Mind the gap

Rare transition from child to adult care

Introduction
The transition From child bo adulk care is a very imporkant process wikh major shorbcamings in Sweden
today. According to Socialsbyrelsen (Mabonal Board of RBealth and Welfare) in Sweden, each Eransition From
child o adult care isa secunty risk and a problem anea. For pakients with rare dissases, complex disabilibes
and major medical needs, responsibilibes can sometimes be shared between primary care, specialist clinics
and the runicipaliby. Adults with different kinds of disabilibes often lack a nakural tie bo a specibic health
care clinc even though they hawe many different symptam s and problemn s. Collaboration and inform ation
tran sher 15 therefore crucial for conbinuiby and patient safeby. WAER Ehis in mind Centre of rare diseases
southeast started a project in collaboration with the child habilitabon cenber in
tokala ko achieve a higher quality and mone person cenbered cane. - f
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Insight
ek was od cut ab the habililEbion cenber The project showsd that therak
ala b ther with the Centre of Rare Diseases coordinator is wery im porkangin t
gask Fogion. Five patients participated in the process. |t turned out to be diffic
L The aim was bo investizate and creake a a natural recipient in healthcanes L
2| for coordinating the transibon From child bo adulk designabed contack For each parbicipa
for pabents with rare diseases. A coordinator was healthcare plan was drawn op. [ESlS
ointed to work according bo a structured method bo turned ouk, during the project, thé
rease the conditions For sucoesful Eransikion. The mulbdisciplinary conference is nok Shesis
eordinator ensured there was a plan For each pakient required. |t is maonez important b report b
abclinics thatwas relevant bo thern. The goal with the the adult care provider o make the
njeck was for all parkicipants o have a plan, a transikion successFul. In Ehe case
&sinahed health care contact and bo arrange a of a rare diagnosis, this should be noted in
wlktidisciplinany conference in connechon ba the the atiention symbol in the medical necard.
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