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What is transition?

Paediatric | Adult

16 years
I

Young adult
18-30 years

I
| Young adult > parent/guardian
|

Transition
16-25 years

Parent/Guardian = Adolescent

|
Pre-transition |
12-16 years |
|
|

Parent/guardian > pre-teen

Young Healthcare Long-term
person system relationship

Joshi, etal.2017.J Hep



Barriers to successful transition

TABLE 1 Barriers to successful transition of young adults.

I Patient factorsl
® Poor knowledge of their condition
o Negative attitudes towards adult services
e Poor adherence
e Poor knowledge of health care services/structure
¢ Reluctance to transfer to adult services

Carer(s)/parent(s) factors

o Over-dependence on paediatric providers

¢ [nadequate sharing of responsibilities with the AYP

* - |nadequate encouragement of independent behaviours

I Health care Erovider factors I

e Poor communication between paediatric and adult teams

e Poor coordination of care

e Reluctance of paediatric providers to transfer

e [nexperience in treating childhood disorders by adult provider
e [ack of funding

o |ack of support services that is psychological or social support

Joshi, et al. 2024. AP&T



Understand adolescence

Adolescence is an important

time for brain development.

Although the brain stops growing In size by early adolescence,
the teen years are all about fine-tuning how the braln works.
The brain finishes developing and maturing In the mid-to-late
20s. The part of the braln behind the forehead, called the
prefrontal cortex, Is one of the last parts to mature. This area
Is responsible for skilis like planning, prioritizing, and making
good declslons.

5 Most teens do not get enough sleep.

Research shows that the sleep hormone melatonin works
differently In teens than In children and adults. In adolescence,
melatonin levels stay high later at night and drop later In the
morning, which may explain why teens may stay up late and
struggle with waking up early. Many teens do not get enough
sleep, making It harder to pay attention, control Impulses, and
do well at school. Getting good sleep at night can help support
mental health.

Brain development is related to social
experiences during adolescence. x

Changes to the areas of the braln responsible for soclal processes can
lead teens to focus more on peer relationships and soclal experiences. *,
The emphasls on peer relationships, along with ongoing prefrontal
cortex development, might lead teens to take more risks because the
soclal benefits outweigh the possible consequences of a decision.
These risks could be negative or dangerous, or they could be positive,
such as talking to a new classmate or Joining a new club or sport.

Mental ilinesses may begin to appear
during adolescence.

Ongolng changes In the brain, along with physlical, emotional, and
soclal changes, can make teens more llkely to experlence mental
health problems. The fact that all these changes happen at one

time may explain why many mental llinesses—such as schizophrenla,
anxlety, depression, bipolar disorder, and eating disorders—emerge
during adolescence.

The teen brain is ready to learn
and adapt.

7 The teen brain is resilient.

Despite the stresses and challenges that come with ’

adolescence, most teens go on to become healthy aduits. h

Some changes In the braln during this critical phase of l
)

The teen brain has an amazing abllity to adapt and respond to
new experiences and sltuations. Taking challenging classes,
exerclsing, and engaging In creative activities like art or music
can strengthen brain circults and help the braln mature.

development actually help support resilience and mental health
over the long term.

4 Teen brains may respond differently to stress.

Because the teen brain Is still developing, teens may respond to stress
differently than adults. This could Increase teens’ chances of developing
stress-related mental llinesses such as anxlety and depression.
Recognizing possible triggers and practicing effectlve coping techniques
can help teens deal with stress. More Information on managing stress Is
avallable at www.nimh.nlh.gov/stress.

https://www.nimh.nih.gov/



YOUNG PEOPLE IN TRANSITION FROM CHILDHO0D TO ADULTHOOD

Understand your patient and individualise

YOUNG PEOPLE IN TRANSITION FROM PAEDIATRIC TO APULT CARE
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Challenges for patients

Adherence

/ N

Carer/parent

Mental health
role

Young adult
roles & self-
management

Substance
abuse

Sexual health
& fertility
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Health

What is nitrous oxide and why is it Parliamentary Bills

Caffeine pouch craze: A teenage being banned?
trend troubling some experts o

UK Parlioment > Business » Legislation > Parliomentary Bills > Tobacco and Vapes Bill

Tobacco and Vapes Bill

Government Bill

originated in the House of Commons, Session 2024-25

Last updated: 31 July 2025 at 13:28

New marketing modalities and public health responses

Children in Europe are regularly exposed to marketing
that promotes ultra-processed foods and high-energy
drinks, which are rich in saturated fats, trans-fatty acids,
added sugar (ie, refined sugars such as sucrose and

GETTY IMAGES |

Guidance

Restricting advertising of less healthy

Generation K: The
disturbing rise of
ketamine abuse
among young people

food or drink on TV and online: products
in scope

Updated 4 June 2025

Health

25 February 2025

Energy drinks to be banned for www.bbc.co.uk

under-16s in England www.gov.uk
bills.parliament.uk

Karlsen, et al. 2022. Lancet




Parameters Sample questions

Addressing challenges - oo

Who at home knows about your condition?
Do you have any concerns about your housing?

E—Education, Does your condition affect you at school?
Eating & How often do you miss school because of your condition?
Education How does your condition affect your diet and appetite?
Does your condition affect how your body looks? In what way?
Are you working?

A—Activities Does your condition get in the way of participating in activities that your
5 o c Self' and Affect friends do?
I n d (AVA d ua l.| Sed mana ge me nt Do you have any friends or talk to people who have similar health/disability
g issues?
a nd mUlt|' Stl’ategles Do you use the internet/social media to connect with other young adults with
d |SC | p l| na ry similar health conditions or learn about your condition?

Shou ld be Does your condition affect your sleep?

a pproach Does your condition affect your sleep?
d eve lO p e d Does your condition make you angry, sad, anxious?

Have you ever had suicidal thoughts or tried to hurt yourself?

History of past suicide attempts, depression, psychological counselling?
History of suicide attempts in family or peers?

Suicidal ideation (including significant current and past losses)?

D—Drugs Do you ever smoke, drink alcohol or use street drugs?
Do you ever use alcohol, street drugs to treat your symptoms?
What medications do you take and what are they for?

. What are the doses?
Carer/ arent Read|neSS Of Who is in charge of your medications?
p t f t Do you renew your prescription(s)?
ransfer no o o pre
at happens if you miss a dose?
enCOuraged to Whatd like and dislike ab dications?
o based Solely at do you like and dislike about your medications?
pa I‘tl Cl pate S—Sexuality, Are you sexually active?
on age Suicide Do you use contraception?
Have there been any side effects of your treatment/condition on your sexual
health?

Have you ever had suicidal thoughts or tried to hurt yourself?

History of past suicide attempts, depression, psychological counselling?
History of suicide attempts in family or peers?

Suicidal ideation (including significant current and past losses)?

Joshi, et al. 2024. AP&T



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 STEROIDS

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

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

Yes No
| take my medication more frequently in the run up to clinic 39.8% 61.2%
appointments
| have a routine for taking my medication 76.5% 23.5%
Sometimes | forget to take my medication 58.6% 41.4%
| find it harder to take my medication when my routine changes 37.5% 62.5%
(e.g. weekends, holidays)
Sometimes, | remember my medication, but | choose not to take it 13.3% 86.7%
There can be good things about not taking my medication 6.3% 93.7%

 Age at diagnhosis: <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).

Day, et al. 2023. Paed Transpl



Changing phenotype

Non-response to immunosuppression *

Fibrostenotic biliary disease
Periductal fibrosis *
tALP/GGT values *

Clinical implications:

e \Withdrawal of
Immunosuppression

e MRCP surveillance

* Prognosis

e |IBD surveillance

* tALT/AST/IgG values
» Immune-mediated hepatitis
» Elevated IgG values/liver autoantibodies

» Biochemical response to immunosuppression

Immune-mediated hepatitis Mixed hepatitis/biliary inflammation Multi-focal biliary structures

Colonic
inflammation

Normal
colon

Childhood Adolescence Young adulthood Adulthood

Ricciuto, et al. 2023. J Hep



Liver services

Large liver unit

Hepatology care in England | o

3 National Paediatric Hepatology centres

* Birmingham
e King’s
* Leeds

Williams, et al. 2017. Lancet



e Travel to
appointments, scans
and bloods

e Not known at local
hospital

e Moving around
country for
work/education

Challenges in delivering care

Transition centre

¢ Engagement of
patients

e Co-ordinating care
and results of
investigations

e Communication with
multiple providers

* Increasing number of
patients

Non-transition

centre

e | ack of experience
with conditions

e Limited resources

e No formal support
from transition
centres




Patient population

Diagnosed with a paediatric liver

disease in childhood Likely to be known

to Paediatric
Hepatology and a
Transition Service

Diagnosed with a liver disease that

affects children and adults in childhood

May not be known
—1 to a Transition
Service

Diagnosed with liver disease as a young
adult




Online questionnaire 2024-25

* Replies from 73 hospital across the UK NHSRegion | Number
. Coverage from: 4
14
* England, Wales, Scotland and ‘Midlands 6
Northern Ireland 14
* DGH, Teaching Hospitals and 3
Transplant Centres South East | 13
7
2
Scotand 8
2




Transition Clinic (n=22, 30%)

Frequency of clinic

Weekly

2-4 weekly
1-3 monthly
Adhoc

No clinic

1 (1%)
4 (5%)
7 (10%)

10 (14%)

51 (70%)

Regular members of Liver

Transition service

Adult Hepatology

Adult Gastroenterology
Paediatric Hepatology
Paediatric Gastroenterology
Adult CNS

Paediatric CNS
Youth/Social Worker
Clinical Psychologist

Pharmacist

21 (95%)
0
17 (77%)
7 (32%)
12 (55%)
13 (59%)
4 (18%)
3 (14%)
2 (9%)



Without Transition clinic (=51, 70%)

* Estimated they were seeing young adults:

Weekly 8 (16%)
Monthly 23 (45%)
Rarely 20 (39%)
Never 0

* Who is seeing patients:

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%)

UK guideline on the transition and management of childhood
liver diseases in adulthood

10 | FUTURE DIRECTIONS AND RESEARCH

» Development of a UK network of liver transition services to facl-

itate prompt transfer of patients between institutions when mow-

ing for higher education/work.

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

e |dentify 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.

e 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.

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