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In Swedish
Halsa och familjeklimat i familjer dar en foréalder har dévblindhet

Dovblindhet ar en unik och ovanlig funktionsnedséttning, déar graden av synnedséttning och
horselnedséattning &r individuell och orsaken varierar. Dovblindhet begransar aktivitet och
delaktighet i samhaéllet i sadan grad att samhallet maste erbjuda stod, t ex i form av
anpassningar eller teknik. Det kan antas att begransningar i aktivitet och delaktighet kan ha en
paverkan pa formaga att utdva foraldraskap, liksom ha en paverkan pa de Gvriga
familjemedlemmarnas dagliga liv och pa familjeklimatet. Det finns dock ingen tidigare
forskning om detta. Det 6vergripande syftet med projektet ar att beskriva familjesituation,
halsa och valmaende i familjer dar en foralder har dévblindhet.

Projektet har en deskriptiv, och till viss del jamforande design, vilket motiveras av att det
saknas tidigare studier inom omradet. Till projektet har knutits en referensgrupp med
medlemmar fran styrelsen for familjesektionen inom Foéreningen Sveriges Dévblinda och med
verksamhetschef och vice verksamhetschef for Nationellt Kunskapscenter for dévblindfragor.

Datainsamling skedde genom individuella semi-strukturerade intervjuer med foréldrar med
dovblindhet, foréldrar utan dévblindhet och med deras barn. Syftet med intervjuerna var att
identifiera hur dovblindheten upplevs paverka det dagliga livet for de olika
familjemedlemmarna och att identifiera behov av stod. Deltagarna har ocksa fyllt i
frageformular, den svenska versionen av EQ-5D-5L har anvénts for att méata hélso-relaterad
livskvalitet hos vuxna studiedeltagare (fran 18 ar) och KIDSCREEN-27 har anvants till barn
mellan 8-18 ar. Den svenska versionen av KASAM -13 har anvants till vuxna personer,
liksom till barn fran 12 ar. For barn mellan 8-11 ar anvandes barn-versionen av KASAM. Ett
frageformuléar som fokuserar Familjeklimat (FFC) har ocksa anvants.

In English
Health and family climate in families where a parent has deafblindness

Deafblindness is a unique and unusual disability, where the degree of visual impairment and
hearing loss is individual and the cause varies. Deafblindness limits activity and participation
in everyday life to such an extent that society must offer support, for example different forms
of aids or assistance. It can be assumed that limitations in activity and participation can have
an influence the parenthood as well as have an impact on the other family members' daily
lives and family climate. However, there are few research studies focusing the entire family.
The overall purpose of the project is to describe family situation, health and well-being in
families where a parent has deafblindness.

The project has a descriptive, and to some extent comparative design. A reference group has
been attached to the project with members from the Swedish Deafblind Association.

Data have been collected by individual semi-structured interviews with parents with
deafblindness, parents without deafblindness and with their children. The purpose of the
interviews was to identify how deafblindness is perceived to affect the daily lives of the
various family members and needs of support. The participants have also filled in
questionnaires; the Swedish version of EQ-5D-5L to measure health-related quality of life in
adult study participants (from 18 years) and KIDSCREEN-27 for children between 8-18 year.
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The Swedish version of KASAM-13 has been used for adults, as well as for children from 12
years. For children aged 8-11, the child version of KASAM has been used. A questionnaire
focusing Family Climate has also been used. The instrument is designed for Swedish
conditions and will be used for study participants from 12 years onwards in this project.
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