
Appendix 1
Survey questions
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Theme Statement

The goal of transition is to provide continuity of care to the patients, as
they move from paediatric to adult care

The overall goal is to provide DMD patients with multi-disciplinary co-
ordinated care, regardless of the transition from paediatric to adult
Define the goals CAIE)

of fransition | The fransfer process should be as positive an experience for the
patient and parent(s) as possible
Transition to adult care is mandatory, but must be safe and beneficial
for the patients
Enabling patients to take control of the management of their
condition as an adult is one goal of fransition
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Theme Statement

Increasing patients’ knowledge of DMD from age 11 will help
them to better cope with the transition

The need and the timeline for transition should be infroduced o
the patient and their parent(s) from age 14, if the patient is
mature enough

It is important patients and parents(s) accept the need to
fransfer

The Paediatric Neurologist should identify potential adult centres
for the patient to transfer to

The Paediatric Neurologist is responsible for drafting the transfer
plan

Patient and parent(s) expectations of transfer should be
discussed with the Paediatric Neurologist

The Paediatric Neurologist should ensure the patient’'s and
parent(s) expectations are redlistic

The Paediatric Neurologist refines the transfer plan with input
from the patient and parent(s)

Prepare patient/
parents + adult
centre (written
transition plan)
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Theme Statement

The Paediatric Neurologist is responsible for ensuring the patient

and parent(s) are prepared for the first meeting with the Adult

Neurologist

It is important that the Paediatric and Adult Neurologists have a
Transition joint meeting (either face to face or virtual) with the patient and

processes at | parent(s) in an environment the patient is familiar with

paediatric centre| It is important for all stakeholders to accept that there may be a

need for flexibility in the transfer process

Following the joint meeting with the patient and parent(s), the

Paediatric and Adult Neurologists should communicate to align

on the patient’s needs and expectations
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Theme Statement
Preparation of the Multidisciplinary Transition Summary should be

the responsibility of the Paediatric Neurologist
The Multidisciplinary Transition Summary should be completed just
Multidisciplinary [prior to transfer to the adult centre
Transition For consistency, there should be a standard format for the
Summary - ultidisciplinary Transition Summary
Principles The most up to date information should be included in the
ultidisciplinary Transition Summary
The Multidisciplinary Transition Summary should include medical
land non-medical information in separate sections
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Theme Statement

The patient’s age should be included in the Multidisciplinary
Transition Summary

Details of family, such as siblings and socio-economic status,
should be included in the Multidisciplinary Transition Summary
Details of genetic mutations should be included in the
Multidisciplinary Transition Summary

Cardiac status details, including latest test results and name and
contact details of the cardiologist, should be included in the
Multidisciplinary | Multidisciplinary Transition Summary

Transition Pulmonary status details, including latest test results and name
Summary - and contact details of the specialist, should be included in the
Content Multidisciplinary Transition Summary

Current details of the patient’s neuropsychological status,
including level of cognition, emotional maturity and social
independence, should be included in the Multidisciplinary
Transition Summary

Current details of the patient’s endocrinological status, including
bone health, and puberty status, weight/obesity, diet, and
metabolic issues, should be included in the Multidisciplinary
Transition Summary
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Theme Statement

Up to date functional status including ambulatory status
(including how long they have been using aids, such as
wheelchairs), upper limb function, sMWT & other relevant test
results, potential for independent living and occupational
therapy support required (and OT assessments if available) QoL
measures and driving licence status should be included in the
Multidisciplinary Transition Summary
The most up to date treatment information (pharmacological
and other), freatment history and details of any involvement in
Multidisciplinary | clinical trials should be included in the Multidisciplinary

Transition Transition Summary

Summary - Details of previous hospitalisations and operations (in

Content

Transition Summary

Information on comorbid conditions should be included in the
Multidisciplinary Transition Summary

Input from the social worker should be included in the
Multidisciplinary Transition Summary

The most recent gastroenterology history should be included in
the Multidisciplinary Transition Summary

Vaccination history should be included in the Multidisciplinary
Transition Summary
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Theme Statement

At the first visit the Adult Neurologist should refamiliarize
themselves with the patients Multidisciplinary Transition Summary
and then perform an examination of the patient

At the first visit the Adult Neurologist should discuss expectations

of treatment and life aspirations with the patient and parent(s)

and if possible, spend some time discussing these topics alone

with the patient

First visit in adult | At the first visit the Adult Neurologist should establish the patient’s
centre preference for being seen with caregiver or alone

At the first visit the Adult Neurologist should check the level of

knowledge of DMD and adherence to treatment of the patient

At first visit the Adult Neurologist should provide the patient with

a main point of contact at the adult centre

At the first visit the Adult Neurologists should advise the patient

that they will be the person who will be responsible for providing

necessary data to any registries
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Theme Statement

At the first visit the Adult Neurologist should identify the most
appropriate coordinator who should hold the information and
recommendations from all specialties, to reduce the burden on
the patient and the Adult Neurologist

At first visit the Adult Neurologist (or case manager if available)
should organise consultations with other specialties as required
Each member of the multidisciplinary team should individualise
the frequency of appointments to suit the patient’s specific needs
After the first visit, the Adult Neurologist should create a plan for
how they will approach the patient’s care

The follow-up to the first visit should be individualised according to
patient needs and preferences (including frequency of visits and
assessments)

First visit in adult
centre
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Theme Statement

Approximately 6 months after transition to adult care an
evaluation should be conducted with the patient, parent(s),
paediatric and adult care teams to evaluate the process

The Adult Neurologist should coordinate the collation of
feedback for the post-transition evaluation

Post-transition evaluation should enable comparison between
respondents, with some questions specifically to highlight any
differences between patients/parent(s) and the medical teams
Evaluation The questions for the post-transition evaluation should be
specific, focussed on the transition and include some open-
ended questions; questions should not be subjective

As part of the post-transition evaluation the Adult Neurologist
should discuss the feedback with other members of the core
team and identify any issues and solutions

When post-transition feedback is collected and the Adult
Neurologist is satisfied, the transition can be confirmed as
complete





