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Barriers to successful transition
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Challenges for patients
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Addressing challenges
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Specific considerations for patients with 
autoimmune liver disease

Adherence to immunosuppression

Use of MMF in women

Changing phenotype of disease

Need for liver transplant in early adulthood

First diagnosis in 16-25 age

IBD management



Self reported adherence
156 young people (aged 16–25 years) completed the Liver Self-Management Questionnaire

128 taking medications also completed a service-designed questionnaire regarding 
adherence

Day, et al. 2023. Paed Transpl

• Age at diagnosis: <12 years (n = 63, 96%), rated their overall adherence as greater than 
≥12 years (n = 65, 90%, p < .001).

• Aetiology: Liver transplant recipients self-reported higher adherence (93%), compared 
to CLD (85%) and AILD (77%, p < .001).

STEROIDS



Changing phenotype

Ricciuto, et al. 2023. J Hep

Clinical implications:

• Withdrawal of 
immunosuppression

• MRCP surveillance
• Prognosis
• IBD surveillance



Hepatology care in England

3 National Paediatric Hepatology centres

• Birmingham 
• King’s
• Leeds

Williams, et al. 2017. Lancet



Challenges in delivering care

Patients 

• Travel to 
appointments, scans 
and bloods

• Not known at local 
hospital

• Moving around 
country for 
work/education

Transition centre

• Engagement of 
patients

• Co-ordinating care 
and results of 
investigations

• Communication with 
multiple providers

• Increasing number of 
patients

Non-transition 
centre

• Lack of experience 
with conditions

• Limited resources
• No formal support 

from transition 
centres



Patient population

Diagnosed with a paediatric liver 
disease in childhood 

Diagnosed with a liver disease that 
affects children and adults in childhood 

Diagnosed with liver disease as a young 
adult

Likely to be known 
to Paediatric 

Hepatology and a 
Transition Service

May not be known 
to a Transition 

Service



Online questionnaire 2024-25

• Replies from 73 hospital across the UK
• Coverage from:

• England, Wales, Scotland and 
Northern Ireland

• DGH, Teaching Hospitals and 
Transplant Centres

NHS Region Number
East of England 4
London 14
Midlands 6
North East & Yorkshire 14
North West 3
South East 13
South West 7
Northern Ireland 2
Scotland 8
Wales 2



Transition Clinic (n=22, 30%)

Frequency of clinic

Weekly 1 (1%)

2-4 weekly 4 (5%)

1-3 monthly 7 (10%)

Adhoc 10 (14%)

No clinic 51 (70%)

Adult Hepatology 21 (95%)

Adult Gastroenterology 0

Paediatric Hepatology 17 (77%)

Paediatric Gastroenterology 7 (32%)

Adult CNS 12 (55%)

Paediatric CNS 13 (59%)

Youth/Social Worker 4 (18%)

Clinical Psychologist 3 (14%)

Pharmacist 2 (9%)

Regular members of Liver 
Transition service



Without Transition clinic (n=51, 70%)

• Estimated they were seeing young adults:

• Who is seeing patients:

Weekly 8 (16%)

Monthly 23 (45%)

Rarely 20 (39%)

Never 0

Hepatologist with specialist interest 1 (2%)

Shared between Hepatologist(s) 37 (73%)

Any clinic (including Gastroenterologist) 12 (24%)

Not applicable 1 (2%)



Current referral pathway for transfer of YAL?

With Transition Clinic
• 8/22 (36%)

Without Transition Clinic
• 4/51(8%)

Joshi, et al. 2024. AP&T



Hospitals without Transition Clinic would find useful

Hepatology CNS 27 (53%)

Youth/Social Worker 25 (49%)

Clinical Psychologist 27 (53%)

Ad-hoc MDM 26 (51%)

Regular MDM 12 (24%)

Outreach Clinic 13 (25%)

Virtual Clinic 13 (25%)

Agreed referral pathways 34 (67%)

Shared care agreements 23 (45%)

Patient peer support 25 (49%)

Educational events 24 (47%)



Current situation

The model of delivering care for YAL patients has not progressed to match the 
increasing number of patients coming through paediatric services and patient 
wishes

Clinicians in non-transition centres are seeing YAL patients currently, however 
do not always have the experience and infrastructure in place to deliver high 
quality care

There may be experienced clinicians in non-transition centres who would be 
able to see YAL patients if there were clear pathways and adequate support 
available from transition centres if needed.



Meeting endorsed by BSG and BASL
Objectives
• Identify Adult Hepatologists with an interest in management of YAL across the UK and use this 

information to develop regional networks based on existing referral pathways, harnessing current 
infrastructure and governance frameworks.

• Define minimum information to be included on shared care documents to be used with Primary 
and Secondary care providers and generate a template which can be used across all hospitals.

• Develop approved educational resources on childhood liver diseases for Adult Hepatologists.
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