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Innan heilbrigdispjonustunnar hefur aukin athygli beinst ad hlutverki fj6lskyldunnar i lifi
fatladra barna. A0 eignast fatlad barn hefur mikil 4hrif & fjolskylduna og margir foreldrar
upplifa mikla streitu og aukna byrdi vegna langtimaveikinda barna sinna. Pjonusta sem er
fjolskyldumidud felur i sér ad starfsfolk pekkir og virdir ad hver fjolskylda er einstok, lifir vid
mismunandi menningu og notar 6likar adferdir til ad takast & vid lifid. Pegar pjonusta er
fjolskyldumidud hafa rannsoknir synt fram 4 ad foreldrar eru d&nagdari med pjonustuna,
streita minnkar hja peim og meiri framf6r verdur hja bornunum. Tilgangur rannsdknarinnar er
a0 afla upplysinga um hversu fj6lskyldumidud pjonustan er ad mati foreldra/forradamanna
fatladra barna. Upplysingum verdur safnad med matstekinu Mat foreldra & pjonustu sem er
spurningalisti byggdur a fjolskyldumidadri nadlgun. Notad verdur hentugleikatrtak vid val a
40 foreldrum/forradamoénnum fatladra barna. bydid verdur allir foreldrar/forrddamenn fatladra
barna & pjonustumidstodinni sem hafa fengid pjonustu i a.m.k. 3 manudi 4 timabilinu
15. november 2005 til 15. ndvember 2006. Spurningalistinn hefur verid pyddur af
rannsakendum 0r ensku med bakpydingaradferd. Aflad verdur upplysinga um notagildi
islensku pydingarinnar med spurningalista sem saminn var af rannsakendum. Nidurstodur
rannsOknarinnar geta gefid heilbrigdisstarfsfolki skyra mynd af pvi hvada pettir pad eru sem
foreldrar/forraidamenn fatladra barna telja dbotavant. Haegt er ad nyta upplysingarnar til ad
gera pa pjonustu fjolskyldumidadri, sem bornum og fjolskyldum peirra er veitt hér & landi.
Einnig mun rannsoknin gefa visbendingar um notagildi matstakisins i islenskri pydingu.
betta verkefni er rannsOknaraztlun og atla hofundar ad framkvema rannsdknina innan ars fra
utgafu pess.

Lykilhugtok: fjolskyldumioud pjonusta og matsteeki.
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ABSTRACT

Increasing emphasis has been given to the role of the family in the lives of disabled children
within the healthcare system. The birth of a disabled child can greatly impact on the lives of
all family members. Many parents experience stress and increased responsibility due to their
child’s long term illness/disability. A family-centred service recognizes and respects that each
family is unique, has differences in cultures and ways of coping. Research has shown that
family-centred service for children with disabilities leads to increased family satisfaction, less
stress and greater functional improvement in children with disabilities. The purpose of this
study is to gain information on what extent parents of disabled children experience the
services they receive as being family-centered. Data will be collected using The Measure of
Process of Care (MPOC) which is a questionnaire based on the family-centred approach. A
convenience sample of 40 parents/guardians of children with disabilities will be recruited
from a chosen treatment centre. The population is all parents/guardians who have received
service from the chosen treatment centre for at least three months during the period November
15™ 2005 to November 15" 2006. The MPOC was translated into Icelandic using the back
translation method. Data on the usefulness of the Icelandic version will be collected by a
seperate questionnaire designed by the researchers. The findings of this study can provide
health care staff with a clearer picture of the factors that parents/guardians believe to be
amendable and could be used to promote the development of more family-centered services
in Iceland. The research will also provide suggestions regarding the utility of the Icelandic
version of the questionnaire.
This project is a research plan and the authors will implement the research within a year from
it being published.

Key Concepts: family-centred service and assessment.



