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Project DMD Overview

e Semi-structured * Implement and
interviews with young evaluate tools and
people with DMD (14- resources with
25yrs), families and ; . young people with
health professionals. * Life Profiles DMD (14-18yrs)

* Transition Planning
Tree Tool

* Transition Planning
Booklet
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What is DMD ?
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Progressive muscle wasting disease. 2 NG
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Muscle fiber

Characterised by muscle weakness & deterioration (Bushby,
2011).

Increased physical dependence at a time of expected
increased independence. (Abbott, Carpenter & Bushby, 2009). Basal lamina

Loss of typical adult roles due to progressive nature of
condition.

Life expectancy increasing due to advances in medical
tfreatment. (wagner et al, 2007)
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Redefine adulthood : Individualise key milestones.
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Tool Development
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Transition Planning Booklet Life Profile Videos Transition Planning Tree Tool



Where to now?

» Currently recruiting for Phase 3 of the projecit.

» Young people with DMD aged 14 to 18 years of age.

» Locations — QLD - Brisbane, Gold Coast,
Sunshine Coast, Toowoomba regions.

» Participation - 2 x interviews & 2 x Skype calls +
utilization of provided transition to adulthood resources.

» Contact me for further information or to participate.

Tegan Pinese - PhD Candidate - University of Queensland - 0438 738 542 or tegan.pinese@gmail.com



mailto:tegan.pinese@gmail.com

Questions ?

References

Abbott, David., John Carpe
Men with Duchenne Musc
of Health”. Departimen
University

young-men-with-
depariment-of-he

dulthood for Young
ort to the Department
)0l for Policy Studies,

diagnosis and pharmacological c
~online Nov 30, DOI:10.1016/S1474-442

Wagner et al, (2007), Current treatment of adult Duchenne muscular dystrophy, Biochimica

et Biophysica Acta, 1772, pp. 229


http://www.scie-socialcareonline.org.uk/transition-to-adulthood-for-young-men-with-duchenne-muscular-dystrophy-and-their-families-final-report-to-the-department-of-health/r/a11G00000017sSCIAY

