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Introduction:
Over the past three years, Wirral Hospice St John's and Claire House Children’s Hospice have collaborated on a

project aiming to provide support and continuing care for young adults with Duchenne Muscular Dystrophy (DMD)
transitioning from paediatric to adult services.

The success of this project has been previously presented; the feedback has been overwhelmingly positive.
This initial cohort was comprised of patients who have severe learning difficulties and support for their parents

was a significant focus.

Case Study:
m Family well known to Claire House

®» Three sons all with DMD

®» Initial meeting with consultant and
wider team and all three sons present

Duchenne Muscular Dystrophy:
DMD is a genetic disorder characterised by

progressive muscle degeneration typically
presenting in childhood.

Until relatively recently survival beyond
teenage years was unusual.

®» Separate meetings

®» Dietician review

Thanks to advances primarily in respiratory
care, life expectancy now stretches into the
third decade.

® Advance care planning discussions

®» Counselling service

A New Pilot Project:

Our aim: to engage young adults with DMD
INn adult palliative care services. To provide
physical and psychological support for
young adults and their families, offer
engagement in advance care planning.

Acknowledge the shift for families, as care
becomes much more patient rather than
family-focused and aim to support young
adults as the expectation moves to them
taking responsibility for their own health
care.

“Reaching 23, | felt like all
support was ending.

But, with the expert help
of the Claire House team,
| have been linked to adult services
with Wirral Hospice St John's
and feel reassured that my
ongoing needs will be met.

This has presented challenges for adult
services In terms of equipment and services
offered and we are continuing to adjust to
the requirements of the younger patient.

Thank you.”

Conclusion:
There is a significant unmet need for young adults facing the daunting prospect of leaving paediatric services.

This project has shown that palliative care services can work together to improve this transition.
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