Sammanfattning

Introduktion: En horselnedsattning ar ndgot som paverkar alla aspekter av en persons vardag.
Horselnedsattning kan bero pa alder, sjukdom, arftlighet, ototoxiska medel, infektioner eller
buller. Det kan ge personer allt fran en latt till svar horselnedséattning till att vara helt dov. En X-
kromosombunden horselnedsattning uppstar pa grund av en muterad gen pa X-kromosomen.
Denna horselnedsattning kan antingen vara syndromisk eller icke-syndromisk. Utifran horsel-
nedséttningsgraden, &rftligheten och gentest kan man stalla diagnosen X-kromosombunden
horselnedséttning. Med hjélp av cochleaimplantat (CI) kan personer med grav horselnedsatt-ning
fa majligheten att uppfatta tal och ljud, darfor kan ett Cl vara ett bra hjalpmedel vid denna typ av
horselnedséttning.

Syfte: Syftet med uppsatsen &r att bidra till 6kad kunskap om livssituationen fér barn med X-
kromosombunden horselnedsattning och CI.

Material och metod: Materialet bestod av tva transkriberade och utskrivna fokusgruppsinter-
vjuer med 12 foréldrar. En kvalitativ innehallsanalys anvandes for att analysera fokusgruppsin-
tervjuerna.

Resultat: Tre teman identifierades. Det forsta temat var kunskap och bemdétande dér stod, in-
formation och skola lyftes fram. Det andra temat var situationer i vardagen som beskriver kom-
munikation, kanslor, strategi, planering, beteende och milj6. Det tredje temat var att leva med X-
kromosombunden hérselnedsattning dér barnens dovhet/hdrselnedséttning, Cl och oférklar-lig
hyperaktivitet lyftes fram.

Slutsats: Foraldrarna beskriver bade upplevt och saknat kontinuerligt stéd och information fran
varden och skolan samt bristande kommunikation mellan olika vardverksamheter. En énskan om
en samordnare géllande skolval lyfts fram. Barnens vardag varierade, fran val av kommu-
nikation, strategier, beteende och yttre forhallanden. Foraldrarna upplevde svarigheter att ta beslut
om Cl-operationen samt andra svarigheter med barnens horselnedséattning.

Nyckelord: Cochleaimplantat, foraldrar, kvalitativ innehallsanalys, livssituation, X-kromo-
sombunden horselnedséttning.



Abstract

Introduction: A hearing loss affects all aspects of a person’s everyday life. Hearing loss can be
due to age, disease, genetics, ototoxic substances, infections, or noise. People can have var-ying
degrees of hearing loss ranging from mild to severe to total deafness. X-linked hearing loss occurs
due to a mutated gene on the X chromosome. This type of hearing loss can either be syndromic or
non-syndromic. With the help of the degree of hearing loss, the heredity, and genetic testing a
diagnosis can be made. A cochlear implant (CI) can help people with severe hearing loss perceive
speech and sound, therefore a cochlear implantation could be beneficial for an X-linked hearing
loss.

Purpose: The purpose of the paper is to gain knowledge about the life situation of children with
X-linked hearing loss and CI.

Material and Methods: The material consisted of two transcribed and printed focus group
interviews with 12 parents. A qualitative, conventional content analysis was used to analyze the
focus group interviews.

Results: Three themes were identified. The first theme was knowledge and treatment where
support, information and school were highlighted. The second theme was situations in everyday
life that describe communication, emotions, strategy, planning, behavior, and environment. The
third theme was living with X-linked hearing loss where children's deafness / hearing loss, Cl and
inexplicable hyperactivity were brought forth.

Conclusion: The parents describe both a lack of continuous support and information from
healthcare and school as well as lack of communication between different healthcare profes-sions.
A desire for a coordinator regarding school choice was brought forth. Children's everyday lives
varied, from choice of communication, strategies, behavior, and external conditions. The parents
experienced difficulties in deciding on the CI operation as well as other difficulties regarding the
children's hearing loss.
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