger om monitorering og kvalitetsudvikling

o Alle relevante aktarer registrerer indsatser samt monitorerer og kvalitetsudvikler fortigben-
de.

e Data vedrgrende specialiserede palliative indsatser pa tveers af de eksisterende tilbud ind-
berettes systematisk til Dansk Palliativ Database, som afrapporterer indikatorer.
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3. Malgruppen

3.1. Malgruppens karakteristika

Malgruppen er bgrn/unge fra 0 op til 18 ar med komplekse symptomer af fysisk, psykisk, social og
andelig-eksistentiel karakter, der har et uforudsigeligt sygdomsforlgb med risiko for tidlig ded.

Der er defineret fire klinisk anvendelige "arketyper” af b@rn og unge med behov for palliative ind-
satser i de europaeiske standarder for den palliative indsats til barn og unge publiceretaf Euro-
pean Association for Palliative Care (EAPC) i 2007. Malgruppen er her grupperet hovedsageligt i
relation til helbredelsesmuligheder (11):

e Gruppe 1: Livstruende sygdomme for hvilke helbredende behandling er mulig, men hvor
behandlingen kan mislykkes. Palliativ indsats kan veere ngdvendig i perioder med prog-
nostisk usikkerhed, og nar behandlingen fejler. Barn/unge i langvarig remission, eller som
folges efter vellykket helbredende behandling, er ikke inkluderet. Eksempler: Kreeft, hae-
matologiske sygdomme og irreversibelt organsvigt af hjerte, lever, lunger og nyre med
mulighed for livreddende transplantation.

e Gruppe 2: Sygdomme, hvor der kan veere lange perioder med intensiv, livsforlaengende
behandling, og hvor det samtidig har vaeret muligt at deltage i almindelige aktiviteter for
barn/unge, men hvor for tidlig ded stadigveek er en mulighed. Eksempler: Cystisk fibrose
og muskeldystrofi.

e Gruppe 3: Fremadskridende-sygdomme uden helbredende behandlingsmuligheder, hvor
behandlingen udelukkende er palliativ 0g.ofte kan vare i mange ar. Eksempler: Batten
sygdom og mukopolysakkaridose.

e Gruppe 4: Sygdomme med.svaere neurologiske handicaps, der kan medfare sveekkelse
og modtagelighed overfor helbredsmaessige komplikationer, og som uforudsigeligt kan
forveerres, men som saedvanligvis ikke anses for at veere fremadskridende. Eksempler:
Sveere multiple handicaps, sasom falger efter hjerne- eller rygmarvsskader, herunder vis-
se bgrn/unge med sveer cerebral parese.

10
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Figur 1 illustrerer de varierende sygdomsforlgb for barn og unge i grupperne,1-4 (12).

Sygdomsgrupperinger
De basale og specialiserede indsatser, herunder ansvarsfordeling, er i disse anbefalinger beskre-
vet i forhold til fglgende livstruende og livsbegraensende sygdomme:

o Nyfgdte bgrn med sveert invaliderende lidelser samt lidelser med deden til falge

e Kreeft, benigne haematologiske og immunologiske sygdomme samt| lemarvstrans-
plantation
e Neurologiske, genetiske og.metaboliske sygdomme

. Livestruende organsygdomme i‘hjerte, lunge, lever eller nyre samt organtransplantati-
on

Malgruppen barn med kreeft omfatter ogsa bern med sakaldte "godartede” svulster i hjerne og
rygmarv. Forde fleste barn er sygdommene livstruende. For alle familierne generelt er de uvente-
de og sveert indgribende i dagligdagen og udlgser ofte angstreaktioner.

Malgruppen barn med neurologiske/genetiske sygdomme kan vaere medfgdte eller erhvervede,
og varierer ofte. meget over tid..

Malgruppen barn og unge, der indstilles til organtransplantation, udger en gruppe, hvor@tiv
behandling er mulig og transplantation oftest en realitet. Usikkerhed, om hvorvidt barne unge
far tilbudt et organ i tide og om laengden af ventetiden, er en stor udfordring for hele familien.

® Denne gruppe omfatter ogsa slutstadiet af andre kroniske sygdomme, fx thalassamia major og seglcelleanaemi
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Alderskategorisering

Malgruppen generelt omfatter saledes en meget heterogen gruppe af bgrn og unge med forskelli-
ge sygdomme, alder, modenhed og funktionsniveau, og derfor kan en opdeling i alderskategorier
bidrage til at malrette den palliative indsats:

. dte (den farste levemaned): For det nyfgdte barn vil der i starten ofte veere stor usik-
—-ned forbundet med barnets prognose i forhold til den palliative indsats.

e Bom (fra anden levemaned op til 12-ars alderen): Barn er i en kontinuerlig fysisk, emotio-
nel og kognitiv udvikling. Den normale udvikling kan veaere forsinket pa grund af kronisk
sygdom.

e Unge (fra 12 til 18-ar): Unge med livsbegraensende sygdomme har szerlige udviklings-
maessige udfordringer (10). Den normale vaekst og pubertetsudvikling kan veere forsinket
pa grund af kronisk sygdom, hvorved der opstar en asymmetri mellem den biologiske,
psykologiske og sociale udvikling (5).

e Overgang fra ung til voksen: Unge med livstruende eller livsbegraensende sygdom befin-
der sig i mellem det paediatriske og det voksne palliative team, hvorfor der skal sikres god
transition herimellem (11).

Familierne

Familier til barn og unge med livstruende eller livsbegraensende sygdomme er endvidere omfattet
af malgruppen. 'Familie’ defineres i den forbindelse som de personer, herunder sgskende, der
giver fysisk, psykisk, andelig og social omsorg til barnet, uanset om'der er en biologisk relation.
Generelt er sgskende derfor inkluderet, nar familien.naevnes i naervaerende anbefalinger, men
karakteristika samt vurdering af behov, som saerligt adskiller sig fra foraeldrene, er beskrevet se-
parat.

Fadslen af et barn med en livsbegrasnsende sygdom og risiko for tidlig ded er en stor kontrast fil
forventningen om at kunne byde et rask barn velkommen i familien, da det normalt er forbundet
med gleede. Den grundlseggende familiedannelse kan derfor veere truet som felge af en forstyrret
tilknytningsproces pa grund af sygdom og hospitalsindlaeggelse (8).

Soskende

Sogskende kan have fglelsesmaessige og adfeerdsmaessige problemer, problemer med skole,
forhgjet aggressionsniveau eller tilbagetrukkenhed, fglelser af ensomhed, frustration, frygt eller
tristhed, bade.under det syge barns sygdomsforlgb og efter et dgdsfald.

3.2. Malgruppens omfang

Der eksisterer ikke et nationalt register i Danmark over antal bgrn og unge med behov for palliati-
on eller antal' bgrn og unge i aktuelle palliative forlgb, hvorfor det preecise antal ikke kendes. Antal-
let af b@rn og unge med behov for en palliativ indsats er langt stgrre end de fa bgrn og unge, der
arligt der af medicinske arsager. Den gennemsnitlige totale arlige berne-/'ungdomsdgdelighed i
Danmark er ca. 402 b(arn, langt stgrstedelen er bagrn, som dgr, inden de fylder et ar (3,13).
Bgrnene/de unge har en .= meget forskellige sygdomme (14). Barn og unge med en non-
malign livsbegraensende eller livstruende sygdom er antalsmaessigt den starste gruppe (3).

Barn lever i dag laengere med livstruende sygdomme end far, og flere bgrn helbredes. | de til tider
lange sygdomsforlgb, som bgrnene og deres familier gar igennem, har de brug for hjeelp og stat-
te. Da gruppen af barn og unge med livstruende sygdom er bred og forskelligartet, har de og de-
res familier varierende behov og gnsker (14). Det er vaesentligt at vaere opmaerksom p3a, at hele
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familien, herunder barnet/den unge, foreeldre, saskende og andre pargrende, er malgruppen for
den palliative indsats.
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4. Tidlig identifikation af behov

Anbefalinger

e Der foretages tidligst muligt i sygdomsforlgbet en tvaerfaglig vurderin ehov for pal-
liative indsatser hos alle b@rn/unge med livsbegraensende eller Iivstr@ sygdomme
og deres familier, uanset sygdom eller alder. Vurderingen tager udgangspunkt i en hel-
hedstaenkning og foretages af relevante fagpersoner, der arbejder med bgrn og unge i
malgruppen.

e Relevante fagpersoner udarbejder feelles malsaetninger for indsatsen, herunder det
tveerfaglige og tveersektorielle samarbejde, med udgangspunkt i barnet/den unge og
familiens behov og ressourcer samt evt. eksisterende indsatser. Der udarbejdes en
personlig behandlingsplan.

4.1. Helhedsorienteret vurdering af palliative behov

Den palliative indsats tilretteleegges pa baggrund af analyse og vurdering af barnets/den unges
sygdomsstatus, symptombillede og plejeproblemer og ses i sammenhaeng med familiens livssitu-
ation som en helhed. Indsatsen baseres derfor dels pa.en sundheds- og socialfaglig vurdering af
de palliative behov herunder udredning vedrgrende symptombehandling, og dels pa den betyd-
ning barnet/den unge tillaegger det enkelte symptom, herunder familiens vurdering. Symptombille-
det vil veere forskelligt afhaengig af barnets/den unges type af livstruende sygdom og de fysiske
symptomer vil blive oplevet og udtrykt-forskelligt afhaengig af barnets mentale og kognitive udvik-
ling. En funktionsvurdering skal belyse, hvilke begraensninger og betydning symptomerne har for
barnets/den unges liv, og dermed fastleegge mal og tiltag for barnet. Malsaetningerne fastlaegges
ofte i teet samarbejde med familien. | forhold til den unge er det et saerskilt fokus at understotte
den unges autonomi i malsaetningen:

Den palliative indsats tager saledes-udgangspunkt i et helhedsperspektiv pa barnets og familiens
behov og problemer i forbindelse'med livstruende sygdom. Der foretages saledes en helhedsvur-
dering af behovene med henblik pa at kunne yde en helhedsorienteret indsats, hvor der lindres pa
flere problemer samtidigt (se kapitel 5). Malet med den palliative indsats er at fremme barnets
livsmod og samtidig at lindre barnets og familiens lidelser, uanset om lidelserne er af fysisk, psy-
kisk, social eller eksistentiel/andelig karakter. Dette kan illustreres i nedenstaende figur 2.
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Figur 2
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Figur 2: Palliative behov hos bgrn med livstruende sygdomme og deres familie

Menneskers samlede fysiske, psykiske, sociale og eksistentielle/andelige lidelser er beskrevet
grundlaeggende i Total Pain begrebet (15) og viser herved de palliative behovs komplekse karak-
ter. De forskellige symptomer og forhold pavirker hinanden.i positiv eller negativ retning, og det er
derfor vaesentligt, at de sundhedsprofessionelle7 og gvrige fagprofessionelle8 lytter til barnets og
familiens historie for at forsta, bade deres konkrete og seerlige behov for lindring samt barnets og
familiens styrker og muligheder i den aktuelle situation.

Vurdering af barnets/den unges og familiens behov for palliative indsatser ber altid tage udgangs-
punkt i den enkelte familie og barnet samt familiens ressourcer, helbredstilstand, evne til egenom-
sorg og motivation, for pa denne made at tage et bredt afsaet i barnet som helhed og det enkelte
barns og familiens forudszetninger(se afsnit 4.3). Vurderingen bgr foretages systematisk, sa tidligt
som muligt i sygdomsforlgbet og.gentages ved behov.

Barnet/den unge og familierne har ofte komplekse problemstillinger, og der er ofte overlap mellem
behovsomraderne. Ved en vurdering af palliative behov kan den sundhedsprofessionelle i samtale
med barnet/den unge og deres familier fx sparge ind til falgende behovsomrader:

e Barnets/den.unges og familiens overordnede oplevelse af deres livssituation, herunder
hvordan familiens hverdag fungerer samt viden om familiens historie, som kan have ind-
flydelse pa forlabet og samarbejdet. Desuden behovet for indsatser der understgtter bar-
nets udvikling

e Fysiske symptomer hos barnet/den unge, fx smerter, andengd, nedsat muskelkraft og
bevaegelighed, kvalme, utilpashed og treethed samt disses betydninger og sammenhaeng
med aktivitet og deltagelse. Desuden spgrges barnet til de symptomer, der er karakteri-
stiske ved den pageeldende diagnose, behandling og evt. komorbiditet/multisygdom. End-

’ Sundhedsprofessionelle med erfaring med bgrn/unge: eksempelvis laeger, sygeplejersker, social- og sundhedsassistenter, fysioterapeuter,
ergoterapeuter, kliniske diaetister m.fl
j@vnge fagprofessionelle: eksempelvis preester, socialradgivere og psykologer m.fl.
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videre bgr familien sparges til fysiske symptomer, fx sgvnbesvaer, hovedpine og andre
symptomer pa stressbelastning

e Psykiske symptomer bade hos barnet/den unge og familiemedlemmerne, fx angst, de-
pression, treethed, ensomhed, bekymring for fremtiden og sygdommens udvikling samt
disse eventuelle problemers betydning for hverdag, aktivitet og deltagelse

e Sociale forhold, fx barnets/den unges mulighed for at fa stette og naerveer i hverdagslivet,
herunder relationer til venner og tilknytning til skolen. Desuden fokus pa familiens konstel-
lation, netveerk og hvordan er netvaerket er involveret samt ressourcer i familien og til-
knytningen til arbejdsmarkedet, gkonomi, boligforhold. Endvidere fokus pa sgskende og
deres alder, skolegang og fritid

e Eksistentielle/andelige forhold, fx barnets/den unges og familiens oplevelse af situationen
og sygdom, mening med livet, hvad der giver hab og styrke, samt hvilken rolle religigsitet
spiller.

4.2. Vurdering af behov

Sundhedsprofessionelle, som arbejder med bgrn/unge:med livstruende sygdomme, bar som mi-
nimum vurdere, om barnet/den unge og familien har/palliative behov ved diagnosen, ved syg-
dommens progression og komplikationer.

Pa enheder, der varetager specialiserede palliative indsatser, anbefales det, at barnet/den unge
med palliative behov jeevnligt preesenteres pa tveerfaglige konferencer/netvaerksmgder o.l. med
deltagelse af minimum fire faggrupper (se kap. 7), med henblik pa at koordinere vurderingen af
disse behovsomrader, sa det helhedsorienterede perspektiv pa barnet og familien fastholdes. Hvis
behovet vurderes af sundhedsprofessionelle enkeltvis, som derpa henviser til gvrige fagprofessio-
nelle (praest, psykolog, socialradgiver), tabes’kompleksiteten i de palliative behov let af syne.

I vurderingen af behov bgr barnets forventede prognose indga, og den kan desuden involvere en
funktionsevnevurdering og kognitive tests, som ofte foretages af psykologer eller fagpersoner med
lignende kompetencer, fx i Peedagogisk Psykologisk Radgivning (PPR). Vurderingen ber foreta-
ges af de sundhedsprofessionelle og gvrige fagprofessionelle, der i forvejen er involveret i forlg-
bet, eller af seerligt kyndige'pa de enkelte felter ved anvendelse af validerede redskaber.

Pa baggrund af denne identifikation af behov vurderes det derpa, om der skal ydes en indsats, og
hvem der eventuelt skal involveres. Der udarbejdes individuelle pleje- og behandlingsplaner pa
baggrund af vurderingen af behov for indsatser. Pleje- og behandlingsopgaverne fordeles blandt
fagpersonerne i teamet ud fra kompetencer og ressourcer. Desuden udarbejdes der en akut-plan,
der beskriver mulige fremtidige komplikationer og haendelser, samt hvad der skal geres, hvis der
opstar en akut situation. Pleje- og behandlingsplanerne og det tvaerfaglige samarbejde kraever
lsbende evaluering og justering.
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| skemaet nedenfor er det anfart, hvilke fagpersoner der kan inddrages i den tvaerfaglige vurde-
ring, og hvilke indsatsomrader der bar vaere fokus pa:

Tvaerfaglig vurdering af barnets og familiens behov ‘

Personer og aktgrer, der@irages i vurderingen:

Barnet (alt efter alder og kognitiv funktion) og foreeldre
Bgrneleege

Barnesygeplejersker

Fagpersoner med bgrnefaglige kompetencer
Aktuelle netvaerkspersoner
Skole/daginstitution

Almen praktiserende leege
Hjemmesygeplejerske

Sundhedsplejerske

Kommunal visitator

Fagpersoner fra relevante specialomrader
Fagpersoner fra relevante kommunale tilbud

=

Indsatsomrader ift. familiens Indsatsomraderift. bar- Andre relevante indsatsom-
behov nets/den unges behov rader
¢ Information/opleering/ ¢ Information/opleering/ vej- Vurdering af bo-
e vejledning ledning ligitilpasning
e Gkonomiske forhold, her- o Symptomlindring Hjeelpemidler

under tabt arbejdsfortjene- | ¢ Behandling/hjaelpemidler Transport

ste ved orlov e Personlig omsorg og pleje Sko-
e Psykosociale behov e Psykosocial stette le/daginstitution/fritid
e Varetagelse af sgskende o Understgttelse af alders- Vurdering af kompe-
e Familizere forhold svarende udvikling tencebehov og res-
e Aflastning o. Mobilitet sourcer
e Tolk e Aflastning Hjeelp til omgivelser
e Genetisk vejledning e Skole/daginstitution/fritid Akutplan
¢ Transition til voksenbe- e Selvsteendighed Saskendes behov

handling e Transition til voksenbe-

handling
e Brugerorganisationer

Accelererede forlgb, fx akut organsvigt, kraever en hurtig preecis indsats, hvor de fagprofessionelle
skal afdaekke familiens behov og gnsker pa kort tid. Dette er en samarbejdsopgave mellem fag-
personer fra intensivafdelinger, barneafdelinger og de palliative teams.

Der findes ikke ét valideret redskab til vurdering af ba@rnenes og familiernes behov, der daekker de
fire malgrupper og alderskategorier, men nogle af de redskaber, der findes til voksne, kan eventu-
elt anvendes som et grundlag for samtalen med det aeldre barn og familien (16).

Til at understgtte vurdering af rehabiliterende og palliative behov hos bgrnene og deres familier
(17) kan der tages udgangspunkt i WHO’s model: International Classification of Functioning, Dis-
ability and Health: Children & Youth version (ICF-CY), som er en bio-psyko-social model, der be-
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skriver faktorer, som har betydning for det samlede helbred (18). Funktionsevnen, som det centra-
le i modellen, indgar i et dynamisk samspil med helbred og kontekst (omgivelses- og personlige
faktorer).

Brug af WHO’s model til vurdering af den palliative indsats kan vaere med til at beskrive de pallia-
tive behov og skabe fokus pa barnets funktionsevne, funktionsevnebegraensning og helbredstil-
stand. Funktionsevnen omfatter tre komponenter: kroppens funktioner og anatomi, aktiviteter samt
deltagelse. Komponenterne pavirker hinanden gensidigt, ligesom den samlede funktionsevne
pavirkes af omgivelsesfaktorer, personlige faktorer og helbredsmaessige forhold.

Til opsamling af samtalen vedrgrende den indledende vurdering kan skabelonen i bilag 6, som
anvendes af et hospitalsbaseret specialiseret team, evt. benyttes.

4.3. Behov hos familien, sgskende og szerlige forhold

Familiens behov

Familien er en af de vigtigste statter for barnene igennem hele forlgbet, men'kan ogsa have selv-
staendige behov for stgtte. Familien belastes i hgj grad, da de ofte er hardt presset bade fysisk,
psykisk, socialt og eksistentielt/eksistentielt. Foreeldrene, som oftest.er ansvarlige for pleje og
administration af medicin og ernaering dagnet rundt, kan opleve tegn pa stress i form af hoved-
pine, mavepine, sgvnforstyrrelser eller andre psykiske symptomer som usikkerhed, angst og fryg-
ten for at miste sit barn. Foraeldrene har brug for viden, blandt andet fordi de ofte skal tage beslut-
ninger pa deres bgrns vegne, og de behgver stgttende interventioner, sa de er i stand til at pleje
deres eget barn. Yderligere har foreeldrene behov for stette i forhold til at bevare foraeldreskabet til
det syge barns sgskende samt i forhold til dem selv, fx vedrgrende opretholdelse af arbejdsliv og
parforhold. Det er derfor vigtigt, at familiernes ressourcer og eventuelle problemer afdaekkes, her-
under fx behov for aflastning. Dette forudsaetter foreeldrenes samtykke. Foraeldrene — og barnet
selv, nar dette er hensigtsmeaessigt — ber informeres om selv at vaere opmaerksomme pa fysiske
og folelsesmaessige forandringer i livsfarelse, herunder hvem de skal tage kontakt til ved behov.
Hvis familierne har behov. for hjeelp.til fx egen sygdom, vil dette som udgangspunkt varetages af
den praktiserende laege.

Soskendes behov

Inddragelse af sgskende tillet barn med livsbegreensende eller livstruende sygdomme er vigtigt,
saledes at sgskende ikke oplever at veere udenfor eller efterladt med deres egne fantasier og
folelser omkring den syge sgskendes sygdom og eventuelle dgd. Dette skal ske i overensstem-
melse med deres alder, falelsesmaessige udvikling og ressourcer. Dertil er det vigtigt med en hgj
grad af opmaerksomhed pa s@skende for at vurdere, om familien selv er i stand til at tage vare pa
reaktionerne hos s@skende. Forskningsresultater peger pa, at bgrn og unge er i risiko for at udvik-
le psykosociale problemer ved tab af en sgskende, som fx posttraumatiske stress-symptomer eller
angstg, og at det isaer er familiemaessige faktorer fra for dedsfaldet, der har betydning for, hvordan
barnet/den unge klarer sig. En anden konsekvens for sgskende er desuden, at de undertrykker
egne behov og falelser, eller at de patager sig et for stort ansvar for familiens trivsel. Disse reakti-
oner kan medfare fysiske og psykiske belastningsreaktioner som fx hovedpine, mavepine og
sevnforstyrrelser samt adfeerdsmaessige problemstillinger hos szskende@

° Malin Lévgren m.fl.: Bereaved Siblings’ Advice to Health Care Professionals Working With Children With Cancer and Their Families (2016)
(Journal of Pediatric Oncology Nursing, 2016, VVol. 33(4) 297 —305)
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Blandt s@skende til bern med sjeeldne diagnoser opleves der ogsa psykiske symptomer som usik-
kerhed og angst, der ofte er forbundet med sygdommens udvikling og det syge barns prognose.
Saskende til barn med sjeeldne diagnoser kan ogsa opleve folelser af skam over at vaere ander-
ledes og skille sig ud. Samtidigt fgler saskende ofte en stor kaerlighed, emhed og omsorg over for
deres syge sgster eller bror. Disse modstridende folelser udlgser en hgj grad af felelsesmaessig
kompleksitet, der kan vaere sveer at handtere for barnet selv.

@Iigt udsatte born/ familier

Der er familier, som er saerligt udsatte, hvor der skal veere en seerlig opmaerksomhed, hvis de har
palliative behov i forbindelse med et barns sygdom. Det drejer sig fx om familier med svagt net-
veerk, socialt udsatte familier, forseldre med svaerere psykiske lidelser mv.

Nogle familier er enten ikke bevidste om deres behov eller kan have vanskeligt ved at give udtryk
for dem, eller de har ringere adgang til relevante sundhedsprofessionelle og gvrige fagprofessio-
nelle, fx fordi de kan have vanskeligt ved at benytte sig af de etablerede tilbud. Det er vaesentligt,
at de sundhedsprofessionelle og gvrige fagprofessionelle er opmaerksomme pa de seerlige van-
skeligheder og behov, disse bgrn og unge og deres familier kan have, og at de samarbejder om
indsatsen, saledes at denne kan tilretteleegges, sa den enkelte kan fa mest. mulig gavn heraf.

Kulturelle forhold

Konsekvenserne af livstruende sygdom kan for familierne afthaenge af bl.a. livssyn, sociale res-
sourcer samt kulturelle og religigse stasteder. Kulturelle forhold og etnicitet kan medfere saerlige
krav til og behov for speciel kost, hygiejne og daglige ritualer, sdvel som andre sygdomsopfattel-
ser, seerlige ritualer i forbindelse med sygdom, livsafslutning, begravelse og segrgeperiode. Det er
vigtigt, at de sundhedsprofessionelle og @vrige fagprofessionelle er opmaerksomme pa dette, og
at det medtaenkes i forhold til vurdering af barnets og familiens palliative behov. Ved sproglige
barrierer er det vaesentligt, at der er adgang til en professionel tolk, som familien er tryg ved, og
som kan rumme situationen.
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5. Palliative indsatser til barn og unge
og deres familier

Anbefalinger

e Born, unge og deres familier tilbydes en palliativ indsats med udgangspunkt i deres
identificerede behov, ressourcer mv. bade under og efter sygdomsforlgbet. Palliativ ind-
sats integreres tidligt i barnets sygdomsforlgb, evt. allerede fra diagnosetidspunktet ved
behov.

e Detindividuelle palliative forlgb tilrettelaegges og foregar tvaerfagligt i samarbejde med
barnet/den unge og familien. Indsatserne kan veere rettet mod fysiske og psykiske symp-
tomer samt sociale og eksistentielle/andelige forhold.

e Alle familier med livsbegreensende eller livstruende sygdom tilbydes lgbende afdaekken-
de samtaler om fremadrettede behov for stette og pleje ladte pargrende tilbydes
opfelgning efter barnets/den unges livsafslutning.

5.1. Den helhedsorienterede palliative indsats

En palliativ indsats til bern og unge med livsbegraensende eller livstruende sygdomme er familie-
centreret og ikke patientcentreret. Indsatsen omfatter foraeldre, s@skende og evt. naere pararende,
og malet er at gge barnets/den unges og familiens trivsel og livskvalitet ved at lindre deres samle-
de lidelser. Det er vigtigt, at indsatsen er individuelt tilrettelagt i overensstemmelse med barnet og
familiens gnske og behov og kan efter behov omfatte falgende:

¢ Indsatser rettet mod fysiske og psykiske symptomer

Indsatser rettet mod sociale, aktivitets- og undervisnings-/uddannelsesmaessige behov
Indsatser.rettet mod eksistentielle og andelige forhold

Indsatser rettet'mod stette til barnets/den unges fortsatte aldersvarende udvikling.

En helhedsorienteret indsats i praksis indebaerer, at man ikke isolerer et enkelt symptom og be-
handler det, uden at tage hgjde for den virkning eller betydning det har pa helheden. For eksem-
pelvil et fysisk symptom som andengd naesten altid vaere ledsaget af et psykisk symptom som
angst, og behandling af angsten vil derfor ogsa lindre andengden. Ligeledes er barnets, den un-
ges og eventuelle sgskendes trivsel og livskvalitet afhaengig af foraeldrenes mestringsevne og
trivsel.

Palliativ indsats til bgrn og unge med livsbegraensende eller livstruende sygdomme og deres fami-
lier er ofte en intensiv og kompleks opgave. Det er ngdvendigt, at mange forskellige faggrupper
bidrager med indsatser rettet mod de fysiske, psykiske, sociale og eksistentielle problemstillinger.
For at opna og sikre helhedsperspektivet er en koordineret tveerfaglig og tveersektoriel indsats
afgerende. Det tvaerfaglige samarbejde anses for at vaere forudsaetning for at opna positive resul-
tater. Der henvises til kapitel 5 for uddybning af det tvaerfaglige samarbejde.

Bgrnenes/de unges forlgb varierer alt efter alder, og hvilken sygdomsgruppe de tilhgrer, og kan
ogsa ses i forhold til arketyper (se kapitel 2). Den bgrnepalliative indsats skal i henhold til WHO’s
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anbefalinger ivaerksaettes pa diagnosetidspunktet, integreret med en eventuel sygdomsrettet be-
handling (1,11). Leengden af den palliative indsats kan saledes variere fra timer til dage, maneder
og ar og for mange unge med en transition til voksenlivet. Indsatserne, der ogsa daekker familier-
ne, kan ses i forhold hertil, og til om der er behov for en basal eller en specialiseret indsats - eller
begge dele. | mange forlgb vil barnene og deres familier fa behov for bade basale og specialise-
rede indsatser. Udgangspunktet for den palliative indsats til barn og unge er det samme som for
voksne, men de konkrete indsatser adskiller sig, idet livstruede syge bgrn har andre sygdomme
end voksne, samt anderledes og ofte lange forlab med skiftende palliative behov og desuden har
behov for, at den alderssvarende udvikling understgttes.

Hertil kommer at bgrns evne til at forstd og udtrykke deres symptomer og behov er en.szerlig ud-
fordring, der skal vurderes individuelt ud fra barnets udvikling ved hjeelp af dertil udviklede sco-
ringsredskaber eller kommunikationshjeelpemidler, eksempelvis redskaber der hjeelper barnene
med at beskrive deres fysiske symptomer.

De palliative forlab hos barn og unge er preeget af, at sygdomsforlgbene kan vaere mere uforudsi-
gelige end sygdomsforlgbene hos voksne. Det skyldes blandt andet, at det ofte drejer sig om
sjeeldne og arvelige sygdomme, der kan have flere tilsyneladende terminale faser.

Det er vaesentligt, at familierne fra starten af et livstruende sygdomsforigb bliver praesenteret for,
hvilke muligheder der er for stgtte fremover, fx ved udgaende funktion til hjemmet eller ophold pa
bgrnehospice eller anden institution, hvem de kan henvende sig til fx vedragrende oplysninger om
hjeelpemidler samt vejledning i plejeopgaver. Der kan endvidere henvises til Sundhedsstyrelsens
"Anbefalinger til sundhedspersoners mgde med pararende til alvorligt syge” (19) samt pjecen
"Mgdet med pararende til personer med alvorlig sygdom (20).

For at opna og sikre dette helhedsperspektiv er det ngdvendigt med en koordineret og tveerfaglig
indsats. For at lgfte denne opgave skal personalegruppen have kompetencer inden for det pallia-
tive, habiliterende og det paediatriske omrade, jf. kapitel 5.

Indsatser i forhold til fysiske symptomer

Formalet med indsatserne malrettet de fysiske symptomer er at bibeholde og fremme et fysisk
velbefindende og et ilfredsstillende/acceptabelt funktionsniveau og hermed gge barnets/den un-
ges livskvalitet i hverdagen, hvilket spiller en central rolle i bade de basale og specialiserede palli-
ative indsatser. Symptombilledet vil vaere forskelligt afhaengigt af den livsbegraensende og livstru-
ende sygdom. Eksempler pa fysiske symptomer er: hastigt progredierende funktionstab, nedsat
eller manglende spisefunktion, treethed, kramper, uro, smerter, kvalme, mave-tarmproblemer,
andedreetsproblemer, spasticitet.

Indsatsen i forhold til de fysiske symptomer kan veere farmakologisk og ikke-farmakologisk. Den
farmakologiske palliative behandling varetages af bgrnelaeger eller andre behandlingsansvarlige
leeger efter aftale, og den har til formal at lindre bedst muligt med feerrest mulige bi- og fglgevirk-
ninger. Behandlingen understatter allerede igangsat medicinsk behandling i starten af forlgbet, og
den vurderes og justeres lgbende, herunder evt. behov for seponering af ungdig medicin. Dette
kreever ofte en teet kontakt med barnet/ den unge og foreeldrene samt en langsom optimering og
justering af doser. Smertebehandling er bade en farmakologisk og en ikke-farmakologisk, psyko-
logisk indsats. Der kan eksempelvis veere fokus pa barnets/den unges (og familiens) smertehand-
tering.

De ikke-farmakologiske indsatser har fokus pa at mindske fglger efter sygdom og behandling med
henblik pa at fremme funktionsniveau og livskvalitet. Alt efter barnets behov oplaeres foreeldrene i
de ikke-farmakologiske indsatser samt hensigtsmaessige teknikker i deres daglige omsorg for
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barnet. Indsatsen kan vaere mobilisering, lejring, respirationsteknikker, varmebehandling, habilite-
rende og rehabiliterende treening. Desuden er der fokus pa fysisk traening for de bgrn og unge,
der er i stand til det, med henblik pa at lindre symptomer og bedre de fysiske funktioner. En vigtig
opgave er, at barnet far en oplevelse af liv, herunder opbygger kropslige ressourcer og relationelle
feerdigheder gennem leg og positiv kontakt med egen krop. Disse opgaver varetages af fagperso-
ner med relevante kompetencer, eksempelvis af fysioterapeuter, ergoterapeuter m.fl.

Vigtige opgaver i den daglige omsorg og sygepleje er at observere, identificere og handle pa bar-
nets problemstillinger og behov, at planleegge, udfare, koordinere og evaluere palliativ pleje og
omsorg pa et grundlaeggende og specialiseret niveau. Sygeplejen skal kunne handtere staerke
opioider, smertepumper og en genoplivningssituation. Disse opgaver varetages af sygeplejersker
o.l. med specialiserede kompetencer eller hjemmesygeplejersker under supervision‘af de specia-
liserede team.

Indsatser i forhold til psykiske symptomer

Formalet med en tidlig og lgbende indsats malrettet psykiske symptomer hos barnet/den unge, og
i de ramte familier, er sa vidt muligt at hgjne familiernes livskvalitet samt at reducere og forebygge
psykopatologiske reaktioner bade i lgbet af og efter sygdomsforlgbet samt efter barnets eventuel-
le dad. Det er generelt meget komplekse psykiske problemstillinger, som det syge barn, men ogsa
sgskende og foreeldre star overfor. Den psykiske belastning kan spaende. fra'lettere til sveere og
mere invaliderende symptomer i og efter forlabet. Formalet med den psykologiske indsats er end-
videre at hjeelpe familierne med at mestre deres aktuelle omstaendigheder og de forandringer,
bekymringer og uvisheder, der falger med.

Indsatsen kan veere en stgttende indsats i forhold til varetagelsen af familiens samlede trivsel,
herunder foraeldrerollen, barnets udvikling (habilitering),.s@skendes trivsel samt handtering af de
folelsesmaessige belastninger og reaktioner, eksempelvis kompliceret krise- eller sorgreaktion,
depression, angst og selvmordstanker, der.opstar i familien, og som pavirker familiemgnsteret.
Disse opgaver varetages af fagpersoner med relevante kompetencer, eksempelvis psykologer o.1.

Indsatsen kan i forhold til det syge barn og s@skende omfatte interventioner tilpasset det enkelte
barns udviklingsmaessige kapacitet og ressourcer, fx fokus pa relationer og netvaerk, tegne- og
legeterapeutiske tilgange, styrkelse af bevidst naervaer, bekymringshandtering, vaerdibaseret
handlen og eksistentielle samtaler. For sgskende bgr der herudover vaere seerligt fokus pa legitim
adspredelse, opretholdelse af sygdomsfri zoner og et almindeligt ungdomsliv samt samtaler med
fokus pa potentielle skyldsspargsmal. Det er derfor vigtigt, at fagpersonerne taler med saskende
om de fglelser og tanker, der er forbundet med at have en sgster eller bror med en livsbegreen-
sende eller livstruende sygdom samt om deres forstaelse af deden med udgangspunkt i brors
eller sgsters alder og kognitive udviklingsniveau.

Derudover kan musikterapi ved musikterapeut anvendes til at lindre og stette bade barnet, s@-
skende, foreeldre og andre pargrende gennem hele sygdomsforlgbet. Musikterapi kan blandt an-
det give barnet oplevelse af at lindre smerte, uro og angst, give sgskende statte i at udtrykke fo-
lelser samt vaere med til at samle familien.

Indsatser i forhold til sociale forhold

Formalet med en indsats, der har fokus pa sociale forhold, er at bidrage til at styrke barnets/den
unges og familiens sociale liv, da de ofte ikke laengere indgar i almindelige aktiviteter eller er isole-
rede fra sociale aktiviteter.

I den lindrende og stgttende indsats er der saledes fokus pd, hvordan barnets og sgskendes soci-
ale liv kan stgttes bedst muligt ud fra barnets forudsaetninger. En vigtig del af indsatsen er at for-
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sgge at fastholde kontakten til barnets venner, bgrnehave, skole, og at der i hverdagen er andet
indhold end sygdom, der hvor barnet opholder sig, fx pa sygehuset.

Det gode barneliv, barnets oplevelse af egen identitet, seskendes plads og behov i familien, samt
familiens hverdagsliv er saledes centrale fokusomrader med henblik pa at styrke det sociale liv.
Der er seerligt fokus pa, hvad der kan skabe gleede, motivation og starst mulig trivsel hos det syge
barn og familien. Der kan fx veere behov for stgtte til at finde aktiviteter, lege og indhold, der pas-
ser til barnets og familiens muligheder. Alt efter familiens belastningsgrad kan der desuden ydes
aflastende indsatser, fx ophold uden for hjiemmet.

Foreeldrene kan desuden have behov for hjeelp til at vurdere barnets hverdagsfunktioner og udvik-
ling med henblik pa at klare hverdagen med det syge barn. Der vejledes for eksempel i, hvordan
foreeldrene kan balancere rollen som omsorgsgivere for det syge barn og samtidig opdrage med
passende krav ud fra barnets udviklingsalder og tilstand.

Disse opgaver varetages af fagpersoner med relevante kompetencer, eksempelvis paedagoger
eller fagpersoner med lignende kompetencer.

Desuden kan formalet med indsatsen vaere at Igse eventuelle sociale problemer i familien sa vidt
muligt og dermed hgjne barnets og familiens livskvalitet. Indsatsen til nogle familier kan besta i
radgivning, sa de i hgjere grad kan foretage egne valg,,mens andre har-behov for stette til at fore-
tage disse valg. Socialfaglige indsatser kraever ofte et indgaende kendskab til den kommunale
forvaltning og de seerlige forvaltningsomrader, herunder.sags-administrationen og bevillingskom-
petencerne, herunder relevante stgttemuligheder i savel offentligt som privat regi.

Indsatsen kan veere at stgtte familien i forhold.til sociale forhold, fx sage relevante oplysninger,
udforme ansg@gninger, skabe overblik over sociale forhold, finde eventuelle Iasningsforslag og
koordinere med andre aktgrer med henblik pa at skabe sammenhaeng i indsatsen pa tveers af
sektorer. Indsatserne kan eksempelvis have fokus pa at sikre forsgrgelsesgrundlaget, fx at sege
om orlov med tabt arbejdsfortjeneste.til enten’en eller begge foreeldre athaengig af situationen,
eller have fokus pa stette’i hjemmet, hjeelpemidler og information om forhold i forbindelse med
daedsfald. Endvidere kan den efterladte familie have behov for stette til sociale forhold efter et
langt sygdomsforlgb/d@dsfald, herunder fri efter dgdsfald, barnets/den unges og s@skendes tilba-
gevenden til hverdagen, herunder skole, fritidsaktiviteter mv. Disse opgaver varetages af fagper-
soner med relevante kompetencer, eksempelvis socialradgivere, socialformidlere o.l.

Indsatser i forhold til eksistentielle/andelige forhold

Formalet med eksistentiel/andelig omsorg omfatter opmeerksomhed pa barnets og de pargrendes
eksistentielle lidelse, det vil sige opmaerksomhed pa i hvilken grad sygdommen afstedkommer
overvejelser om retfaerdighed/uretfaerdighed, mening med liv og dgd, en hgjere magts eksistens
eller fraveer. Desuden er der fokus pa, hvordan familien lever med den afmagt en livstruende syg-
dom forarsager, om familien formar at bevare eller genskabe livsmod, hab og mening og om der
er religigse overvejelser. Den eksistentielle/andelige palliative indsats er afsggende og indebzerer
en lyttende tilgang med abenhed overfor den spiritualitet, religigsitet eller livstydning, som barnet
eller den pargrende matte give udtryk for.

Barns eksistentielle lidelser er ikke ngdvendigvis mindre end voksnes, afhaengig af barnets alder
og kognitive ressourcer. Bgrn kan ogsa sparge om mening med livet, retfaerdighed, hvorfor vi skal
dg, og hvad der sker, nar vi der. Den eksistentielle/andelige omsorg omfatter ogsa at stette forael-
dre eller andre naere voksne i at tale med barnet om de store spergsmal uden selv ngdvendigvis
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at have svar, og at stette foraeldrene i at finde alderssvarende fortzellinger, bager, film og ritualer,
som kan bidrage til udvikling af barnets fantasi og til dets oplevelse af mening i tilveerelsen.

Den eksistentielle/andelige omsorg omfatter ogsa at henvise til den lokale sognepraest, imam eller
andre religigse fagpersoner, hvis barnets familie bekender sig til en trosretning, og det skennes
relevant. En sognepraest eksempelvis har dog sjeeldent meget erfaring med de komplekse behov,
der kan veere i en familie med et barn med en livstruende sygdom. Deres behov vil oftest kunne
varetages bedre af en praest med palliativ indsats som arbejdsomrade.

5.2. Den palliative indsats pa begrneafdelingerne

Den palliative indsats pa begrneafdelingerne beskrives i forhold til bern og unge med falgende
sygdomme/sygdomsgrupper samt i forhold til det nyfadte barn:

1. Nyfedte bgrn med svaert invaliderende lidelser samt lidelser med d@den til falge

2. Kreeft, benigne haematologiske og immunologiske sygdomme sam lemarvstrans-
plantation

3. Neurologiske, genetiske og metaboliske sygdomme

4. Livstruende organsygdomme i hjerte, lunge, lever eller nyre; samt organtransplantation

Falgende beskrivelser af de sygdomsspecifikke indsatser.i forhold til disse fire sygdomskategorier
omfatter ogsa ansvarsfordelingen mellem fagpersonerne.

Flowcharts for de fire sygdomskategorier i kapitel 4 angiver mulige tidspunkter for ivaerkseettelse
af henholdsvis basal og specialiseret palliativ indsats.

Basal palliation til nyfodte born med svaert invaliderende lidelser og lidelser med daden til

folge

Den palliative indsats i forhold til det syge foster og det nyfadte barn med en livsbegraensende
eller livstruende sygdom skal starte pa diagnosetidspunktet fadslen eller i neonatalperioden
(21). Indsatsen varetages primzert i et samarbejde mellem rikere og neonatologer og er en

hgijtspecialiseret paediatrisk funktion.-Den diagnostiserende lsege (obstetrikeren) arrangerer en
feelles samtale med foraeldrene, en neonatolog og evt. en anden paediater med speciale indenfor
den konkrete lidelse, safremt.et foster diagnosticeres med en dadelig eller sveert invaliderende
lidelse. Hvis foreeldrene vaelger at gennemfgre svangerskabet, eller hvis de har faet afslag af etisk
komité pa evt. ansggning om svangerskabsafbrydelse, planlsegges fedslen af det syge barn. Det
hospitalsbaserede specialiserede team kan med fordel inddrages.

Hvis det forventes, at barnet ikke vil kunne leve med den pagaeldende lidelse, planleegges det, at
foreeldrene og det dgde eller deende foster indlaegges pa en specialafdeling med jordemadre,
bemandet 24 timer i dagnet. Laeger fra neonatalafdelingen hjeelper med lindrende medicin eller
sonde med vaesketilfgrsel, hvis der er behov for det. Hvis barnet ikke forventes at da umiddelbart
efter fgdslen, planlaegges det, at barnet og foraeldrene indleegges pa neonatalafdelingen, og det er
pa forhand aftalt, hvor intensiv behandlingen skal veere, alt efter foraeldrenes gnsker og den
medicinske prognose. Ofte vil denne plan blive revideret over tid, fx hvis barnet udvikler sig
anderledes end forventet, eller hvis foreeldrenes holdning og ensker aendrer sig.

Hvis det bliver et laengere forlgb vil det vaere muligt at inddrage det epalliative team (se afsnit
6.2.2), hvilket giver mulighed for, at familierne kan have tid med ba eget hjem, og at bamnet

kan afslutte livet i eget hjem, hvilket er altafgegrende for nogle familier.
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| de tilfeelde, hvor et barn uventet fades meget sygt eller pga. sin gestationsalder udvikler en
sygdom, der ikke er forenelig med liv eller giver sveert invaliderende eller kronisk sygdom,
iveerksaettes meget intensiv terapi fra barnets fadsel. Herefter kan der vaere en lang periode med
intensiv udredning for at give barnet en diagnose og prognose, hvilket af og til ikke kan gives med
sikkerhed.

er afggrende, at familie og behandlere har en feelles forstaelse og forventningsafstemning af,

d formalet med behandlingen er. Det vil sige, om der er tale om en helbredende, livsforleen-
gende og/eller palliativ (lindrende) behandling eller flere af delene samtidigt, og hvad der ud fra et
leegefagligt synspunkt forekommer rigtigt at tilbyde barnet. Afheengig af alder vil barnet/den unge
indga i denne forventningsafstemning. Ofte gives der palliativ behandling samtidig med den hel-
bredende, jf. afsnit 4.1, hvor det beskrives, at det er vaesentligt at indtaenke den specialiserede
palliative indsats sa tidligt som muligt i forlgbet. | forhold til denne sygdomsgruppe betyder det, at
der suppleres med specialiseret palliation i neonatalafdelingen. Det er ofte en'svaer overgang for
familierne at ga fra meget intensiv helbredende behandling til udelukkende palliativ.behandling,
hvilket indebaerer at skulle acceptere, at barnet ikke bliver raskt. Denne tilgang er ogsa relevant
for de gvrige tre sygdomsgrupper.

Basal palliation til born/unge med kraeft eller haematologiske sygdomm ;@
Basale palliative indsatser til barn/unge med kreeft eller heematologiske.sygdo p pa sygehuset
starter pa diagnosetidspunktet og fortseetter gennem hele behandlingsforlgbet.

Barnet/den unge og foraeldrene gives information om sygdom og behandlingsmuligheder af den
patientansvarlige laege og gvrige relevante fagpersoner, herunder bivirkninger, risici og forventede
senfglger, hvilket gentages flere gange i sygdomsforlgbet.

Plejepersonalet hjaelper familierne, som skal lzere at administrere flere forskellige medicinske
preeparater, som barnet far dagligt, som ofte gives intravengst ved hjeelp af centralvenekatetre. |
forbindelse med procedurer ved:behandling mv. er der ofte behov for smertestillende og beroli-
gende medicin. Barnet og familien kan desuden leere at mestre disse situationer, hvilket plejeper-
sonalet hjaelper med, ved hjeelp af forskellige mestringsstrategier. Afdelingen for bgrneanaestesi er
desuden en teet samarbejdspartner i forbindelse med fuld narkose ved procedurer og skanninger
mv. Afdelingens socialradgiver hjeelper familierne med at sgge tabt arbejdsfortjeneste i forbindelse
med plejen af det'syge barn.

Symptomer relateret til selve sygdommen og bivirkninger til behandlingen gennemgas lgbende
under indlaeggelse og ved ambulante kontakter af den patientansvarlige laege og gvrige relevante
fagpersoner. Der iveerkseettes relevante lindrende indsatser, hvor effekten af disse Igbende vurde-
res og justeres. Barn med nedsat fysisk funktionsevne bliver vurderet og behandlet af fysiotera-
peut og ergoterapeut samt henvist til relevante indsatser i kommunalt eller andet specialiseret

regi, herunder til vurdering med henblik pa at fa de rette hjeelpemidler.

Der er mulighed for at henvise bgrnene/de unge, foreeldre og sgskende til psykologm. Familierne
kan ogsa opfordres til at sgge stette og lindrende indsatser fra private organisationer fx, Barne-
cancerfonden og Foreningen Cancerramte Bgrn. Desuden er der tilbud, der giver mulighed for, at
barnet kan bevare kontakt til skolekammerater og hjemskolen (RESPECT).

0 Bekendtgarelse om tilskud til psykologbehandling i praksissektoren for szerligt udsatte persongrupper (BEK nr. 413 af 04/05/2016)
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Basal palliation til bern/unge med neurologiske/genetiske sygdomme

Den neuropeaediatriske basale palliative indsats igangseettes, nar barnet/den unge ha@arende
funktionsindskraenkning, som kan vaere medfgdt eller erhvervet og ofte er meget vari e over
tid, samt nar der er symptomer fra mange organsystemer.

Den neuropaediatriske kontaktlaege varetager medicinsk behandling og opfelgning til bgrn fra 0-18
ar og henviser til alle relevante specialister ved behov, fx barneortopaedkirurger, neurokirurger og
respirationscentre, centre for sjeeldne sygdomme, og koordinerer fglgende:

En beskrivelse af barnets/den unges motoriske funktionsniveau samt en afklaring af treeningsbe-
hov foretages typisk af fysioterapeut/ergoterapeut. Eventuel treening af barnet varetages af lokal
fagperson (kommunal, privat) eller der henvises til de tveerfaglige barnepalliative teams.

Bgrn/unge med muskelsvind henvises til indsatser i Rehabiliteringscenter for Muskelsvind (RcfM).
Efter henvisningen er der efterfglgende jeevnlige mader mellem neuropzediatriske kontaktleeger
og rehabiliteringscentret.

Ved behov indhentes der en psykologisk/kognitiv funktionsevnebeskrivelse fra Paedagogisk Psy-
kologisk Radgivning, en bagrne-/ungdomspsykiatrisk udredningog/eller en undersggelse fra psy-
kolog/den nationale Videns- og Specialradgivningsorganisation (VISQ); og relevant indsats igang-
saettes herefter. Der afholdes tveerfaglige mgder med barnets/den unges skole/daginstitution med
henblik pa en tveerfaglig indsats til barnet/den unge og sgskende ved behov, hvilket kontaktlaegen
koordinerer.

Der tages endvidere kontakt til socialradgiver pa barneafdelingen eller i kommunen, og har bar-
net/den unge og familien szerlige behov for statte, sendesen underretning til kommunen.

Neuropaediateren henviser til specialiseret palliativ indsats i det bgrnepallative team, hvor der ikke
gnskes genoplivning ved hjertesto r respirator behandling - sa tidligt som muligt med henblik
pa en integreret indsats, saerligt fol med progredierende sygdomme og komplekse problem-
stillinger. | teamet aftales en tveerfaglig indsats som supplement til den neuropaediatriske basale
indsats.

Basal palliation til bern/unge med livstruende organsygdomme @rte, lunge, lever eller
nyre
Bgrnelaegen og barnesygeplejersken i ambulatoriet og evt. sengeafsnit fungerer som kontaktper-
soner for gvrige laegefaglige specialer, kommune, skole mv.

P& diagnosetidspunktet orientereres familien om det forventede forlgb, herunder om risiko for
transplantation. Informationen rettes til bade foreeldre og barnet/den unge, og niveauet af informa-
tion afhaenger af hvor fremskreden sygdommen er. Der tegnes et billede af familiestrukturen, og
hvilke ressourcepersoner der er i barnets liv. De sociale aspekter indgar, hvor der snakkes med
barnet og foreeldrene om hverdagen for at vurdere, om der er behov for indsatser pa nogle omra-
der. Behandler og plejeteam for familien udpeges. Det vurderes, om der er behov for samtale med
skolen og kontakt til psykolog eller socialradgiver.

Frem til tidspunktet, hvor organet eventuelt ikke lzengere kan kompensere for sin manglende funk-
tion (dekompensation), tales der Isbene med barnet/den unge og familien om udvikling, beslutnin-
ger og eventuelle begraensninger samt om familiens situation og behov, som Igbene revideres.
Ved dekompensation tales der om, hvordan en eventuel transplantationsindstilling kan pavirke
familien. Barnet/den unge kan eventuelt henvises til samtale med socialradgiver eller psykolog om
livet far, under og efter en transplantation. Behandler og plejeteam sammensaettes pa ny, og der
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kan tages kontakt med en familie i lignende situation. Der tales om forventninger med familien,
herunder realitetsjustering og indgydelse af hab.

Sker dekompensationen pludseligt eller er en transplantation ikke mulig, og er konsekvensen
eventuelt. livsafslutning (typisk 1-2 d@gn), har faste lseger og behandlerteamet teet kontakt med
familien samt koordinerer kontakten til andre specialer og mobiliserer andre pargrende.

| ventetiden frem til en transplantation har behandler og plejeteam (primaert ambulatoriesygeple-
jerske, men eventuelt ogsa socialradgiver og psykolog) teet kontakt med familien, herunder jeevn-
lig vurdering af familiens behov samt koordinering af sygehusbes@g mv. Der gives statte til opret-
holdelse af en sa almindelig hverdag som muligt. P4 Rigshospitalet, hvor alle organtransplantatio-
ner foregar (med undtagelse af nyretransplantation), er omsorg til familierne en samlet indsats
mellem det palliative team for barn og unge og det behandlingsansvarlige team. | de forlgb, hvor
det skgnnes relevant, ber det palliative team for bgrn og unge inddrages umiddelbart efter trans-
plantationsindstillingen.

5.3. Specialiseret indsats

Familien kan henvises til specialiseret indsats ved det hospitalsbaserede palliative team, Lukas-
huset eller FamilieFokus, nar enten prognosen elle iliens/barnets situation er sddan, at den
basale indsats ikke er tilstraekkelig. Dett typis@r prognosen enten fra start eller i Igbet af
behandlingen er blevet mere alvorlig, ved andlingsresistent sygdom eller hos familier som er
sveert belastede af andre forhold. Hos et barn med meget.alvorlig prognose skal det labende vur-
deres, hvad der kan opnas ved sygdomsrettet.palliativ behandling i forhold til den belastning be-
handling ogsa kan give, den tid den tager fra barnet og familien, og hvordan der kan kompenseres
for denne belastning. Forlabet foregarofte i taet samarbejde mellem stamafdelingen og det hospi-
talsbaserede team. Desuden har den specialiserede palliative indsats fokus pa at skabe lindring
og livskvalitet for bade barnet og hele familien.

De hospitalsbaserede specialiserede palliative teams kan via den udgaende funktion understgtte
sammenhaeng i patientforlgb, fx'ved transition fra neonatalafdelingen til anden bgrneafdeling eller
familiens hjem, varetage terminalforleb i hjiemmet, fx hjemmeekstubation, bidrage til beslutning
om behandlingsniveau og etiske dilemmaer, lindre fysiske symptomer og bidrage til den psykoso-
ciale indsats for hele familien;.inklusiv sgskende og efterladte (22).

For nogle livstruede syge barn og unge kan det vaere relevant med et ophold pa et bernehospice,
der er indrettet efter berns og unges saerlige behov og med kompetencer inden for det palliative
felt og det'paediatriske felt. Her kan bgrnene/de unge veere indlagt sammen med foraeldre og s@-
skende, som ogsa kan have behov for lindring og stette i Igbet af et sygdomsforlgb eller i den
terminale fase.

5.4. Alderssvarende udvikling

Den palliative indsats til barn med en livsbegraensende eller livstruende sygdom skal tilpasses
barnets kontinuerlige udvikling. Indsatsen ber blandt andet have fokus pa aldersvarende kommu-
nikation, stgtte psykosocial udvikling med foraeldre, sgskende og venner og sikre undervisningstil-
bud (23). Endvidere skal der rettes opmaerksomhed mod, at lsegemidlers farmakokinetik sendres
gennem hele vaekstperioden (24).
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Den palliative indsats til unge med livsbegraensende eller livstruende sygdomme ma tage hgjde
for, at de unge har seerlige udviklingsmaessige udfordringer bade biologisk, psykologisk og socialt
(25). Mange kronisk syge unge gar senere i puberteten og oplever isolation fra deres jeevnaldren-
de. Den unges udvikling mod selvsteendighed og lgsrivelse fra foraeldrene er vanskelig pa grund
af det vedvarende behov for pleje og omsorg fra familien, hvilket kan give anledning til mange
folelsesmaessige reaktioner og tanker, fx om den unge skal blive boende hjemme, starte uddan-
nelse, stifte familie. Usikkerheden i den unges diagnose vil endvidere forsteerke disse reaktioner
og tanker. Den palliative indsats til unge skal pa samme vis som hos bern sikre alderssvarende
kommunikation, stette psykosocial udvikling samt sikre undervisningstilbud. Endvidere bgr indsat-
sen understgtte den unges selvstaendighed og behov for Igsrivelse samt foraeldrenes rolle i dette.
Endelig vil unge med livsbegreensende sygdom tilsvarende andre unge eventuelt eksperimentere
med risikobetonet adfeerd med for eksempel tobak, alkohol og stoffer (26).

5.5. Overgangen fra ung til voksen

Overgangen fra den palliative indsats i peediatrien til palliation i voksenregiisker omkring 18-ars
alderen. Den palliative indsats til unge voksne med livsbegraensende eller livstruende sygdom
skal fortsat tage hejde for den unges udviklingsmaessige udfordringer bade biologisk, psykologisk
og socialt, og at foraeldre stadig spiller en central rolle. Derudover skal.indsatsen sikre god transi-
tion. Dette kraever en veltilrettelagt forberedelsesfase og god koordination af overgangen, da et
skift fra én instans til en anden udger en administrativ. og sammenhaengsmaessig udfordring.
Overgangen bgr planlaegges i god tid og ud fra en individuel faglig vurdering med blandt andet
hensyntagen til, hvornar den enkelte unge er klar til det, herunder modenhed og udvikling.

Hvis overgangen ikke koordineres, kan det skabe usammenhzaengende forlgb for de unge og de-
res familier, ungdig ventetid, videnstab mellem de fagprofessionelle, risiko for uklar ansvarsforde-
ling mv. En vellykket overgang kreever derfor et teet samarbejde mellem de involverede afdelin-
ger/institutioner, og at skiftet af fx fagpersoner sker planlagt og ikke pludseligt.

Servicelovens paragraffer vedragrende. barn er vaesentligt forskellige fra paragrafferne vedrgrende
voksne, der som udgangspunkt'gaelder fra den dag, den unge fylder 18 ar. Det indebaerer blandt
andet, at den hjeelp,.som kommunen-har bevilget foreeldrene, kan ophgre, da hjeelpen nu er mal-
rettet den unge voksne. Indsatsen skal derfor have szerlig fokus pa evt. 2endrede gkonomiske
vilkar samt foreeldrenes aendrede rolle.

5.6. Samtaler om forlgbet og livet med sygdommen

For at give bedst mulig hjeelp til bern/unge og deres familier, er samtaler om livet med sygdom
ngdvendige.-Det er barnet/den unge og dets forzeldres rettighed at fa belyst alle behandlingsmu-
ligheder og det at opna feelles behandlingsmal er en Igbende proces. Behandlingsmalene kan
andre sig undervejs, ligesom der kan komme nye behandlingsmuligheder til radighed. Barnet/den
unge og dets foreeldres gnsker og behov kan derfor sendres i takt med sygdomsforlgbets udvik-
ling, hvorfor det er vigtigt, at samtaler afholdes lgsbende gennem sygdomsforlgbet.

Det er vigtigt at fa afklaret i feellesskab med barnet/den unge og familien, hvem der skal inddrages
og i hvilket omfang. Der skal desuden vaere opmaerksomhed pa, at unge og deres familier har
mulighed for at drgfte bekymringer adskilt fra hinanden, og at de kan have forskellige behov samt
gnsker om tiltag. Det er vaesentligt at respektere, at ikke alle bgrn/unge eller deres familier gnsker
at tale om sygdommens udvikling, prognose og ded. Dette kan vaere en udfordring for barnet/den
unge, familierne samt de sundhedsprofessionelle og @vrige fagprofessionelle.
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Der findes forskellige metoder til afholdelse af samtaler, som kan indga i planlaegningen af det
palliative forlgb. Det anbefales, at de labende samtaler planleegges, saledes at det vedrarer frem-
tidig pleje og behandling mellem barnet/den unge, familien og sundhedsprofessionelle, for heri-
gennem at skabe en feelles forstaelse parterne imellem. Malet med de Iabende samtaler er at
sikre en grundig afdaekning af personlige gnsker, som medvirker til at sikre, at der traeffes de be-
slutninger, som er bedst for barnet/den unge og familien — og efterfglgende at dokumentere dette.

5.7. Statte til efterladte

Palliative indsatser omfatter ogsa statte til de efterladte. Det er derfor hensigtsmaessigt, hvis de
sundhedsprofessionelle og gvrige fagprofessionelle, der Isbende har veeret i kontakt med barnet
og familien i sygdomsforlgbet, tager kontakt til de efterladte efter dgdsfaldet, med henblik pa iden-
tifikation af deres palliative behov. Det kan vaere en kontaktperson fra det behandlende team pa
sygehuset, det palliative team for bgrn og unge, personale pa bernehospice eller-aflastningstilbud
mv. Der vil ofte vaere mange praktiske ggremal og falelsesmaessige behov som felge af barnets
ded, herunder behov for socialfaglig bistand.@

Der findes flere tilbud til efterladte, herunder fx sorggrupper i regi af Folkekirken, samtalegrupper
mv. i regi af Kraeftens Bekeempelse og Bgrnecancerfonden samt specifikke.tilbud til barn og unge
i regi af organisationen Bgrn, Unge & Sorg under Det Nationale Sorgcenter. De sundhedsprofes-
sionelle og gvrige fagprofessionelle, der har kontakten til de efterladte, ber have viden om og
henvise til de tilbud, der findes lokalt samt til om mulighed for til skud til psykologhjaelp.11 Et over-
blik over de gratis tilbud om sorggrupper til bade bgrn, unge, voksne og eldre kan ses i regi af
Det Nationale Sorgcenter'? samt hos Landsforeningen Spaedbarnsded.

5.8. Forskning

Forskning og udvikling i palliativ indsats til bgrn er essentiel med henblik pa at kunne optimere
behandling og indsats. | udlandet ses et spirende forskningsmiljg indenfor omradet, og der er
ogsa startet flere forskningsprojekter i Danmark, primaert forankret pa Rigshospitalet og Aarhus
Universitetshospital.

Idet patientgrundlageti Danmark er meget lille er national koordinering og samarbejde vigtig. In-
den for forskning i palliation er der i 2006 oprettet et nationalt 'Forskningsnetvaerk i Palliation’ un-
der DMCG-PAL, som har knap 175 medlemmer. Et lignende netvaerk for forskning i palliation til
bern og unge og deres familier vil kunne medvirke til den nedvendige koordinering og samarbejde
mellem kommende danske projekter.

Til eventuel.udvikling af fx vurderingsredskaber i forhold til afdaekning af symptombyrde og @vrige
problemstillinger anbefales en international tilgang med samarbejde pa tvaers af lande for at fa en
tilstreekkelig stor population til validering af veerktgjer inden for de forskellige sygdomsgrupper og

alderskategorier.

1 Bekendtggarelse om tilskud til psykologbehandling i praksissektoren for szerligt udsatte persongrupper (BEK nr. 413 af 04/05/2016)
< www.sorgvejviseren.dk.

29


mols0028
Gul seddel
21


Hearingsudkast: Anbefalinger for palliative indsatser til barn, unge og deres familier

6. Organisering, ansvar og samarbej-
de

Anbefalinger

e Den palliative indsats organiseres, sa barnet/den unge kan tilbydes den rette indsats pa
rette tid og sted. Der tages hgjde for, at indsatsen sa vidt muligt kan forega i neermiljget.

e Kommuner og regioner, herunder almen praksis, aftaler i regi af sundhedsaftaler og
praksisplaner, hvordan det tveerfaglige samarbejde kan forega i praksis, og hvordan der
sikres koordinering mellem de forskellige tilbud, herunder snitflader og synergi.

e  Samarbejds- eller dialogaftaler kan indgas mellem enheder og sektorer, fx mellem et
hospitalsbaseret team og kommunen o.l. med henblik pa at styrke samarbejde, vidende-
ling og kommunikation pa tveers og for at tydeliggere ansvarsfordeling og styrke aktarer-
nes kompetencer og kendskab til hinanden.

e Samarbejdet mellem den patientansvarlige laege og andre behandlingsansvarlige laeger
aftales lokalt.

e Organisering af alle palliative indsatser til barn/unge baseres pa, at fagpersonerne har
den forngdne og hensigtsmaessige viden, rutine og erfaring i at arbejde med bgrn og
unge, samt at der er tilstraekkelig volumen og de ngdvendige faciliteter til stede for, at
indsatserne kan varetages med hgj faglig kvalitet og kontinuitet.

e Der afholdes ved behov koordinerende magde med deltagelse af familien, det specialise-
rede palliative team, den praktiserende laege, hjemmesygeplejen samt andre relevante
personer i barnets hjem, barnehospice eller lignende institutioner.

e | god tid inden barnets/den unges overgang til voksenlivet indleder relevante fagperso-
ner pa bgrneafdelingen og/eller det specialiserede palliative team et samarbejde om
overgangen fra palliative indsatser pa bgrne-/ungeomradet til voksenomradet.

6.1. Organisering af den palliative indsats

Det overordnede mal med organiseringen af den palliative indsats er at kunne tilbyde familier med
et livstruet sygt barn med palliative behov en palliativ indsats af hgj faglig kvalitet tilpasset den
enkelte familie, uafhaengigt af barnets diagnose, alder, hvor barnet/den unge er i sit sygdomsfor-
leb, samt hvor det fysisk befinder sig. Den palliative indsats er altid tveerfaglig og kraever samar-
bejde mellem forskellige faggrupper, specialer og sektorer. | den tvaerfaglige indsats pa tvaers af
sektorer og institutioner bgr der saledes vaere et taet samarbejde med bgrneleeger og andre fag-
personer med ekspertise vedrgrende barn og unge, fx sygeplejersker, fysioterapeuter m.fl.

Mange familier har i udgangspunktet et gnske om at veere sammen med deres livstruede barn i
eget hjem. Deres @nske kan blive pavirket af sygdomsudviklingen og kan séaledes sendre sig un-
dervejs i forlgbet. | organiseringen af omradet er det saledes veesentligt med en tilretteleeggelse,
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hvor familierne har mulighed for at veelge mellem en indsats i hjiemmet, indleeggelse pa bgrneaf-
deling eller ophold pa barnehospice eller andet opholdssted. Derfor er det veesentligt, at der er
organiseret flere tilbud, der yder basal og specialiseret palliation, enten i hjemmet, ved de udga-
ende teams, pa aflastningsophold, barnehospice, berneafdelinger pa sygehuse i samarbejde med
hjemmesygeplejen, almen praksis mv. samt at disse tilbud samarbejder i forhold til at tilbyde fami-
lierne den bedst teenkelige statte og lindring uanset opholds- og dgdssted.

For at understgtte en gradueret og individuelt tilrettelagt indsats, anbefales det, at organiseringen
af indsatsen overordnet:

e bygger pa, at der er den forngdne og hensigtsmaessige viden, rutine, erfaring og volumen
samt de ngdvendige faciliteter til stede for at den individuelle indsats kan varetages med
hgj faglig kvalitet. Dette gaelder bade for basale og specialiserede indsatser:

e sker saledes, at alle barn og deres familier tilbydes den rette indsats under hensyntagen til
hensigtsmaessig ressourceudnyttelse.

e bygger pa fleksibilitet i forhold til hvor indsatsen kan gives, saledes atbarnetved behov
kan indleegges pa stamafdelingen eller udskrives, afhaengigt af hvor.barnets og familiens
behov bedst varetages pa det pageeldende tidspunkt og samtidig tager hensyn til familiens
gnsker.

Det er et ledelsesansvar at sikre kvaliteten af den barnepalliative indsats, herunder tilstedevaerel-
se af de n@dvendige ressourcer og kompetencer i regioner, kommuner, institutioner og gvrige
tilbud. Basal palliativ indsats ydes pa bgrneafdelinger og'i. eget hjem eller opholdssted. En forud-
saetning for en basal palliativ indsats af hgj kvalitet er, at det specialiserede palliative omrade un-
derstgtter det basale niveau.

Tidlig palliativ indsats anbefales til bade bgrn og.deres familier. | forhold til samspillet mellem ba-
salt og specialiseret palliativt niveau, er det derfor af afggrende betydning, at der arbejdes hen
imod en integreret model, hvor de hospitalsbaserede regionale teams eller andre specialiserede
tilbud inddrages lgbende ved behov.og ofte tidligt i forlabet — sidelabende med de basale indsat-
ser pa bgrneafdelingerne. Det er dog afgerende, at samspillet mellem basalt niveau og specialise
ret niveau tilretteleegges, sa ressourcerne udnyttes hensigtsmaessigt. Opgaver, der Igses tilfreds-
stillende af barneafdelingerne pa basalt palliativt niveau, bar ikke flyttes til specialistniveau, men
kan eventuelt udvikles gennem teettere og mere systematisk kontakt med bgrnepalliative teams, fx
ved regelmaessige konferencer/mader og undervisning.
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6.1.1. Forlgb for sygdomsspecifikke basale indsatser

Nedenstaende flowcharts viser typiske forleb for de fire sygdomskategorier beskrevet i kapitel 2
og 3. De viser endvidere, pa hvilke tidspunkter det kan vaere relevant at tilbyde en basal eller spe-
cialiseret indsats:

Mork stierne: Basal palliativ indsats eller samtale, som udfgres af personale, som ikke har palliation som hovedopgave. |
denne sammenhaeng menes der systematisk samtale med fokus pa livskvalitet 1-2 maneder efter diagnose eller debut af
sygdomftilstand.

Lys stierne: Specialiseret palliation, som udferes af tvaerfagligt personale, der har palliation som hovedopgave.

Dad: Livsafslutningen, herunder tiden umiddelbart for deden

Kraftsygdomme Organsygdomme

¥

Neurologi/Genetik

Sygdomme i neonatalperioden
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6.2. Opgave- og ansvarsfordeling

6.2.1. Basal palliativ indsats pa sygehus
Pa bgrneafdelinger foregar den basale palliative indsats sidelgbende med diagnostik og
specialiseret behandling og evt. specialiseret palliation.

Nar sygdomsbehandlingen eller dele af behandlingen aftrappes og ophearer, kan barnets
tilstand aendre sig og livsafslutning blive uundgaelig. Er barnet i eget hjem/opholdssted
kan der blive behov for indlaeggelse pa grund af symptombyrden. Det er vaesentligt for
det enkelte barn og familien, at det er tilknyttet en stamafdeling med mulighed for aben
indleeggelse og personale, der kender barnet og familien, med henblik pa at opna tryg-
hed og sterre kontinuitet i behandlingen. Familien har mulighed for at henvende sig hele
degnet enten til ambulatoriet (dagtiden) eller sengeafsnittet (aften/nat). | behandlingspla-
nen i journalen er der til vagtpersonalet indskrevet forholdsregler vedrgrende barnets

medicinske behov@

Det er desuden vaesentligt at stamafdelingen er forudseende med hensyn til sygdomsfor-
labet, sa det draftes med familien, i hvilke situationer det kan blive aktuelt med en ind-
laeggelse samt behandlingsmal med henblik pa at minimere ungdvendige undersggelser.

6.2.2. Den specialiserede indsats
Den specialiserede indsats kan forega under indleeggelse (fx pa bgrneafdelinger, barne-
hospice eller andet opholdssted), ambulant eller i barnets eget hjem.

Palliative indsatser kan vaere delt og koordineret mellem de forskellige specialiserede
akterer i den enkelte region, herunder bgrnepalliative teams, bgrneafdelinger og bgrne-
hospice. De sundhedsprofessionelle og gvrige fagprofessionelle, der varetager den spe-
cialiserede palliative indsats til barn, unge og deres familier, har udover at varetage det
klinisk relaterede arbejde ogsa til opgave at:

o yde radgivning til sundhedsprofessionelle og @vrig fagprofessionelle, der vareta-
ger basale palliative indsatser vedrgrende konkrete patienter (fx i form af telefo-
nisk radgivning hele dggnet eller feelles hjemmebesgag).

e samarbejde med almen praksis, nar barnene er tilknyttet bernepalliative teams
eller tilbud om stgtte til familier, nar dette er hensigtsmaessigt.

e undervise| ihedsprofessionelle og @vrige fagprofessionelle, der arbejder med
basale inr.

e indga i forskning og udvikling i varetagelsen af de specialiserede indsatser.

=l
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De hospitalsbaserede regionale teams@
Der er etableret tveerfaglige specialisered iative teams i hver af de fem regioner, som
er forankret pa bgrneafdelinger og nogle steder ogsa i en palliativ enhed.

De palliative teams tilbyder specialiseret palliativ indsats til barn og unge med komplekse
symptomer i alderen 0—18 ar og deres familier. Bernene er enten indlagt pa et sygehus i
regionen eller opholder sig i eget hjem/opholdssted. Hvert team har en udgaende funkti-
on til familiernes hjem/opholdssted med henblik pa at yde behandling til barnet/den unge
og stette til familierne. Teamet understgtter saledes muligheden for, at barnet/den unge
kan veere mest muligt i eget hjem og dg hjemme, hvis familien gnsker det@

Teamet bestar af specialuddannet tvaerfagligt personale fra sygehuset med kompetencer
inden for det barnepalliative felt. Er barnet i eget hjem foregar pleje og behandling i taet
samarbejde med hjemmesygeplejerske, egen laege, skole og andre relevante samar-
bejdspartnere. Det barnepalliative team er saledes bindeled mellem stamafdelingen pa
sygehuset og de gvrige aktgrer omkring barnet. De bgrnepalliative teams tilbyder endvi-
dere samtaler til de efterladte familier efter barnets ded samt radgivning om palliative
problemstillinger og supervision til fagpersonale i samarbejde med de behandlingsan-
svarlige laeger.

Et begrnepalliativt team modtager henvisning fra barnets stamafdeling. Der er udarbejdet
retningslinjer for visitering til de bgrnepalliative teams i alle fem regioner for at sikre kor-

rekt og rettidig henvisning. Barnet/den unge kan henvises af kontaktlaegen pa stamafde-
lingen pa sygehuset eller af egen leege.

Det anbefales, at barnets/den unges sygehistorie og indikation for henvisning dreftes
med leege eller sygeplejerske i barnepalliativt team, inden der laves en henvisning. Hen-
visningen bgr vurderes i labet af 1-2 dage efter modtagelsen. Det bgrnepalliative team
kontakter familien indenfor fa dage, saledes at en indledende vurdering kan finde sted.
Denne vurdering kan finde sted ved tilsyn pa barnets/den unges stamafdeling eller i fami-
liens hjem og skal ske med deltagelse af bade lzege og sygeplejerske.13

Bornehospice

Lukashusrzcrne- og ungehospice er en specialiseret palliativ institution, der yder
specialisealliative indsatser til barn og unge med livsbegreensende eller livstruende
sygdomme og deres familier. Bgrnehospice er seerligt relevant for bgrn og unge med
eksempelvis neurologiske, metaboliske medfadte sygdomme. De indlagte bgrn/unge,
med ofte langvarige sygdomsforlgb, og deres familier tilbydes et lindrende ophold, aflast-
ning eller livsafslutning. Endvidere yder bgrnehospice tilbud til efterladte foreeldre og
sgskende (28).

" Der henvises til de regionale hjemmesider for yderligere information om de fem regionale teams, herunder kontaktinformation
mv.
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Pa bgrnehospice tilbydes en tvaerfaglig, specialiseret indsats, hvor pleje, omsorg og lin-
dring varetages i et team af sygeplejersker, barneleeger, fysioterapeuter, paedagoger,
psykologer, preester og socialradgivere. Teamet har fokus pa symptomlindring af fysisk,
psykisk, social og andelig-eksistentiel karakter. De understgtter og igangsaetter medi-
cinsk og ikke-medicinsk behandling af fx smerter, andengd, mavetarmproblemer, opkast,
kramper og kvalme. Der er sundhedsfagligt personale degnet rundt og seerlige indsatser
ved livsafslutning og efter daden.

Specialiseret tilbud om habilitering og psykosocial palliation

Specialiseret tilbud om habilitering og psykosocial palliation ved FamilieFOK tveer-
faglig, individuelt tilrettelagt og tager udgangspunkt i hele familiens behov. D rfagli-
ge personale, som bestar af sygeplejersker, terapeuter og psykologer, dieetister, social-
radgivere og en praest, tilbyder barn/unge og deres familier en psykosocial indsats med
det formal at forbedre barnets og familiens livskvalitet ved at tilbyde statte, radgivning og
lindring. Indsatsen, som kan omfatte familieophold, familiekurser og hjiemmeforlgb, er
malrettet barnets og familiens komplekse problemstillinger, som afdaekkes ved en indle-
dende samtale.

Indsatsen kan tilbydes under hele barnets sygdomsforlgb - ogsa tidligt som en forebyg-
gende indsats i forhold til psykiske felgevirkninger hos barnet og i familien. Indsatsen er
et supplement til barnets sygehusbehandling og kan anvendes i forbindelse med over-
gange, ved sygdomsprogression ledsaget af komplekse palliative problemstillinger eller
ved krise- og belastningsreaktioner i familien.

6.2.3. Basal palliativ indsats i kommuner

Den basale palliative indsats i kommunen ydes af forskellige sundhedsprofessionelle og
gvrige fagprofessionelle, fx sygeplejersker (hjemmesygeplejersker, palliationssygeplejer-
sker, sundhedsplejersker), social- og sundhedsassistenter, social- og sundhedshjeelpere,
ergoterapeuter, fysioterapeuter og socialradgivere og pa forskellige velfeerdsomrader. De
kommunale sundhedsprofessionelle vil kun i beskedent omfang have erfaring med bern
og unge med livstruende og livsbegraensende sygdomme.

Det er derfor vaesentligt, at hiemmesygeplejerskerne har taet samarbejde med det hospi-
talsbaserede, specialiserede palliative team, som alle har en radgivende funktion dggnet
rundt til bade faggrupper og familierne. Ved hjemmebesgg sammen med teamet kan
hjemmesygeplejersken fa en relation til barnet/den unge og familien tidligt i de ofte lang-
strakte forlab med henblik pa at kunne stgtte dem gennem hele forlgbet, og i tiden hvor
livet afsluttes.

Gennem hele sygdomsforlgbet kan kommunerne yde stgtte til barnet/den unge og deres
familier i forhold til blandt andet orlov, hjeelpemidler, transport, personlig og praktisk hjeelp
mv. Desuden yder kommuner forebyggende og rehabiliterende indsatser med henblik pa
vedligeholdelse af funktionsevne, fx individuelle samtaler, familiesamtaler, gruppeforlab,
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opfelgning efter et afsluttet palliativt forlgb. Der henvises til bilag 3 vedrerende lovgrund-
lag.

Da malgruppens volumen er lille i den enkelte kommune anbefales det, at kommunen
etablerer enkelte specialiserede sagsbehandlere, som varetager sagsbehandlingen for
familier med bgrn og unge med palliative behov. Tvaerkommunale samarbejder kan
overvejes, eller palliative indsatser til barn, unge og deres familier kan indtaenkes i struk-
turen for palliative indsatser til voksne." @

6.2.4. Basal palliativ indsats i praksissektor
Almen praksis er en vaesentlig samarbejdspartner og ber inddrages i den tveerfaglige
indsats til familien.

Almen praksis har kontakt med hele familien og felger det syge barn med forebyggende
barneundersggelser og tilser det ved behov i taet samarbejde med den specialiserede
indsats. AlImen praksis tilser ligeledes de gvrige familiemedlemmers helbredsproblemer,
herunder familiens fysiske og psykiske tilstand falges under barnets/den unges sygdoms-
forlab og efter dgdsfald. AlImen praksis vurderer Igbende familiemedlemmers behov for
yderligere indsats og evt. henvisning til sygehus.

Endvidere kan praktiserende psykologer og fysioterapeuter ved behov inddrages i ind-
satsen (se bilag 3 om lovgrundlag).

6.3. Samarbejde og kommunikation pa tveers

Mange aktarer er inddraget i de bgrnepalliative indsatser, hvilket stiller store krav til et
velfungerende samarbejde pa tveers af sygehuse, afdelinger og sektorer, samt klar an-
svarsfordeling af indsatserne. Tvaerfaglighed organiseres generelt forskelligt — enten
multidisciplinaert, interdisciplinaert eller transdisciplineert.

Det transdisciplinaere samarbejde er baseret pa et meget integreret samarbejde mellem
teamets forskellige fagpersoner. Hver fagperson i teamet mestrer flere faglige tilgange til
den enkelte patient og understatter de @vrige faggruppers arbejde efter at have modtaget
supervision. Ved hgj grad af tvaerfaglighed kan der opnas et niveau i samarbejdet, hvor
fagpersoner overlapper hinanden i opgavelgsningerne (29). De specialiserede enheder
kendetegnes ved et inter- og transdisciplinaert samarbejde Det anbefales, at tvaerfaglig-
heden ved palliativ indsats til barn, unge og deres familier sa vidt muligt baseres pa et
transdisciplingert samarbejde.

" Der er endvidere igangsat kommunale modelprojekter vedrarende palliation, fx under satspuljen 'En veerdig ded’, som skal
medbvirke til at styrke den basale palliative indsats.
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Hvis overgange mellem sektorer eller afdelinger ikke koordineres og gennemfares fagligt
forsvarligt, kan en god lindrende indsats stoppe (30). For at understgtte malsaetninger om
at gge livskvaliteten og fremme sikkerhed samt effektivitet i levering af behandling og
pleje, kan der udvikles vejledninger/protokoller, der sikrer informationsdeling bade inden-
for et team og til andre aktarer. De bgrnepalliative teams har eksempelvis udviklet sa-
danne vejledninger/protokoller.

Samarbejdet mellem aktererne kan styrkes ved at indga samarbejds- eller dialogaftaler
med henblik pa at tydeliggere ansvarsfordelingen og styrke akterernes kompetencer og
kendskab til hinandens roller. Kommunikationen og deling af viden bgr sikres, herunder
at foreeldrene sparges om, hvorvidt information vedrgrende barnet m& sendes til relevan-
te fagpersoner, fx sundhedsplejersker, som har kontakt til stort set alle bgrn og deres
foraeldre.

Det er endvidere vigtigt at styrke samarbejdet om den feelles palliative indsats mellem
leegefaglige afdelinger: paediatriske, intensive, respirationscentre, transplantation, orto-
paedkirurgiske og neurokirurgiske. Derfor anbefales multidisciplineere team konferencer
(MDT-konferencer) mellem de enkelte specialer og repreesentanter fra den specialisere-
de palliative indsats for at drefte konkrete patientforlab. Formalet er at sikre bedst mulig
palliativ indsats til alle barn/unge med livsbegraensende eller livstruende sygdom uanset
diagnose.

| forlabet kan barnet have tilknyttet flere fagpersoner fra samme fagomrade, men fra
forskellige sektorer alt efter hvor barnet befinder sig i sygdomsforlgbet. Der kan vaere
behov for indsatser fra forskellige lseger pa skift (fx kontaktlaegen pa bgrneafdelingen,
praktiserende laege eller palliativ laege). Afheengigt af problemstillingerne i det enkelte
forlab er det forskelligt, hvem der er den primaere lzege, hvilket kan skifte i forlgbet. Det
samme gaelder for andre involverede faggrupper.

For barn, som bliver udskrevet fra sygehus og opholder sig i eget hjem, pa barnehospice
eller lignende institution, bgr den palliative indsats forega i teet samarbejde mellem stam-
afdelingen (herunder den patientansvarlige lsege), kommunen og almen praksis. De van-
lige tveersektorielle aftaler bgr overholdes og falges, fx kommunikationsaftaler vedrgren-
de MedCom-standarder.

Ved behov for sociale ydelser sasom aflastning, merudgifter eller indsatser i forhold til
sgskende kan der afholdes netvaerksmader med deltagelse af kommunen, evt. sko-
le/bgrnehave og familiens eget netvaerk.

Der bar udpeges en navngivet kontaktperson til hver familie blandt de fagpersoner, der i
forvejen er involveret i barnets/den unges forlgb i den enhed, hvor barnet primeert er
tilknyttet lepersonen er en person, som giver barnet og dets familie relevant informa-
tion om et og som familien kan drgfte forlabet med, som identificerer og vurderer
familiemedlemmers behov for stgtte, som giver falelsesmaessig og praktisk statte og som
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hjeelper familien med kontakten til relevante instanser, fx kommunale forvaltninger, og
agerer som maegler, hvis det er ngdvendigt.

Der er etableret et samarbejdsnetvaerk pa tveers af regioner, forvaltninger og institutioner
med henblik pa at opna en feelles forstaelse for malgruppens behov mv., og hvor over-
ordnede kvalitetsudviklende tiltag pa omradet drgftes og koordineres. Der er desuden
behov for et separat tvaerregionalt netvaerk til koordinering mellem de fem teams og bar-
neafdelingerne.

6.4. Patientforeninger, civilsamfund og @vrige akterer

Patientforeninger og -organisationer, frivillige, tolke mv. spiller ofte ogsa en central rolle i
den bgrnepalliative indsats.

Familier med bgrn, som har en livsbegraensende eller livstruende sygdom, kan eksem-
pelvis have udbytte af kontakt med ligestillede. De forskellige patientforeninger kan have
en veesentlig rolle i denne sammenhaeng. Nogle patientforeninger er involveret i arbejde
med palliative problemstillinger, mens andre patientforeninger ikke har fokus herpa. Hvis
den relevante patientforening har tilbud til barn og/eller dets familie, b@r de sundhedspro-
fessionelle og gvrige fagprofessionelle, der varetager palliative indsatser, have kendskab
hertil, og barnet og familien ber informeres om tilbuddene, ligesom relevante pjecer og
lignende bgr vaere tilgeengelige.

Som led i den specialiserede palliative indsats anvendes ogsa frivillige. Stgrstedelen er
tilknyttet bernehospice. Mange kommuner og Rade Kors benytter ligeledes frivillige i form
af vagekoner og besggsvenner. De frivillige tilbyder medmenneskelig omsorg og interes-
se, praktisk hjaelp og tilstedeveerelse bade som hjaelpere i enheden som helhed og for
det enkelte barn og/eller familie. De frivillige fungerer som et supplerende tilbud — men
kan ikke vaere en erstatning for sundhedsprofessionelle og gvrige fagprofessionelle eller
pargrende. Et frivilligt team bar omfatte specielt treenede frivillige og mindst én professio-
nel koordinator (31). Det er en ledelsesopgave at sikre, at de frivilige er uddannede til
opgaven (herunder at de frivillige fx er klar over, at de har tavshedspligt i forbindelse med
arbejdet), og at de har mulighed for supervision/debriefing.

| tilfeelde, hvor der anvendes tolk, er det vaesentligt, at tolken er uddannet til opgaven.
Tolken vil i nogle tilfaelde endvidere kunne vejlede de sundhedsprofessionelle og avrige
fagprofessionelle om kulturelle forhold, som fx kan have betydning for kost, hygiejne og
daglige ritualer og om seerlige ritualer i forbindelse med sygdom, livsafslutning, begravel-
se og s@rgeperiode.
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7. Kompetencer

Anbefalinger

e Derindgas lokale aftaler om, at forudsaetningerne for at varetage indsatsen er til stede,
herunder aftaler om kompetenceudviklingstiltag med henblik pa at sikre hgj faglig kvalitet
i den palliative indsats til barn, unge og deres familier.

o DMCG-PAL/palliationsudvalget under Dansk Peediatrisk Selskab udarbejder kompeten-
ceprogrammer for palliative indsatser til barn, unge og deres familier.

7.1. Kompetencer til palliative indsatser for barn og unge

Den palliative indsats beror som tidligere beskrevet bl.a. pa helhedsperspektivet, herun-
der det tvaergdende og tveersektorielle samarbejde. Falgende faggrupper er involveret i
de fleste forlgb: lzeger, sygeplejersker, socialradgiver, psykologer, dieetister, fysioterapeu-
ter, ergoterapeuter, peedagoger, skoleleerere, sundhedsplejersker og sekreteerer.

For at sikre hgj faglig kvalitet i den palliative indsats til barn, unge og deres familier skal

de ngdvendige kompetencer veere til stede. Relevante uddannelser og kompetencer er

saledes vigtige for, at de sundhedsprofessionelle og @vrige fagprofessionelle kan levere
en indsats af hgj kvalitet til malgruppen, og for at de kan give hinanden relevant supervi-
sion.

For at kunne varetage basale og/eller specialiserede palliative indsatser har de sund-
hedsprofessionelle og @vrige fagprofessionelle behov for specifikke kompetencer pa
specifikke niveauer.

Dansk Multidisciplineer Cancer Gruppe for Palliativ Indsats (DMCG-PAL) har udarbejdet
kom-petenceprogrammer for palliation generelt til henholdsvis ergoterapeuter, preester,
socialradgivere, fysioterapeuter, social- og sundhedsassistenter og sygeplejersker. Disse
kompetenceprogrammer, som blandt andet beskriver kompetenceniveauer uddybende,
tager udgangspunkt i en norsk model, som bygger pa tre kompetenceniveauer, et prae-
graduat basalt niveau (niveau A), et postgraduat basalt niveau (niveau B) og et postgra-
duat specialiseret niveau (niveau C) (32). Desuden har Dansk Selskab for Palliativ Medi-
cin udarbejdet kompetenceprogram for leeger, der arbejder indenfor specialiseret palliativ
indsats.
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Der er ikke udarbejdet saerskilte kompetenceprogrammer for palliation til bgrn, unge og
deres familier, men det anbefales, at sddanne kompetenceprogrammer udarbejdes af
DMCG-PAL/palliationsudvalget under Dansk Pzediatrisk Selskab.

Der henvises til Sundhedsstyrelsens 'Anbefalinger for den palliative indsats’ fra 2017 (16)
for uddannelsesniveauer pa det palliative omrade i forhold til det preegraduate basale
niveau (niveau A), det postgraduate basale niveau (niveau B) og det postgraduat specia-
liserede niveau (niveau C).

EAPC har beskrevet kompetencer vedrgrende palliation til barn, unge og deres familier
pa tre uddannelsesniveauer (10), som indholdsmaessigt spiller sammen med ovennaevn-
te danske uddannelsesniveauer for palliation generelt:

1. Basal uddannelse med fokus pa principper for generel palliativ behandling og
mindre pa specifik palliation til barn, unge og deres familier.

2. Generel uddannelse vedrgrende palliation til barn, unge og deres familier, som
er malrettet dels fagpersoner med paediatrisk baggrund, som har behov for ud-
dannelse i palliation og dels til fagpersoner med erfaring med palliation til voks-
ne, som har behov for uddannelse i palliation til barn, unge og deres familier.
Kernekompetencerne beskrives som:

1. Demonstrere og anvende de centrale aspekter af palliativ pleje, der hvor bgr-
nene og familierne befinder sig

2. Demonstrere bred viden om spaedbearns, barns og unges udvikling samt fami-
liefunktion, og hvordan disse pavirkes af en livstruende sygdom

3. Forbedre fysisk komfort gennem barnets sygdomsforlgb herunder terminal
pleje

4. Identificere og reagere pa barnets psykosociale, uddannelsesmaessige og
andelige behov i den palliative pleje

5. Vurdere og reagere pa behovene hos familien

6. Reagere pa udfordringerne i klinisk og etisk beslutningstagning i barnets palli-
ative pleje

7. Facilitere kommunikation og beslutningstagning under kriser og under den
terminale behandling

8. Demonstrere evne til tvaerfagligt og tvaerprofessionelt samarbejde

9. Udvikle interpersonelle kommunikationsfeerdigheder, der passer til barn og

unge, herunder demonstrere evne til at kunne give darlige nyheder og kunne
undervise foraeldre i, hvordan de yder omsorg for et alvorligt sygt barn

10. Vurdere sorgproces, reagere pa de forskellige behov hos efterladte foreeldre,
sgskende og betydningsfulde andre pargrende og yde passende stotte

11. Qve refleksiv praksis, selvbevidsthed, og egenomsorg

12. Jge den generelle bevidsthed i samfundet om palliativ pleje af bern og unge.
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3. Uddannelse i specialiseret palliation til barn, unge og deres familier, hvor bred-
den af kompetencer udvides til ogsa at omfatte praksis for tveerfagligt samarbej-
de, lederskab, udvikling af indsatsen, forskning mv.

| dag er palliation, herunder til b@rn, unge og deres familier, endnu ikke teenkt ind i alle
prae- og postgraduate uddannelsesforlgb pa sundhedsomradet, og det anbefales derfor
at dette sker.

7.2. Forudsatninger for palliative indsatser til barn og unge

Mange palliative indsatser ydes generelt som basale indsatser af sundhedsprofessionelle
og evrige fagprofessionelle, som ikke har palliativ indsats som deres hovedopgave. Det
er et ledelsesansvar at sikre kvaliteten af den palliative indsats, herunder tilstedevaerelse
af de ngdvendige ressourcer og kompetencer. For at sikre hgj faglig kvalitet af indsatser-
ne, seerligt i forhold til den basale palliative indsats, anbefales det at falgende forudsaet-
ninger er til stede:

¢ Den palliative indsats varetages i et tveerfagligt, teambaseret samarbejde

¢ Alle sundhedsprofessionelle og gvrige fagprofessionelle, der arbejder med basa-
le palliative indsatser (bade pa sygehuse, i kommunen og i praksissektoren), har
kompetencer som minimum pa praegraduat basalt niveau (niveau A), og alle sy-
gehusafdelinger og kommuner har sundhedsprofessionelle i hver fagprofession
med kompetencer pa postgraduat, basalt niveau (niveau B)

o Aktgrer, der varetager basale indsatser, har adgang til radgivning degnet rundt
fra aktgrer, der varetager de specialiserede indsatser. Indsatsen varetages i et
samarbejde med patientens egen lsege. Med Finansloven 2018 etableres der
dagntelefoner i alle fem regionale teams med permanent finansiering.

e Enheder, der varetager specialiserede palliative indsatser (palliativt team, barne-
afdeling og bgrnehospice o.l.), omfatter som udgangspunkt mindst fire faggrup-
per, herunder mindst én leege, som er fagomradespecialist, og én sygeplejerske
med kompetencer pa postgraduat, specialiseret niveau (niveau C) — som begge
skal veere fuldtidsbeskaeftigede med den palliative indsats. De avrige faggrupper
kan veere deltidsbeskeeftigede med indsatsen.

e Sundhedsprofessionelle, der arbejder med basale og specialiserede palliative
indsatser til bgrn, unge og deres familier har den forngdne viden om og erfaring
med at arbejde med barn og unge. Laeger, der yder palliativ indsats til barn og
unge, har den forngdne laegefaglige viden om paediatriske sygdomme, underso-
gelser og medicinering. De sundhedsprofessionelle har desuden adgang til at
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inddrage andre relevante fagprofessionelle, fx praest/repraesentant fra andre tros-
samfund, socialradgiver, ergo- eller fysioterapeut, socialpeedagog, psykolog, diae-
tist/ kostvejleder mv.
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8. Monitorering og kvalitetsudvik-
ling

Anbefalinger

o Alle relevante aktgrer registrerer indsatser samt monitorerer og kvalitetsudvikler fortla-
bende.

o Data vedrarende specialiserede palliative indsatser pa tveers af de eksisterende tilbud
indberettes systematisk til Dansk Palliativ Database, som afrapporterer indikatorer.

Det overordnede formal med monitorering af palliative indsatser til barn og unge er sy-
stematisk at indsamle relevante data med henblik pa at etablere et grundlag for kvalitets-
udvikling af indsatsen. De indsamlede data kan ogsa anvendes til at planlaegge forlgbene
og til forskning pa omradet.

Den ideelle monitorering vil give viden om forekomsten af palliative behov i patientgrup-
pen og Vil kunne beskrive omfanget, karakteren og effekten af savel den basale som den
specialiserede palliative indsats, der udfgres i hele sundhedsvaesenet. Den vil kunne
vurdere kvaliteten af den palliative indsats — bade i forhold til den faglige, organisatoriske
og patientoplevede kvalitet.

Pa nuveerende tidspunkt foregar der imidlertid ingen systematisk opsamling af data for
palliative indsatser pa b@rne- og ungeomradet, ligesom det er forskelligt fra region til
region, om der opsamles data, og hvilke data der opsamles.

Enkelte data fra enkelte afdelinger/ institutioner/ teams opsamles lokalt og nogle har ogsa
i 2017"° systematisk indberettet data'® til Dansk Palliativ Database (DPD)"’, der er en
klinisk kvalitetsdatabase, der indeholder data for voksenomradet. Det geelder indikatorer
for adgang til specialiseret palliativ indsats, ventetid, kontakt med specialister og tvaerfag-
lig konference.'® Se naermere omtale af databasen pa hjemmesiden og i 'Anbefalinger for
palliative indsatser, Sundhedsstyrelsen 2017

‘f“" Roskilde sygehus, Odense Universitetshospital, Barneafdelingen, Aarhus Universitetshospital
' Pa alle indikatorer med undtagelse af EORTC skemaet, som ikke er anvendeligt til bgrn.
17

'® Dansk Palliativ Database, Arsrapport 2017 i hering


http://www.dmcgpal.dk/866/danskpalliativdatabasedpd
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Det anbefales derfor, at alle der arbejder med specialiserede palliative indsatser til barn
og unge indberetter data for disse indikatorer til Dansk Palliativ Database.

Derudover er det relevant at skabe et overblik over, hvilke data der i det hele taget er pa
omradet, og at undersgge mulighederne for systematisk at kunne foretage en ensartet
opsamling af data pa omradet samt at undersege mulighederne for dataindsamling pa
tveers af sektorer herunder data ogsa om basale palliative indsatser.
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Bilag 1: Kommissorium for ar-
bejdsgruppen

Kommissorium for Arbejdsgruppe vedr. anbefalinger for bgrnepallia-
tion

Baggrund

P4 finansloven 2018 er der afsat midler til udarbejdelse af anbefalinger for bernepalliation
i regi af Sundhedsstyrelsen.

Der findes i dag ikke separate danske anbefalinger eller retningslinjer for det barnepallia-
tive omrade.

Den palliative indsats til bgrn med livstruende eller livsbegraensende sygdomme adskiller
sig pa nogle punkter fra indsatsen til voksne, da b@rn og unge ofte har andre behov for
palliativ omsorg. Derudover er gruppen barn og unge med livstruende eller livsbegraen-
sende sygdomme vaesentlig mindre end gruppen af voksne, og ba@rnene/de unge har
mere uforudsigelige sygdomsforlgb. Der er derfor behov for saerskilte anbefalinger, der
beskriver rammerne for og indholdet i den bgrnepalliative indsats.

Palliation til bern og unge indgik i Sundhedsstyrelsens anbefalinger for den palliative
indsats fra 2011, som blev revideret i 2017. Da det er besluttet, at der nu udarbejdes
saerskilte anbefalinger for bgrnepalliation, er dette omrade ikke inkluderet i anbefalinger
fra 2017, som nu udelukkende er malrettet palliative indsatser til voksne.

Formal og rammer

WHOs definition af den palliative indsats til barn preeciserer blandt andet, at indsatsen
bade skal have fokus pa at lindre barnets/den unges fysiske, psykiske og sociale belast-
ninger samt involvere stgtte til hele barnets/den unges familie.

Barn med livstruende sygdomme eller livsbegraensende tilstande udger en bred og
forskelligartet gruppe. | perioden 2012-14 dede ca. 280 bgrn og unge under 19 ar af
medicinske arsager, herunder neurologiske sygdomme, hjertesygdomme, medfadte
misdannelser og kraeftsygdomme. Der er saledes tale om mange forskellige sygdom-
me, som kan vaere komplekse og kreeve enten langvarige eller kortvarige behandlings-
forlgb. Bernene og deres familier kan have varierende behov for palliative indsatser i
Iabet af hele sygdomsforlgbet. Ved den lgbende tilrettelaeggelse af indsatsen, som kan
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omfatte bade specialiserede og basale indsatser, tages der derfor udgangspunkt i fami-
liernes individuelle behov.

Den palliative indsats til malgruppen er tveerfaglig. Mange faggrupper tager hand om
barnet og familien, herunder sgskende, og indsatsen kan forega bade i hiemmet, i kom-
munalt regi, pa sygehus, pa hospice o.l. Et livstruet/livsbegraenset sygt barn og dets fami-
lie er derfor i kontakt med mange personer i sundhedsveaesenet, savel som pa det sociale
og uddannelsesomradet. For at kunne give bgrnene og deres familier sammenhaengen-
de indsatser med udgangspunkt i deres behov, kreever det en feelles og koordineret ind-
sats pa tveers af regioner, kommuner, institutioner og praktiserende laeger.

Der eksisterer i dag en reekke forskellige tilbud pa omradet, men der er regionale forskel-
le pa organiseringen og kvaliteten af dem. Alle familier med livstruede/livsbegreensede
syge barn bgr have lige muligheder for at fa den samme hgje kvalitet og sammenhaeng i
den palliative indsats, uanset hvor de bor. Det er derfor behov for at udvikle omradet,
herunder det tvaersektorielle og tvaerfaglige samarbejde samt kompetencerne hos de
forskellige aktarer.

Formalet med anbefalingerne er derfor at beskrive en feelles faglig ramme og indhold for
omradet med henblik pa at understette synergien og sammenhaengen mellem de eksi-
sterende tilbud samt den fremadrettede kvalitet og udvikling. Anbefalingerne for bgrne-
palliation vil have fokus pa den palliative indsats til familier med barn og unge med livs-
truende/livsbegraensende sygdom, hvad enten indsatsen foregar i hjemmet, pa sygehu-
set eller hospice o.l., herunder pa organiseringen og ansvarsfordelingen af indsatsen
samt pa samarbejde og koordinering pa tveers af sektorer og akterer.

Det faglige grundlag for anbefalingerne vil tage udgangspunkt i WHO’s definition af pallia-
tiv indsats for bgrn. Desuden tages der afszet i eksisterende viden, dels generelle dele af
Sundhedsstyrelsens anbefalinger for den palliative indsats (2017), veesentlige internatio-
nale anbefalinger og retningslinjer samt erfaringer fra de eksisterende tilbud i Danmark,
herunder fra Lukashuset — b@rnehospice, aflastningstilbuddet i Region Midtjylland 'Fami-
lieFokus’, de regionale udgdende bgrnepalliative teams samt tilbud forestaet af kommu-
ner og almen praksis m.fl.

Organisering af arbejdet

Sundhedsstyrelsen nedsaetter en fagligt bredt sammensat arbejdsgruppe bestaende af
folgende repraesentanter:

Sundhedsstyrelsen (formand og sekretariat)
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Sundheds- og Aldreministeriet (1)

Danske Regioner/regioner (1/2 fra de regionale barnepalliative teams, med geografisk
spredning)

KL/kommuner (1/2 herunder mindst 1 hjemmesygeplejerske)
Hospicelederforeningen i Danmark (1)

Dansk Selskab for Almen Medicin (1)

Dansk Selskab for Palliativ Medicin (1)

Dansk Peediatrisk Selskab (3)

Dansk Neuropzediatrisk Selskab (1)

Danske Patienter (1)

Dansk Sygepleje Selskab (3)

Dansk Selskab for Fysioterapi (1)

Dansk Socialradgiverforening (1)

Socialpsedagogerne (1)

Den Danske Praesteforening (1)

Fagligt Selskab for Sundhedsplejersker (1)

Dansk Psykolog Forening (2)

Det ber tilstraebes, at de udpegede repraesentanter har erfaring fra de eksisterende til-
bud, projekter o.l. Sundhedsstyrelsen afholdt i maj 2017 en workshop vedr. bgrnepalliati-
on, hvor forelgbige erfaringer pa omradet samt forslag til fremtidig udvikling blev drgftet.
Deltagerlisten er vedlagt til inspiration.

Sundhedsstyrelsen varetager formandskab og sekretariatsfunktion for arbejdet.

Sundhedsstyrelsen udarbejder dagsorden og beslutningsreferat, som fremsendes hhv.
cirka én uge for og efter mgderne.

Arbejdsgruppens opgaver

Arbejdsgruppen skal radgive Sundhedsstyrelsen i udarbejdelsen af anbefalingerne ved at
drofte og kommentere pa udkast til anbefalingerne, herunder anbefalinger til:

e Afgreensning af malgruppen

e Beskrivelse af basale og specialiserede palliative indsatser og stette til barne-
ne/de unge og deres familier

e Fastleeggelse af den overordnede organisering af den tveerfaglige indsats, her-
under opgave- og ansvarsfordeling mellem de involverede fagpersoner samt ar-
bejdsgange, samarbejde og koordination
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e Overvejelser vedr. implementering, monitorering og opfelgning pa anbefalinger-
ne.

Tidsplan

Der forventes afholdt i alt 3 mader i arbejdsgruppen i perioden fra april til august 2018.
Megdedatoerne fremgar af udpegningsbrevet.

Anbefalingerne sendes i hgring i ugerne 24, 25, 26. Sundhedsstyrelsen forventer at of-
fentliggere anbefalingerne i september 2018.
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Bilag 2: Arbejdsgruppens sam-
mensatning

Arbejdsgruppen

¢ Anne Hagen Nielsen, konsulent, KL

e Annemette Juul, chefkonsulent, Sundheds- og Zldreministeriet

e Astrid Sehested, overlaege, Dansk Pzediatrisk Selskab

e Ingeborg Lysdal, afdelingsleder ved Institut for kommunikation og handicap, So-
cialpaedagogerne

e Inger Elisabet Gillesberg, overleege, Region Sjeelland, Danske Regioner

e Jakob Buchreitz, fysioterapeut i Bern og Unge Team for Lindrende Behandling i
Region Midtjylland, Dansk Selskab for Fysioterapi

e Karen Gerhard Jensen, hiemmesygeplejerske fra akut-teamet i Silkeborg, Silke-
borg Kommune, KL

e Karen Markussen Linnet, overlaege, Dansk Neuropeaediatrisk Selskab

e Lena Hamm, overlaege, Region Syddanmark, Danske Regioner

e Linda Vad Petersen, overleege, Dansk Peediatrisk Selskab

e Line Thoft Carlsen, Ph.d. studerende, projektleder, Danske Patienter

e Lotte Munkholm Hgijfeldt, psykolog i projekt FamilieFOKUS, Dansk Psykolog
Forening

e Louise Winther, Socialradgiver, Dansk Socialradgiverforening

e Margit Bjergegaard, Bgrnepalliationssygeplejerske, Dansk Sygepleje Selskab

e Marianne Harby Jagrgensen, overlaege, Dansk Paediatrisk Selskab

e Marianne Olsen, faglig leder i Palliativt Team for B@rn og Unge (PABU), Region
Hovedstaden, Danske Regioner

e Mette Friborg Devantier, hospicepraest ved Sankt Lukas Stiftelsen, Praestefor-
eningen

e Mette Asbjern Neergaard, overlaege, Dansk Selskab for Palliativ Medicin, Pallia-
tivt Team i Aarhus

¢ Nanette Quistorff, afdelingssygeplejerske pa Lukashuset, Dansk Sygepleje Sel-
skab

e Sofie Jargensen, psykolog pa bgrneafdelingen pa Aalborg Universitetshospital
og del af det barnepalliative team i Region Nord, Dansk Psykolog Forening

e Susanne Molin Friis, barnesmertesygeplejerske, anaestesisygeplejerske, Dansk
Sygepleje Selskab
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e Susanne Rank Licke, formand Fagligt Selskab for Sundhedsplejersker, Fagligt
Selskab for Sundhedsplejersker

e Thomas Feveile, hospicechef, Hospicelederforeningen Danmark

e Thyge Traulsen, praktiserende laege, Dansk Selskab for Aimen Medicin

Sekretariat

¢ Cecilie luul (formand), specialkonsulent, Sundhedsstyrelsen, Planlaegning
e Jette Blands, lzege, Sundhedsstyrelsen, Planlaegning

e Anna Jedzini Ogstrup, fuldmeaegtig, Sundhedsstyrelsen, Planlaegning

e Tina Birch, sekretaer, Sundhedsstyrelsen, Planlaegning

e Janni Stauersbgll Kramer, sekretaer, Sundhedsstyrelsen, Planlaegning
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Bilag 3: Lovgivning

Palliativ indsats er kun i begraenset omfang lovgivningsmeessigt reguleret og omhandler
ikke specifikt palliativ indsats til bern, unge og deres familier. Hospicetilbud er som den
eneste palliative indsats beskrevet direkte i sundhedsloven19 (§ 75). Indsatsen aftales i
gvrigt inden for rammerne af sundhedsloven og serviceloven20, og inden for bestemmel-
ser om samarbejde mellem regioner og kommuner, herunder i regi af sundhedskoordina-
tionsudvalg og sundhedsaftaler.

Nedenfor beskrives lovgrundlaget for omrader med seerlig betydning for det palliative felt
for bgrn, unge og deres familier.

Ansvar for behandling i hjemmet

Ansvarsforholdene ved palliativ indsats til barn og unge er ikke anderledes end i andre
situationer, hvor familien til barnet/den unge administrerer ordineret medicin. Den ordine-
rende laege har behandlingsansvaret. Laegen er efter autorisationsloven21 forpligtet til
under udgvelsen af sin virksomhed at udvise omhu og samvittighedsfuldhed.

Den ordinerende lzege er ansvarlig for at indhente informeret samtykke til egenbehand-
ling. Et barn, der er fyldt 15 ar kan selv give informeret samtykke til egenbehandling.
Foraeldremyndighedens indehaver skal informeres herom, og skal inddrages i den min-
dreariges beslutning, men beslutningskompetencen ligger hos den 15-17-arige. Er barnet
under 15 ar, er det foreeldremyndighedens indehaver, der skal give samtykke. Informati-
onen fra den unge/foreeldrene skal vaere fyldestgerende som grundlag for den un-
ges/foraeldrenes stillingtagen til behandlingsforslaget, jf. sundhedslovens §§ 15 og 16.

Den ordinerende lzege har ansvaret for ordinationen af behandlingen, for vurdering af
indikation, kontraindikationer og risiko for bivirkninger og for at sikre, at ordinationen er
tilstreekkelig udferlig til, at den unge/foraeldrene selv kan varetage behandlingen. Den
unge/foraeldrene skal veere instrueret i tilrettelaeggelsen af behandlingen og i stand til at
styre behandlingen pa den af laegen anviste made. Laegen er ogsa ansvarlig for at sikre,
at der bliver indgaet aftaler om eventuelle kontroller, safremt det er ngdvendigt for at
undga komplikationer til den ordinerede medicin.

Den ordinerende lzege har séledes under alle omstaendigheder et selvsteendigt ansvar
for den ordinerede og ivaerksatte behandling. Selve behandlingsopgaven kan derimod
godt overlades til andre, herunder til den unge/familien selv pa baggrund af de oven-
naevnte vurderinger. Den unge/familien er ikke at anse for lazagens medhjaelp.

T‘ Lovbekendtggarelse nr. 191 af 28. februar 2018 Sundhedsloven
* Lovbekendtggrelse nr. 102 af 29. januar 2018 om social service
2 Lovbekendtggrelse nr. 990 af 18. august 2017 om autorisation af sundhedspersoner og om sundhedsfaglig vicksomhed
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Hvis laegen har informeret og instrueret den unge/familien fyldestgerende og har sikret
sig, at den unge/familien har forstaet informationen og instruktionen, sa har laegen ikke
ansvaret for, at den unge/familien handler imod den givne instruktion.

Safremt medicin administreres af hjemmesygeplejen, geelder de saedvanlige bestemmel-
ser vedrgrende benyttelse af medhjeelp, jf. bekendtgerelse nr. 1219 af 11. december
2009 om autoriserede sundhedspersoners benyttelse af medhjaelp (delegation af forbe-
holdt sundhedsfaglig virksomhed), samt den tilhgrende vejledning nr. 115 af 11. decem-
ber 2009. Den ordinerende laege har ogsa her ansvar for at sikre, at der foreligger de
ngdvendige instrukser til den, der skal varetage opgaven, og i forngdent omfang fgre
tilsyn med vedkommende.

| tilfeelde, hvor bade almen praksis og en sygehusafdeling er involveret, skal der i forlabet
af selvstyret behandling veere klarhed over, hvem der er den behandlingsansvarlige lae-
ge. Hvis en sygehusafdeling varetager forlabet, er det laegelige ansvar placeret der. Hvis
egenbehandling ivaerksaettes af den alment praktiserende laege eller viderefgres af den-
ne, har den alment praktiserende laege behandlingsansvaret.

De omhandlede elementer i den ordinerende laeges information og vurdering af den un-
ges/familiens egnethed til at foretage egenbehandling skal fremgéa af barnets/ den unges
patientjournal.

Hjemmesygepleje

Kommunalbestyrelsen er, jf. sundhedslovens § 138, ansvarlig for, at der ydes vederlags-
fri hiemmesygepleje efter lsegehenvisning til b@rn/unge, der opholder sig i kommunen.
Neermere regler herom er fastsat i bekendtggrelse nr. 1601 af 21. december 2007 om
hjemmesygepleje og i vejledning nr. 102 af 11. december 2006 om hjemmesygepleje.

Hjemmesygepleje ydes til barn/unge i alle aldre i tilfeelde af akut eller kronisk sygdom,
hvor sygeplejefaglig indsats er pakraevet. Malet er at skabe mulighed for, at barnet/den
unge kan blive i eget hjem ogsa i situationer, hvor deden er neert forestdende, nar det ud
fra en leegefaglig, sygeplejefaglig og social vurdering skennes forsvarligt.

Den kommunale sygepleje udferer saledes bl.a. sygepleje og palliation i forlgb af forskel-
lig varighed til barn og unge med livsbegreensende og livstruende sygdom. Den palliative
indsats har til formal at fremme livskvaliteten og retter sig mod at lindre de fysiske, psyki-
ske, sociale og andelige lidelser, der for den syge og for de naermeste kan vaere forbun-
det med livstruende sygdom og dad.

Den palliative indsats tilrettelaegges ud fra barnet/den unge og familiens behov.
Det er kommunen, der treeffer beslutning om, hvilke sygeplejefaglige ydelser det enkelte

barn/unge skal have, herunder hvorvidt denne ud fra en sygeplejefaglig vurdering, har
behov for sygeplejefaglige ydelser hele dagnet.
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Kommunalbestyrelsen er ansvarlig for, at hiemmesygeplejen besidder relevante kompe-
tencer i forhold til de ydelser, der leveres, herunder ogsa i forhold til palliative indsatser til
bgrn, unge og deres familier. Den kommunale indsats kan understgttes af radgivning fra
familiens praktiserende leege og/eller fra sygehusenes specialiserede udgaende palliative
teams, hvor dette er relevant.

Tilskud til lagemidler (terminaltilskud)

Hvis barnet/den unge har kort restlevetid, og familien gnsker, at livsafslutningen foregar i
hjemmet eller det store barn/den unge selv veelger at dg i eget hjem eller pa bgrnehospi-
ce, kan de fa deekket alle udgifter til medicin via Leegemiddelstyrelsens terminaltilskud.
Efter sundhedslovens § 148 bevilger Laegemiddelstyrelsen 100 pct. tilskud til lasgeordine-
rede leegemidler til personer, der er dgende, nar en laege har fastslaet, at prognosen er
kort levetid (fa uger til f& maneder), og at hospitalsbehandling med henblik pa helbredel-
se ma anses for udsigtslgs. Baggrunden herfor er, at familier, som vaelger at passe deres
terminalt syge barn i hjemmet, ikke skal stilles ringere og have udgifter, som familier og
barn, der opholder sig pa hospitalet, ikke har.

Det er den behandlingsansvarlige lsege, som skal sege Leegemiddelstyrelsen om termi-
naltilskud. | ansggningen om terminaltilskud skal laegen afgive en erkleering om, at bar-
net/den unge er berettiget til terminaltilskud, dvs. erkleere, at barnet/den unge er dgende,
at barnet/den unge kun kan forventes at leve i kort tid (fa uger til fa maneder), og at hos-
pitalsbehandlingen med henblik pa helbredelse ma anses for udsigtsles.

Laegemiddelstyrelsen svarer normalt pa ansggninger om terminaltilskud indenfor 1-2
dage. Foreeldremyndighedens indehaver modtager et brev med bevillingen i e-boks (hvis
foreeldremyndighedens indehaver er fritaget fra e-boks, sendes bevillingen med alminde-
lig post). Fra barnets 15. ar sendes e-post dog direkte til den unge og foreeldrene har ikke
automatisk adgang. Samtidig bliver bevillingen registreret i Leegemiddelstyrelsens Cen-
trale Tilskudsregister (CTR), sa apoteket kan se, at barnet/den unge har ret til at fa al
leegeordineret medicin gratis.

Tilskuddet er geeldende i et ar, men kan forlaenges ved ny ans@gning. Derudover sendes
leegeudtalelse til kommunen. Af ansggningen skal det fremga, hvilken hjeelp barnet/den
unge og familien har behov for, samt at barnet/den unge er terminalerklzeret.

Ydelser efter sociallovgivningen malrettet barn, unge og deres familier i palliative
forlgb

Nar et barn/en ung rammes af alvorlig sygdom eller handicap, og har behov for palliativ
stotte og pleje er der en raekke muligheder for at fa stgtte i henhold til den sociale lovgiv-
ning.

De mest centrale stottemuligheder:

Servicelovens § 42 kompensation for tabt arbejdsfortjeneste gives til foraeldre der har et
barn eller ung under 18 ar, med betydelig og varig nedsat fysisk eller psykisk funktions-
evne eller langvarig og indgribende lidelse.
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Barselslovens22 § 26 dagpengerefusion til pasning af et alvorligt sygt barn eller ung
under 18 ar.

Servicelovens § 118 orlov til pasning af naertstdende badebgrn og voksne med sygdom
eller handicap.

Servicelovens § 119 plejeorlov som giver neertstdende mulighed for at passe en pare-
rende, bade barn og voksne, der gnsker at dg i eget hjem.

Servicelovens § 41 daekning af nedvendige merudgifter. Merudgiften skal veere en kon-
sekvens af barnets/den unges nedsatte funktionsevne og ngdvendig i forbindelse med
forsgrgelsen af barnet/den unge i hjemmet.

Servicelovens § 112 der kan i forbindelse med sygdom og behandling blive behov for
anskaffelse af hjeelpemidler. Afheaengigt af om der er tale om et varigt eller midlertidigt
behov, skal hjeelpemidlet udleveres eller bevilges af hospitalet eller barnets/den unges
bopaelskommune.

Der kan ud fra en konkret vurdering blive behov for etablering af aflastnin r treeffes
afgarelse om aflastning jf. Servicelovens §§ 52 og 84, jf. §§ 44 og 41.

Efter serviceloven kan der bevilges en raekke ydelser i forbindelse med pasning af dgen-
de, herunder plejevederlag til pasning af dgende efter servicelovens § 119 og hjeelp til
sygeplejeartikler o. lign. efter servicelovens § 122.

Det er en betingelse for, at der kan ydes hjeelp efter § 119 og § 122, at hospitalsbehand-
ling efter en laegelig vurdering mé anses for udsigtslgs, og at prognosen er kort levetid.
Der er dog ikke fastsat nogen bestemt graense. Det er endvidere en betingelse, at den
dgende er plejekreevende, og at den syges tilstand ikke i gvrigt ngdvendigger indleeggel-
se eller forbliven pa sygehus, ophold pa bgrnehospice eller lignende.

Ifalge servicelovens § 119 er personer, som passer en nzertstdende, der gnsker at dg i
eget hjem, efter ansggning berettiget til plejevederlag som naevnt i § 120. Det er en be-
tingelse for at yde plejevederlag, at hospitalsbehandling efter en laegelig vurdering ma
anses for udsigtslgs, og at den syges tilstand ikke i @vrigt n@dvendigger indleeggelse eller
forbliven pa sygehus eller ophold pa barnehospice el. lign. Det er endvidere en betingel-
se, at den syge er indforstaet med etableringen af plejeforholdet. Servicelovens § 120 og
121 regulerer neermere hhv. beregning af plejevederlag og ophar af plejeforholdet.

Kommunalbestyrelsens almindelige tilbud om hjeelp til syge og personer med nedsat
fysisk eller psykisk funktionsevne skal ogsa gives til deende, der plejes i hjemmet af en
neertstdende. Kommunalbestyrelsen skal séledes oplyse om mulighederne for at fa f.eks.
personlig og praktisk hjeelp,madservice og hiemmesygepleje. Selv om en nzertstaende
patager sig plejeopgaven, vil der ofte vaere behov for, at kommunalbestyrelsen giver
ekstra hjeelp.

z Lovbekendtggarelse nr. 827 af 23. juni om ret til orlov og dagpenge ved barsel (barselsloven)
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Ifalge servicelovens § 122, stk. 1 og 2, kan kommunalbestyrelsen, safremt udgiften ikke
daekkes pa anden vis, yde hjeelp til sygeplejeartikler o. lign. nar:
1. neertstdende i forbindelse med et etableret plejeforhold, jf. § 119, passer en dg-
ende
2. kommunen varetager plejen helt eller delvis eller kommunalbestyrelsen yder til-
skud efter § 95 til hjeelp, som familien selv antager, eller
3. etbgrnehospice varetager plejen

Hjeelpen ydes uden hensyn til den pageeldendes eller familiens gkonomiske forhold.

Bestemmelsen definerer ikke naermere, hvilke konkrete ydelser, der kan ydes hjeelp til.
Formalet med bestemmelsen er at sikre, at deende personer, som @nsker at blive plejet i
hjemmet, ikke paferes udgifter til sygeplejeartikler og lignende, som de ikke ville have
haft under indlaeggelse pa sygehus.

Hjeelp til udgifter til sygeplejeartikler og lignende, som kan omfatte f.eks. sondeernzering
og ernegeringspraeparater, ydes efter et konkret skgn i hvert enkelt tilfaelde. | skannet ind-
gar en vurdering af, om den ansggte hjeelp ville vaere blevet givet under indlaeggelse pa
sygehus. Der kan ydes hjeelp til egenudgiften til f.eks. sondeernaering, ekstra vask af tgj
og sengelinned. Der kan ogsa ydes hjeelp til egenudgiften til fysioterapi og psykologisk
bistand, hvis denne hjeelp kan antages at ville vaere blevet givet til den dgende under
indlaeggelse pa sygehus.

Der kan kun ydes hjeelp efter servicelovens § 122 til udgifter, som ikke daekkes efter an-
den lovgivning. Det betyder, at der kun kan ydes hjeelp efter denne bestemmelse til den
pageeldendes egen andel af udgiften til sygeplejeartikler og lignende. Der kan kun ydes
tilskud efter § 122 til den del af udgiften, som ikke kan daekkes efter f.eks. sundhedsloven
eller fra Sygeforsikringen Danmark.

[Palliativ sedering (medikamentel palliation i terminalfasen)

En sundhedsperson er i medfgr af sundhedsloven § 25, stk. 3, berettiget til at give en
patient, som er uafvendeligt deende, de smertestillende eller beroligede midler, som er
ngdvendige for at holde patienten smertefri frem til dadstidspunktet. Dette geelder, uanset
at behandlingen kan have en sakaldt "dobbelteffekt”, idet den ud over smertelindring
ogsa fremskynder dgdstidspunktet. Sa lzenge der ikke gives smertelindrende behandling
i sterre doser end ngdvendigt for at lindre patientens symptomer, er dette lovligt. Sund-
hedsstyrelsen har fastsat vejledende retningslinjer for doseringen af smertestillende mid-
ler for at forhindre, at dette farer til aktiv dedshjeelp. Der er saledes efter naermere anfarte
retningslinjer mulighed for at lindre patientens lidelse medikamentelt, selvom dette med-
forer bevidstlashed, i en kortere eller lzengere periode og eventuel indtil dgden, sakaldt
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palliativ sedering (Sundhedsstyrelsens vejledning nr. 9619 af 20. december 2002 om
medikamentel palliation i terminalfasen (23). |

Livstestamente (24)

En borger har mulighed for i form af et livstestamente at udtrykke sine ensker med hen-
syn til behandling, hvis vedkommende matte komme i en tilstand, hvor selvbestemmel-
sesretten ikke lzengere kan udgves af patienten (sundhedslovens § 26, stk. 1-3). Borge-
ren kan saledes i et livstestamente optage bestemmelser om, at 1) der ikke gnskes livs-
forleengende behandling i en situation, hvor testator er uafvendeligt deende, og 2) der
ikke gnskes livsforleengende behandling i tilfaelde af, at sygdom, fremskreden alder-
domssveekkelse, ulykke, hjertestop el. lign. har medfert sa sveer invaliditet, at testator
varigt vil vaere ude af stand til at tage vare pa sig selv fysisk og mentalt. |

Ved livsforleengende behandling forstas behandling, hvor der ikke er udsigt til helbredel-
se, bedring eller lindring, men alene til en vis livsforleengelse. Et livstestamente far farst
virkning, nar leeger og pargrende ikke kan komme i kontakt med barnet/den unge og
aldrig vil kunne komme det igen.

Tilskud til ernaeringspraeparater

Ifalge sundhedslovens § 159 yder regionen tilskud til ernaeringspraeparater, som er ordi-
neret af en laege i forbindelse med sygdom eller alvorlig svaekkelse. De nsermere regler

om tilskud til ernaeringspraeparater fremgar af bekendtggrelse nr. 1491 af 14. december

2006 om tilskud til ernaeringspraeparater og tilhgrende vejledning nr. 115 af 8. december
2006. Af bekendtgerelsen fremgar, at forudsaetningen for tilskud er, at disse ordineres af
en leege pa en seerlig blanket, som populeert omtales en gren recept. Tilskuddet fra regi-
onerne udger 60 pct. af familiens udgifter til kb af ernaeringspraeparater.

For b@rn/unge, der er henvist af en leege til hiemmesygepleje, jf. ovenfor, fglger det af
bekendtggrelse om hjemmesygepleje, at hiemmesygepleje ydes vederlagsfrit, og at
hjemmesygeplejen skal have adgang til almindeligt anvendte hjeelpemidler, saledes at
den behandling, som laegen har ordineret, umiddelbart kan ivaerksaettes. | relation til er-
naeringspreeparater betyder dette, at kommunerne skal stille remedier til sondeernzering
gratis til radighed for familien til opstart af behandlingen.

Andre muligheder for ydelser efter serviceloven

Kommunalbestyrelsen skal jf. servicelovens § 42 yde hjaelp til daekning af tabt arbejdsfor-
tjeneste til personer, der i hjemmet forserger et barn/en ung under 18 ar med betydelig
og varigt nedsat fysisk eller psykisk funktionsevne eller indgribende kronisk eller langva-

)"f Vejledningen er under revision og ligger nu hos Styrelsen for Patientsikkerhed

* Den 15. november 2017 fremsattes lovforslag (L 99), Forslag til zndring af sundhedsloven og lov om anvendelse af tvang ved
somatisk behandling af varigt inhabil. Lovforslaget indeholdt bl.a. forslag om gget selvbestemmelse for patienter i forhold til
fravalg af behandling, herunder oprettelse af en behandlingstestamenteordning. Lovforslaget blev vedtaget i Folketinget den 20
marts 2018. Behandlingstestamenteordningen treeder i kraft den 1. januar 2019

Kommentar [CIU1]: Revideres nar
ny vejledning/BEK kommer

Kommentar [CIU2]: Revideres nar
ny vejledning/BEK kommer
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rig lidelse. Ydelsen er betinget af, at det er en ngdvendig konsekvens af den nedsatte
funktionsevne, at barnet/den unge passes i hjemmet, og at det er mest hensigtsmaessigt,
at det er moderen eller faderen, der passer det. Derudover skal Kommunalbestyrelsen, jf.
servicelovens § 41 yde deekning af ngdvendige merudgifter ved forsgrgelse i hjemmet af
et barn under 18 ar med betydelig og varigt nedsat fysisk eller psykisk funktionsevne eller
indgribende kronisk eller langvarig lidelse. Det er en betingelse, at merudgifterne er en
konsekvens af den nedsatte funktionsevne og ikke kan daekkes efter andre bestemmel-
ser i denne lov eller anden lovgivning.

Serviceloven rummer ogsa tilbud om en raekke ydelser, som gives til borgere med nedsat
fysisk og/eller psykisk funktionsniveau pa baggrund af en konkret og individuel vurdering
af den enkeltes behov. Tildelingen af disse ydelser vil oftest ogsa veere relevant for per-
soner, der er syge og eventuelt i terminal fase, men er ikke betinget deraf. Det drejer sig
f.eks. om personlig pleje, praktisk hjaelp og madservice efter § 83, hjeelpemidler efter §
112, boligindretning efter § 116 og daekning af n@gdvendige merudgifter efter § 100. Det
kan dog ogsa dreje sig om andre ydelser efter serviceloven.

Ifalge servicelovens § 83, stk. 1 og 2, skal kommunalbestyrelsen tilbyde:

1. personlig hjeelp og pleje,
2. hjeelp eller statte til nedvendige praktiske opgaver i hiemmet og
3. madservice

Tilbuddene gives til personer, som pa grund af midlertidigt eller varigt nedsat fysisk eller
psykisk funktionsevne eller szerlige sociale problemer ikke selv kan udfgre disse opgaver.

For personlig og praktisk hjeelp kraeves der ikke betaling for udgifter til personale, jf. ser-
vicelovens § 161.

Ifalge servicelovens § 112 skal kommunalbestyrelsen yde statte til hjselpemidler til
bern/unge med varigt nedsat fysisk eller psykisk funktionsevne, nar hjaelpemidlet:

1. iveesentlig grad kan afhjeelpe de varige folger af den nedsatte funktionsevne
2. iveesentlig grad kan lette den daglige tilvaerelse i hiemmet eller
3. erngdvendigt for, at den pageeldende kan udgve et erhverv

Ifalge servicelovens § 116 skal kommunalbestyrelsen yde hjaelp til indretning af bolig til
bgrn/unge med varigt nedsat fysisk eller psykisk funktionsevne, nar indretning er nad-
vendig for at gare boligen bedre egnet som opholdssted for den pageeldende. Hvis den
dgende far behov for hjaelpemidler eller hjaelp til boligindretning, kan denne hjeelp ydes
efter reglerne i servicelovens §§ 112 og 116. Bern/unge, der far hjeelp efter servicelovens
kapitel 23 om pasning af dgende, ma som udgangspunkt anses for at opfylde betingel-
serne i §§ 112 og § 116 om varigt nedsat fysisk eller psykisk funktionsevne.
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Et bernehospice forudsaettes at have de redskaber, hjaelpemidler og lignende til radig-
hed, som normalt anvendes i forbindelse med pasning og pleje af dgende bagrn/unge.
Sadanne hjeelpemidler kan derfor ikke ydes efter servicelovens § 112 til barn/unge, der
passes pa et bgrnehospice.

Hjeelpemidler, som barnet/den unge herudover har behov for, kan ydes efter servicelo-
vens § 112, safremt betingelserne i gvrigt er opfyldt.

Bgrne- og socialministeren fastsaetter i en bekendtgarelse regler om, hvilke udgifter der
kan ydes hjeelp til, og betingelserne herfor, herunder naermere regler om personkredsen
for merudgiftsydelsen.

@vrig lovgivning, som kan vaere relevant at iagttage i den palliative indsats
Udover ovenstaende kan falgende veere relevant at benytte i relation til den palliative
indsats til barn, unge og deres familier:

Sundhedsloven
Kapitel 39 og 39a om genoptraening og fysioterapi m.v.
Kapitel 15, § 69 om tilskud til behandling hos psykolog efter leegehenvisning

Kapitel 35, § 119 om kommunalbestyrelsen ansvar for varetagelsen af kommunens op-
gaver i forhold til borgerne at skabe rammer for en sund levevis.

Lov om social service

Kapitel 16 Personlig hjeelp, omsorg og pleje

Kapitel 1 kning af ngdvendige merudgifter

Kapitel 2@Ipemidler, boligindretning og befordring

Kapitel 22 Pasning af naertstdende med handicap eller alvorlig sygdom

Lov om sygedagpenge
Kapitel 9 Forleengelse af sygedagpengeperioden
Kapitel 21 Aftale om refusion af sygedagpenge ved langvarig eller kronisk sygdom mv.


mols0028
Gul seddel
30


Heringsudkast: Anbefalinger for palliative indsatser til barn, unge og deres familier Side 63/67

Bilag 4: Skabelon til indledende
vurdering

Diagnose:

Tilstede:

BAL og PAS:

Resumé af sygehistorie:
Familigert og socialt:
Medicin:

Objektivt:

Sammenfatning af samtalen:

1. Overordnet behandlingsmal
Barnets/familiens overordnede mal, f.eks. helbredelse, livsforleengelse, lin-
dring af symptomer

2. Behandlingsplan for genoplivning

Beskrivelse af aktuelle status, f. eks "ikke bergrt”, “ansker ikke intubati-
on/respirator eller hjertemassage. Der henvises til "Personlig behandlings-
plan ved kritisk sygdom” for detaljeret beskrivelse

3. Symptomlindring
Beskrives enkeltvist, f.eks. smerte, fatigue, angst, samt med angivelse af
problemets omfang og anbefalinger

4. Statte til barnet / familien
a) Psykosocial / &ndelig
b) Stamafdeling / PABU / Kommunalt

5. Handtering af livstruende forveerring og/eller dad

a) Hvordan er barnets / familiens forstaelse af situationen
b) Hvad er barnets héb og frygt

¢) Hvordan taler familien om evt. forvaerring og/eller ded?
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d) @nsker til dedssted
e) Hvordan stgttes soskende

6. Plan og aftaler
1) Beskrivelse af opgavefordeling

2) Neeste aftale med PABU
3) Telefonnumre til PABU (evt. 24/7)

Cc: Behandlingsansvarligt team, egen laege, foreeldre, evt. kommune

Kilde: PABU
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