335P

Transition in Duchenne Muscular Dystrophy: Understanding
Healthcare Providers’ Roles in an International Context

Friedrich S.", Langer T.!, Reeskau G.?, Rodger S.", Willems J.', De Angelis F.?, Brigliadori B.%,
Guastafierro E.°>, Leonardi M.>, Marcassoli A.>, Moroni |.%, Nardocci N.%, Fournier A.°, Frei J./,
Gutierrez Rojas R.°, Kraus De Camargo O.’, Pozniak K./, Swain A.”, Gorter JW.’, Osman H.°

1: Universitatsklinikum Freiburg, Freiburg, Germany; 2: Deutsche Gesellschaft fur Muskelkranke e.V.Freiburg, Germany; 3: Parent Project APS, Rome, Italy; 4. Department of Paediatric
Neuroscience, FondazionelRCCS Istituto Neurologico Carlo Besta, Milan, Italy; 5: Neurology, Public Health and Disability Unit, FondazionelRCCS Istituto Neurologico Carlo Besta, Milan, Italy; 6:
CHU Sainte-Justine Montreal, Montreal, Canada; 7: CanChild - McMaster University, Hamilton, Canada; 8: Muscular Dystrophy Canada, Toronto, Canada.

Part 1: Backg round and Research QUEStiOI‘I Development of a semi-strucutred interviewguide, translation and adaptation

Youth with DMD lose ambulation at 10-15 years. At the same age
they strive towards emotional and physical independence, entering
adolescence. Transition from pediatric to adult care thus happens at
a time of tension between dependence and independence. In the
project GrowDMD we aim to learn about transition by
comparing different healthcare systems. One of our
research questions is:
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facilitate the transition of care?

English methodology

ohe g 30 Interviews - "‘r‘
f,,.ég";;“%:;{.}ggg with Healthcare ‘QZL Interim Results from Qualitative Analysis of Transcripts

qﬁ:"’-g;«’ﬁé?!: Professionals (10/ /\v% — —
.-if-gzoa% ’.s.ﬁ%z country), trancribed %Q‘ Maincode | Subcode | Example

.éq&;&:‘% ? ;;.g‘.‘ég.; verbatim and \ Enablers "Families really appreciate our starting the conservsation early"
o.ﬁﬁﬁ'}‘?‘:‘% ’ analvsed ( on . @ " Barriers "Sometimes we don't know the adult specialists, which makes it difficult"
y gol ng) } - Criteria "I feel that transition usually fits well when they finish school”
HHSRSEON Characteristics/Quality "We try to do transition bit by bit, with the neuromuscular clinic being last"
Transition goals "Ultimately it is about these young adults receiving really good care”
Organizational/institutional "We have standardized appointments with the psychosocial team"
Roles of patients "And sometimes it is good to just talk to adolescents on their own"
Roles of caregivers "Families are different. Some think well in advance, other don't"
Roles of healthcare providers "We have known our patients for a long time..."

For patients and caregivers "As a PAO we are connecting patients, trying to build a network"
(Need for) Support . : "
For healthcare providers It is really helpful to have a standardized protocol

Part 2: Research Questions and Problem Co-Creation of two case vignettes with patients and caregivers across three countries

1. How do healthcare professionals respond to the
needs expressed by patients and families in DMD?

How do healthcare professionals’ views about
patients’ needs align with the patients’ and
caregivers’ perspective?
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To answer those questions, we decided to present
healthcare providers with case vignettes of two “typical”
cases on transition in DMD in a semistructured interview.

But what is “typical” & who decides on it?
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