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= 2013 - Transition Forum for Young People

with rare chronic disease

- Australian Paediatric Surveillance Unit (APSU) and

Rare Voices Australia, Smile Foundation, The University of
Sydney, Transition Care Network Agency for Clinical Innovation,
NSW Health

= Published article “"Challenges of Transition

to adult services for patients with Rare B i e i v saniae
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= 2014 - Started Transition Project

- Transition experiences of patients with neuromuscular disorders
- Small grant from the ACI

Cochrane Review:

.. . . Reference: Zurynski YA, Elliott EJ.
Transition of care for adolescents from paediatric Challenges of transition to adult health

services to adult health services Cochrane Review, services for patierts with rare disecep
Campbell et al. 2016 (only 4 studies that included NEvep i
evaluation of interventions to improve transition)




Background

= Neuromuscular disorders (NMDs):
- heterogeneous group of genetic disorders
- rare chronic
- progressive muscle weakness and atrophy

- require complex care form many different
specialists and allied health professionals

" Impact on mobllity, physical activity, quality of
life, mortality




Background

= Young people often find it difficult to navigate
the adult health system:

- They don't know what to expect

- Feel anxious and stressed

- Parents become excluded

- Coordination of multiple services difficult

- Some disengage from the health system
during and after transition

* Transition into an adult health service by 18
years of age is expected




Current Services*

Transition Services

= The NSW Agency for Clinical Innovation Transition Care
Network provides a state-wide based service to assist
young people transitioning to adult health services ( x 3
transition care coordinators).

= |n 2012, TRAPEZE (www.trapeze.org.au) was established
as a specialist adolescent chronic care service of the
Sydney Children’s Hospttal Network and provides an
Integrated care approach to transition.

The Sydney

\w (»‘ J‘P children's
trapeze =& Hospitals Network
a supported leap into adult health care, advocacy, research, education

*Services and clinics available in Sydney


http://www.trapeze.org.au/

Current Services*

Adult Clinic Services NMDs

= 2 x Adult NMD Clinics (Royal North Shore
Hospital & Concord Hospttal)

= 1 x Nerve and Muscle Clinic at Prince of Wales
Hospital, Randwick

= 1 x Adult Genetics Clinic and one Neurologist at
Westmead Hospttal (but no specialist NMD
service)

*Services and clinics available in Sydney



Study Aims

1. To describe the transition experiences of
young people living with neuromuscular
disorders from the Sydney Children's
Hospital Network (The Children's Hospital

Westmead & Sydney Children's Hospital
Randwick)

2. To identify enablers, gaps and needs in
health services for young people with

chronic complex disorders transitioning to
adult health services




Confidential

S D .
Experience of transition to adult care for young peofsaieé

= SU rvey COnSiSted Of 35 questionsl with neuromuscular disorders
covering topics;

of 8

SECTION 1: TO BE COMPLETED BY THE YOUNG PERSON

- Age at transition to adult care . ..comon

1b. First 2 letters of surname

- Self-assessment of ‘readiness’ I

for transfer —

2b. Age

3a. Diagnosis?

- p re pa rati'o n p rOVi'd ed to 3b. Date of Diagnosis
yo u n g pe rSO n 3c. How was the diagnosis made?

[ Genetic Testing [J CKTest [J Muscle Biopsy [J Other

(e.g. letter, meeting, jOi_nt Other (Specify)

4. Do you CURRENTLY access specialist medical care through:

CO n S u lta t 'lo n) [ A Children's Hospital [ An Adult Hospital

A Children's Hospital (specify which)

({(Enter DD-MM-YYYY))

(Please go to Question 5)

An Adult Hospital (specify which)

- young persons experiences (e 5o 1o Question 9

5. If you answered Children's Hospital above, has your medical team discussed transfer of your care to an adult
specialist?

(adult health care setting vs.

IF YOU ANSWERED NO TO THE ABOVE QUESTION (Q5), THANK YOU, YOU DON'T NEED TO ANSWER ANY FURTHER

children’s health care setting)

PLEASE COMPLETE THIS SECTION ONLY IF YOU HAVE DISCUSSED TRANSFER OF YOUR MEDICAL CARE TO AN ADULT
SPECIALIST BUT HAVE NOT YET TRANSITIONED.

6. What has been discussed/ received so far with regards to your transition to adult health services? Please describe
below:

7. Do you have any concerns regarding the transition process?
[JYes [1No []Don't know/unsure
Please specify your concern
8. What information would you like to receive/access regarding the transition process? Please specify:
THANK YOU, YOU HAVE COMPLETED THE SURVEY! YOU DON'T NEED TO ANSWER ANY FURTHER QUESTIONS.
PLEASE COMPLETE THIS SECTION IF YOU HAVE TRANSITIONED TO ADULT HEALTH SERVICES
www.project-redcap.org QEDCEIP




Methods

= Survey offered on-line (REDCap)* or as paper copy or telephone
interview (Jan — Nov, 2014)

= Participants were sent out an information pack, which included:
- information sheet (participant and parent/caregiver)
- consent form
- copy of the survey

= Surveys could be completed by the young person or by the
parent/caregiver

= Included all patients with NMD transitioning during 2008 — 2014

*Research electronic data capture (REDCap)



Study Participants

CHW

SCH

n =59

Exclusion Criteria:

- > 25 years of age (n=5)
- Not contactable (n=1)
- Deceased (n=3)

n = 50 patients invited

n =06’

Exclusion Criteria:

- > 25 years of age (n=1)
- Not contactable (n=3)
- Deceased (n=1)

n = 57 patients invited

l

n =14/50

N\

Responses l

n=5/57
e

n=19/107




Results
= Response rate: n=19/107 (18%)

Engaging young people in medical research is a well-recognised problem (Steinbeck et al.
2012)

= 9 (47%) completed by participants
= 10 (53%) completed by parents/caregiver

= 16 (84%) male; 3 (16%) females

Condition n (%)
Muscular Dystrophies (congenital muscular

dystrophy, Becker's muscular dystrophy, 12 (63)
myotonic dystrophy)

Spinal Muscular Atrophy 4 (21)
Other: (Myopathy, Marinesco-Sjégren

syndrome, undiagnosed-query x-linked 3 (16)

episodic muscle weakness)




Transition

Median Range (years)
Age transition first discussed 17 16 - 18
Age transition occurred 18 17 -20

= Readiness for transition:

READY: 6 (32%)
NOT READY: 9 (47%)

NOT SURE: 2 (11%)




Transition Preparation

- 65% had never been to the adult hospital before the 15t
appointment

- 59% had met the adult specialist before the 1t appointment

How was transition done?

65% Received some formal preparation
47% Moved through Transition Clinic
47% Talk with their Paediatric specialist
53% Referral Letter Dr to Dr

35% Referral letter received by patient

"Before anything
else, preparation

is the key to
success."

= 8 (47%) felt that preparation was not adequate

~ Alexander Graham Ball




Transition not so smooth

“Too much change too soon’”

“Not confident in communicating with adult specialist.”
Mum: “They talked to JoAn - he didn't understand what
they were talking about - | did all the arrangements
before. ”

“Should only be moved if there is somewhere for them
to go. Promises made at children's hospital but not kept.

“Lack of parking, consulting room too small as we could
not all sit in the room together. Door had to be left open as staff could not fit
in the room with the wheelchatr”

“The transition for the neuro dept is ok, | don't have much problem. But the
transition for other services like eyes clinic, endocrinology were very poorly
done’”

"Had 1 meeting to organise transition but after that nothing seemed to
happen. No one to help us co-ordinate to see adult doctors. Seemed to get
lost in the system. ”




General Practitioner (GP)

= GP knowledgeable about their condition/health (70%)

= GPs were generally aware of which medications they were
prescribed (82%)

= GPs provided advice about healthy lifestyle choices (59%),
and vaccinations (65%), however, they seldom discussed
sexual health (17%) or mental health tssues (23%)

= Just over a third (35%) reported that their GPs
communicated regularly with their medical
specialists




Transition/Care Coordinator

= Who would you recognise as the coordinator of
your overall medical care?

65% Parents

24% Health Professionals

(Neurologist, GP, Clinical Nurse
Consultant, Occupational therapist)




Summary

= There are few studies of transition

= Qur results are similar to those published by others
- Lack of preparation for transition
- About half not ready
- Adult clinic too far
- Difficulty navigating the adult health system
- Lack of coordination / integration
- Young people are difficult to engage in research

= UK study of transition experiences of young men with DMD (Abbott, Carpenter, & Bushby,
2012). (38/121 (31%) postal survey; 40/102 (40%) face-to-face interviews)

= Canadian study evaluating transition program for patients with Osteogenesis Imperfecta
(Dogba, Rauch, Wong et al, 2014) (6 patients/4 parents; 15 staff)




Future Directions

= Trapeze: Launched new website in 2015
(www.trapeze.org.au)

- Resources for patients, parents and
health professionals

- Checklists for patients and clinicians
- Tips & Resources
- Transttion plans

 Transition Mate Phone App
In development (Kate Steinbeck’s group)

= Future evaluation studies needed to
assess if transition experiences of
young people with NMDs have
improved.

The Sydney

= children's
trapeze™ | S ot Nework

ted leap into adt heal care, advocacy, research, education

A Systematic and Formal Transition Process

A systematic and formal iransition process is required. This should be:
underpinned by formal guidelines and policies outlining the transition process.

Transition is a process not an event. Education on ransition and empowerment
around seif-management will commence with the young person at the age of 14,

A designated Transition Coordinator/Facilitator from the young persen’s
paediatric and adult specialty teams should be identified fo coordinate the fransition.

Communication processes and tools will suppart person-centred care for the

young person throughout their transition journey. Openness, ransparency,
collaboration and a willingness to work together underpins all good communication,

Individual Transition Plan

5 Al young peaple should have an individualised transition plan which focuses
on all aspects of their life.

Responsibility for decision-making should be increased gradually and adolescent
friendly transition senvices should be putin place. Where the young person has
complex nessds, it is particubarly impartant to imvolve their familycarer,

Follow up and Evaluation

[Follow up may be requirad for several years to ensure that young people have
engaged effectively with adult health care services. Evaluation of the transition
process must be undertaken o inform future planning and policy.



http://www.trapeze.org.au/
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Thank You - Questions?

CONTACT THE APSU

The Australian Paediatric Surveillance Unit

The Children's Hospital at Westmead
Level 2 Research Building

Locked Bag 4001

WESTMEAD MNSW 2145
ALSTRALIA

Phone: + 612 9845 3005

Fax: + 612 9845 3082

.,.
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Email: schn-apsui@health.nsw:

Join us on Eacebook and follow us on Twitter at @APSU Australia

m The Australian Paediatric Surveillance Unit @ sercy [ co )
at the Kids Research Institute &) 1]

ch Publications Rare Diseases Other surveillancs systems Contact

APSU New Publication

SEVERE COMPLICATIONS OF
INFLUENZA (15T JULY TO 30TH
SEPETMEBER 2015)

tofacilitate active

are childhood di erse effects of treatment.
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