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Sickle Cell
Bridging the gap: The Charter ™™
for optimal transitions from
paediatric to adult care in sickle

cell disease

The transition from paediatric to adult care

Sickle cell disease is a life-threatening inherited blood condition.' It is the most common genetic disorder in the UK and France,
despite being a rare disease!? The number of people living with sickle cell disease is steadily rising due to advances in newborn
screening, preventative measures and disease modifying therapies improving survival.2 As a result, more people living with
sickle cell disease will move from paediatric care to adult care - a process known as a transfer.®

Alongside the transfer, young people with rare conditions such as sickle cell disease
undergo a transition from paediatric to adult care - a critical period defined as the;

“Purposeful, gradual, planned process of transferring a young
person’s healthcare from a child-centred to an adult orientated care
setting that comprehensively addresses the medical, psychosocial,
educational and vocational needs of that young person.”*

While people with sickle cell disease are living for longer, the number of deaths occurring in young people aged 18 to 26 is rising,
coinciding with the transition period. Poor transitions can lead to long-term health complications, poor quality of life and increased
risk of mortality.>6

Across Europe, young people’s transition experiences vary. While some countries have well-established
protocols and specialised programmes, others lack formal plans.! Even in countries with national policies,
implementation and quality are not guaranteed.”’
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Some countries, like the UK,? Others, like France™? and Germany,” Italy, Portugal, Greece and Sweden
Spain®and Ireland,® have specific incorporate transition into existing have no formal policies or guidelines.
guidelines for transition. chronic disease or other health policies.
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Making the optimal transition from paediatric Sickle Cell

to adult care a reality Transitions
Policy Lab

An optimal transition should ensure that young people experience a seamless, coordinated and

compassionate healthcare journey that enhances both their physical and mental well-being#

.— Pre-transition s
= . <. Holistic care
preparations
= Conduct regular transition readiness « Provide mental health support
= Setting the assessments, beginning atleast 2 years « Ensure connectivity across social care, Continuous
right foundations B iR P education and employment \®  support
= Provide ongoing and tailored education « Direct people with SCD to patient
« Educate young people and their families and/or and resources for young people and their advocacy groups that can offer = Confirm the date and attendance at the first
carers on SCD and its management including families and/or carers on the transition additional support adult consultation
self-management based on their readiness assessment - Solicit feedback from young people on their
= Promote SCD education and cultural + Develop and regularly update a portable experience at set intervals

= Communicate with the adult service to confirm
that the transfer has been completed

and in schools = Ensure connectivity across multidisciplinary

= Implement clear policies and guidelines teams both for the adult care team and - Ensure ongoing partnership between paediatric
developed with input from paediatric and adult across the paediatric and adult care teams and adult specialist teams
clinicians, young people, parents and carers
. ) . o ° s = Ensure continuous holistic support in adult care
- Establish processes for identifying young S / » =
people of transition age and tracking their Stages occur simultaneously
progress

= Appoint transition navigators to support young

people through the transition process e
> H 0 —=(nps 5 O
P W

Point of transfer
to adult care

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
competency among healthcare professionals care plan !
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

----——— Tostart at least two years before the point of transfer

K i Parents and/or carers Person with SCD i,, Paediatric healthcare team Adult healthcare team il Healthcare system

All young peopile living with sickle cell disease deserve to experience a smooth, person-centred transition. Health
systems, regardless of geographical location, should be well-equipped to provide a transition that is tailored to each
individual’s needs.

Robust policies at the EU and national levels should support an optimal transition from paediatric to adult care for
people living with sickle cell disease and:

1. Recognise sickle cell disease transition within wider rare or chronic disease policies, ensuring that policies
and guidelines are developed with input from young people and their families and/or carers.

2. Mandate early, tailored and holistic transition planning, starting at least two years before the transfer to adult
care, supported by dedicated funding and resources.

3. Embed evidence-based best practice to support healthcare teams, ensuring clear, consistent and high-quality
care across Europe.

A full list of recommendations can be found in the Charter for optimal transitions from paediatric to adult care in sickle cell disease.
Please scan the QR code below to access the Charter and its recommendations.

How the Charter and components of the optimal transition were developed

This Charter has been developed to support people with sickle cell disease across Europe making the transition between Read the Charter to
paediatric and adult care. It represents the collective work of the Sickle Cell Transition Policy Lab, a multidisciplinary group understand how to make an
of 18 experts from across Europe and the Lived Experience Council, a group of 21 patient and patient representatives from optimal transition a reality.
across Europe.

Novo Nordisk and Pfizer commissioned and funded the production of this Charter. The Charter has been developed by
the members of the Sickle Cell Transitions Policy Lab and Lived Experience Council, with support from MHP Group acting
as Secretariat. The companies provided no direction on the recommendations made by the authors within the Charter.
The companies did not provide substantive input to the Charter language; however, both companies have reviewed the
Charter for factual accuracy and to ensure compliance with all relevant industry codes of practice, including those of the
EFPIA and ABPI.
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