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Transition 

“Transition is a planned and purposeful process 

that addresses the psychosocial and medical 

needs of adolescents and young adults with 

chronic physical and medical conditions as they 

move from child-oriented to adult oriented health-

care services” (Department of Health, 2006) 
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Peak in onset & burden of metal disorders at  

adolescence/young adulthood 
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Research on transition 

 Young people, parent/carers AND clinicians have bad experiences with transition from 

CAMHS to AMHS (Hovish, 2012; Paul et al., 2013; Paul et al., 2014)   

 

 Only few YP with a need for care get (the appropriate) mental health care, which 

affects long-term mental health outcomes (Offord et al., 1989; Kataoka et al., 2002; 

Davis, 2003; Giralomo, 2012) 

 

 Swaran Singh (2009) concluded: “Current service configuration of distinct Child and 

Adolescent Mental Health (CAMHS) and Adult Mental Health (AMHS) Services is 

considered the weakest link where the care pathway should be most robust.” 
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Research on transition 

 

 Recently more studies have investigated transition trajectories  

in relation to mental health: Leavey et al. (2019), Perera et al.  

(2017) and McNicholas et al. (2015) 

 One in four young people transition from CAMHS to AMHS 

 A similar proportion stays in CAMHS 

 Estimates of discontinued care despite ongoing needs: 30 – 84% 

 Predictors of transition have been identified 

(male gender, more internalizing problems, severe and enduring mental 

illnesses, not being in education or employment, psychotropic medication 

prescribed etc.) 

 

In Ireland, we know that transition is a problem :  

young people often end up having to pay for private help due to lack of AMHS 
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Research on transition in Ireland 
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Reasons for further research 

• What happens to young people who transition / 

do not transition to AMHS?  

• What are the ethical or legal aspects of 

transitional care? 

• Lack of adequately powered studies (RCTs) 

evaluating the effectiveness of transitional mental 

health care models 

• What is the real cost of transition? 

• Little or no work with a pan-European focus 

• Need for high quality research, informed by 

and involving young people who have experienced 

transition from CAMHS and research in different 

countries  

 

 



AIM: 

To understand and improve transition of 

care from Child (CAMHS) to Adult 

mental health services (AMHS) across 

different healthcare systems in Europe 



MILESTONE partners 



Themes covered by MILESTONE 

New 
transition 
related 
tools 

TRAM & TROM 

Current 
service 

provision 
and policy 

Ethical & 
legal 

aspects of 
transition 

Cohort 
study 

Trial of 
managed 
transition 

Using TRAM & 
TROM Training 

Economic 
evaluation 

New 
policy & 
training 

guidelines 

TRAM = Transition Readiness and Appropriateness Measure 

TROM = Transition Related Outcome Measure 
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Development of TRAM 

• Transition Readiness and  

 Appropriateness Measure 

 

Readiness to transition =  

  Functioning 

• Potential barriers & changes in YPs life 

 

Appropriateness to transition =  

  Need for ongoing care 

• Frequency & severity of symptoms,  

  impairment & risk (6 pathways) 
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“MILESTONE study” 

• Follow-up of YP 
reaching end of care 
at CAMHS 

• 24 months 

• YPs outcomes & 
experiences 

Prospective 
cohort study 

• Testing TRAM as part 
of ‘managed transition’ 

• Does clinical support & 
assessment tool 
improve YPs outcomes 
& experiences? 

 

Clinical trial 

• Effectiveness & cost-
effectiveness of 
managed transition 

Economic 
evaluation 



‘Managed transition’ 

‘Managed transition’  

• TRAM score summary report 

• YP, P/C & Cl views 

• Mental health & bio-psychosocial 

profile 

• Supports: tailoring of transition 

plan - goals for critical items 

• Communication 

  

• Involves YP and PCs in the planning of transition in a timely fashion  

• Tailors transition support to individual needs  

• Identifies barriers to smooth transition and act on these  

• Produces a succinct medical summary or profile of the service user  

• Improves information transfer and communication with adult providers  

      (NICE guidelines, 2016) 

  



MILESTONE study 

 



Eligibility criteria 

1. If age is within one year of 

reaching the CAMHS TB (in 

exceptional cases, not more 

than 3 months older than the 

TB)  

2. Has a mental disorder defined 

by DSM-IV-TR, DSM-5 or ICD 

10/11, or is under the regular 

care of CAMHS (if not yet 

diagnosed)  

3. Has an IQ ≥ 70 (ascertained 

by previous standardized 

assessment or diagnosed by 

clinician) or no indication of 

intellectual impairment 



MILESTONE study - schedule 

Inclusion 
Baseline 

(T1) 

Transition 
boundary 

• Intervention: 
Managed 
transition 

 

• Control: 
“Transition as 
usual” 

Assessment 
at T2 

Assessment 
at T3 

Assessment 
at T4 

24 months 

6 months 3 months 6 months 9 months 
Dec 

‘18 

Oct 

‘15 

Young people, parents/carers and clinicians completed interviews 

and questionnaires at all timepoints 

 



Learning from MILESTONE 
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Learning from MILESTONE: the challenges of delivering a 5-year study 

across different countries 

MILESTONE involved a longitudinal and a Randomised Control Trial  -  

posed particular demands re: 

 

1. Inclusion/exclusion criteria  

 

2. Site selection -  the same choice of sites not possible in every country  

 

3. Ethics approvals 

 

4. Young people involved over a lengthy period -  keeping in touch with those 

with transient lifestyles.... or changing mental health needs.... could be hard.  

Plus issues about ‘appropriateness’ 
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Country differences -  a lot to take account of 

Mental health 
service 

structures 

Different 
referral 

thresholds 

Cultural 
variations – 

e.g. diagnosis 

Availability 
of services 

Data 
sharing/ 
outcomes 

tools 
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Other considerations 

• Engaging busy clinicians -  always a challenge but especially so over a long 

time period 

 

• Large quantity of data -  time for cleaning, analysis 

 

• Relevance  of findings -  different countries have different interests, service 

priorities etc 

 

• Taking account of changes -  e.g. new initiatives, inquiries, policy and 

legislation 

 

• Maintaining the research team  -  changes of personnel to be expected! 

The research leading to these results has received funding from the European Community‘s  
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Discussion 



PPI:  

Patient & 

Public  

Involvement 



PPI in MILESTONE 

 

• Patient and public involvement (PPI) lead costed in as a PI, responsible for 

recruiting and supporting young people and parents/carers 

 

• Young people from the UK consulted from the very beginning during bid 

writing and development of the study methodology – ‘road-tested‘ the draft tools 

 

• Terms of reference (ToR) and one-year renewable sessional contracts for 

Young Project Advisors (YPAs) 

 

• 4 young people from across the UK recruited early 2015; 6 young people 

from Ireland and a group of around 8-10 parents and carers, joined the project 

in later years  

 



Why involve young people in research about mental health services? 

In the UK, strong policy background encouraging ‘service user’ involvement  - 

learning from ‘experts by experience’ helps to make sure that research is: 

 

• Relevant – considers the issues that are important to those using services 

(which may not always be obvious to professionals!) 

• Up-to-date – picks up on current or emerging issues  

• Not too burdensome – e.g. data gathering is sensitive to the needs and life 

commitments of research participants 

• Accessible - to those who might benefit from the findings/learning; e.g. avoids 

using clinical jargon, clear and precise outputs 

• Interactive – establishes and builds strong relationships between clinicians 

and patients/carers 



In MILESTONE,  young advisors..... 

Reviewed draft project tools to ensure language young-person 

appropriate; questions relevant; scoring understandable 

 

Designed project leaflets, postcards, thank you cards, newsletter and 

resources for the project website 

 

 Attended all key study meetings to review study progress and help think 

through any issues/problems 

 

Co-produced range of outputs for public engagement and dissemination 

events – short films, blogs, journal articles 

 

Reviewed findings, ran workshops, gave presentations and chaired 

events 

  

  

 

 



Examples… 



The benefits of PPI in research? 

For service 
users 

• Opportunity to share real life experience – a ‘voice’ 

• Sense of empowerment – being heard, confidence building 

• New transferable skills 

For 
researchers 

• Insights from an important/different perspective 

• Can help with recruitment, retention (new thinking on methods?) 

• A check on researcher assumptions 

For health 
practitioners 

• Research findings that are ‘grounded’ in experiences – more 
relevant, acceptable, effective and/or practical? 

• Supports collaborative approaches to solving problems 



Young people’s perspectives 

Why it’s important that young people are involved in research about MH 

services: 

 

“Involving those who use services is the only way services can truly 

reflect current needs….. involving YPs in research really connects up 

research and reality. The voice of lived experience is very powerful” 

 

“If participation in research didn’t exist, there would be no voice for young 

people, they would feel marginalised… Being involved in research relies 

on the willingness to learn and evolve heath care. But without this 

motivation, care would become stagnant or even deteriorate. It’s 

imperative to the parity of esteem cause and stigma surrounding mental 

health” 



Crossing the Canyon – film by the YPAs 

The research leading to these results has received funding from the European Community‘s  
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Young Project Advisor’s views:  

“I was interested in joining the advisors group as I am passionate about service 

development. I also feel my transition was messy and unjust so I wanted to 

highlight how easily things can go wrong if services aren’t integrated and 

equally how simple getting a good transition can be” 

 

“I wanted to take my bad experience and use it in the hope of improving things 

for other young people. There is something powerful in recovery about ‘giving 

back.’” 

 

“Trying to access MH services can be a difficult or daunting process and it’s 

important for young service users to know that people like them, who have 

experience of using these services, were involved in research as it… perhaps 

legitimises the results to the general public” 

 



What did the PPI in MILESTONE achieve? 

National awareness of the issue….. the MILESTONE YPAs: 

  

Articles published, e.g., in Lancet Psychiatry May 2015 

 

Input at a wide variety of conferences – in Ireland, Italy, Norway, London, 

Birmingham and Prague to name but a few! 

 

Invited to high level policy meetings about mental health and transition – e.g. 

met the UK Shadow Minister for Mental Health in 2016 and spoke to senior 

elected members of the Local Government Association 

 

Won MQ and National Institute for Health Research (NIHR) Service User 

Involvement in Research Award in 2016 

 

 

  

  



Views on impact 

• “It was wonderful to know that our opinions were important and validated…. 

It’s a great experience to get the chance to be involved (in MH research) and to 

see so many others working towards the same goal to make transition and 

services better for the future…” 

 

• “I got to apply learning from personal experience to a project that stands to 

help thousands of young people across Europe” 

 

• “Gave me so much confidence, confidence that I never had before in my 

abilities. It showed me that I am more than my diagnosis…. Overall, it helped 

me in my personal recovery”  

 

• “able to express my opinions in a safe environment…. Made friends and 

learned so much about research and ethics…” 



Key principles of MILESTONE‘s PPI 

Flexibility: 
sensitive to young 

people’s other 
commitments 

Maximised use of 
young people’s 

skills/ knowledge 

Created 
opportunities 

based on young 
people’s interests 

Plans regularly 
revised and 

updated 

All input 
acknowledged 



Key learning points 

Involving young people as advisors in MILESTONE definitely benefitted 

the study, in particular: 

The early role in testing and refining the study tools 

Later on, using creative methods and developing accessible outputs for 

dissemination (films, poetry, social media etc)  

 

Very important: 

Having a named person overseeing all PPI activities (to ensure 

opportunities shared, no one individual over-loaded etc) 

Having a sessional contract  with Warwick University and agreed rates of 

pay and hours gave the role of Young Project Advisors (YPAs) status and 

security within the project team 

 

But there were some challenges….. 



The challenges 

Being heard in a 
large research 

group 

• Dealing with 
different 
languages, 
cultures 

• Varying levels of 
co-production 
expertise 

• Time pressures – 
including YP’s 
other commitments 

Study topic highly 
sensitive 

• Could be 
triggering or 
painful 

• Need for careful 
planning, support 
and debriefing 

• Being sensitive to 
young people’s 
own health 
situation/history 

Logistics of 
international study 

• Travel, e.g. flights, 
delays potentially 
stressful 

• Ability/confidence 
of YPs to travel on 
their own (and 
minimising need 
for solo travel) 

• Expenses 



What would you do differently?  
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