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A Director of FYMCA Medical Ltd

A Consultant for Actelion, Alexion, Amicus, Biomarin, Inventiva, Shire,
Sanofi Genzyme

A Consultant for other companies via intermediary consulting groups

A Travel and supporting grants from patient organisations MPS Society
UK, International MPS Society, European Gaucher Alliance, Niemann
Pick Disease Group.

A Medical expert and advisor for regulators and health care funders
across the world
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English Definition Of Transition
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A The act of passing from one state or place to
the next

A In short - It is Change

A Winston Churchill: There is nothing wrong
with change, If it is In the right direction
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Transition of adolescents in a

Health Care setting
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Definition:

ét he pur ptimshe,planhed movement of
adolescents and young adults with chronic
physical and medical conditions from child-
centred to adult-orientated health care systems
that understand their needs and can
accommodate them safely.

Transition is a process but transfer is a date.

American Society of Adolescent Medicine personal adaptation _
o i
MARK
HOLLAND
Patient and Customer Focus Continuous Improvement Respect '



Salford Royal NHS

NHS Foundation Trust

Push model
University Teaching Trust

Pediatric service share care until age 18 safe ® clean ® personal

Paediatric service Adult service

Birth until specific age years Age > specific age in years

Transition team are paediatric trained Transition team are adult trained
Pull model

Adult service starts process and integrates lotaym care
MU*ULL Transition model

Transition service age 14,25
years
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What patients want . P
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Risks of transition e
A Purposeful
A Timely
A Planned

A Child centred
A Adult orientated

A Patient needs
A Safety



Salford Royal NHS

NHS Foundation Trust

Mitigation: Purposeful

A Start early enough

A Identify all potential health risks

A Introduce new adult risks i cardiovascular prominent,
airways

A Mention them in joint clinics

A Ensure enough information is collected
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Mitigation : Timely
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A When patient is ready not age driven
A Ensure all assessments are up to date

A Any planned procedures completed- e.g. cervical
fusion, TIVAD removal or insertion

A Decide most appropriate team to take on procedures
depending on expertise and skills locally
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Mitigation : Planned

A Ensure continuity with key worker
A Work toward a specific set of achievements

A Ensure all information has been shared or will be
available if needed

A Explain why transition will lead to better care for adult
based problems

A Plan procedures with input from all teams.
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Mitigation: Child-centred
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A Start talking to young person and carers

A Encourage some away time where appropriate

A Use opportunities for small talk with young person
A Involve carers and have active plan for them

A For patients with learning difficulties they are crucial
A Start process to encourage letting go

A No choices= no consequences

A Making poor decisions is part of growing but limit the
Impact
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Mitigation: adult orientated

A Ensure confidence is installed in adult team

A Different is sometimes better

ADond6t create unr ealllticssetunder e X
more pressure due to numbers and facilities

A Adult One stop hospitals are rare but use hubs of
expertise

A Adults have different social lives careers, families,
alcohol, drugs, sex, pregnancy

A Responsible for own health and consequences
A Self directed management have advantages
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Ask 3 Questions NHS

Normally there will be choices to make about your healthcare.
Make sure you get answers to these three questions:”

AQUA “COD" NHS

Whof are my opﬁons? Advancing Quality Alliance Choice, thion’ Decision

\/ What are the pros and cons l Deliberation l

of each option for me?2

Prior Preferences === |nformed Preferences

How do | get support to V
help me make a decision

that is right for me?

Decision 2. @7 Good §
Talk Decision by

Decision Support
Brief - During
Long - External

http://www.advancingqualityalliance.nhs.uk/SDM/

Adapted from The Model for SDM by Elwyn, Thomson ef al and MAGIC Programme
Your healthcare professional needs you

to tell them what is important to you

Shared Decision Making

http://www.advancingqualityalliance.nhs.uk/SDM/
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Mitigation: Patient needs

A Patients are individuals so must their care be

A Allow young person to shape own needs

A Manage the risk of stopping ERT vs infusing at faster
rates.

A Managing drug holidays with safety nets- can stop but
may need more visits or give the red flags



A Individualise for
patient and condition

A Mental capacity will
significantly influence
process but should not
influence age
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Mitigation: Safety
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A Build a team of experts
A Numbers does create expertise

A Ensure safety measures in place like emergency
cards, tokens, patient held passports

A Empower patients to questions decisions or request
expert input
A Risk benefit becomes critical as risks tend to increase

with age due to disease progression and normal adult
risks
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ransition Passport

edical Information
Salford Royal INHS| +M
NHS Foundation Trust = Name: MRN- NHS No-
DOB: Diagnosis: Age at diagnosis:
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Biomarker Mutation: Enzyme:
(GAGs/Chito/GB3 eic)

Laboratory: Therapy: Age at therapy start:

Age at presentation: Symptoms at presentation:

Transition Passport
fo r M eta bo I iC Antibody status: Other current medication:
Patients

Have you ever experienced an infusion related reaction? If yes please describe
symptoms and nay course of treatment.

Major surgical events: Age: Event:

Version 3.0. Date: 16/08/2013
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What?
AA purposeful, planned process for adolescents
with chronic conditions as they move from child-
centred to adult orientated health care.

Why?

AReduce morbidity and mortality

Almproves vocational success
Who?

AYoung peopl e >11yrs with cl
How?

AReady Go programme
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The Ready Steady Go transition plan - Getting Ready

The medical and nursing team aim to support you as you grow up and help you
gradually develop the confidence and skills to take charge of your own healthcare,

Filling in this questionnaire will help the team create a programme to suit you.
Please answer all questions that are relevant to you and ask if you are unsure.

Name: Date:
Knowledge and skills Yes | Iwould llke | Comment
some extra
advicaethalp
with this
KNOWLEDGE

| can describe my condition

I know when to take my medications, names,
doses, how often, etc

| know who's who in the medical and nursing
team.

lunderstand the differences between paediatric
and adult health care

I know about resources that offer support for
young people with my condition
SELF ADVOCACY (speaking up for yourself)

| feel ready to start preparing to be seen alone
for part of the dlinic visit in the future

| ask my own questions in clinic
HEALTH AND LIFESTYLE

lunderstand it is important to exercise for my
general health and condition

I understand the risks of alcohol, drugs and
smoking to my health

| understand what appropriate eating means for
my general health

| am aware that my condition can affect how |
develop e.g. puberty

I know where and how | can access information
about sexual health




