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Our aim for transition; 

 

 

“to improve effectiveness around transition from paediatric 

to adult services; ensuring that this transition is smooth, 

safe and satisfying for the young person and also their 

carers” 

 



Ben – Sacral Dysgenesis 

• Limited mobility 

• Urinary & Faecal Incontinance 

• Suprapubic Catheter 

• Chronic Renal Failure 

• Hypertension 

• Cardiomyopathy 

• Epilepsy 

• Autism & Learning difficulties 

 



Professionals Involved 

• General Paediatrician 

• Orthopaedics 

• Paediatric Nephrology 

• Paediatric Cardiology 

• Community Paediatrician – Communication 

• Paediatric Urology 

• Kite team – Specialist nurses  

• GP 

 



READY, STEADY, GO ....HELLO 



Why is it so important to get 

transition right? 

• Support independent use of health care and progression 

into further education/employment 

• Promote the continuation of treatment so moves forward 

into adulthood as healthy as possible  

• Prevent condition complications occurring into adulthood 

• Support proactive/preventative care around late effects 

of previous treatments 

• Not forgetting Making Every Contact Count & todays 

young people are the parents of tomorrow 

 



Cochrane Review 

 

 

 

 

• Quantative evidence for Transition 

• 17,208 citations 

• retrieved 67 papers 

• 3  deemed suitable - 1 from Canada & 2 from the USA. 



Evidence Base for Good Transition 



 What a difference a year makes ? 

 

• East Midlands Virtual Transitions Network 

• East Midlands Best Practice Guidelines 

• Medical Director Scoping Exercise 

• Engagement of Adult Clinicians in Transition 

• Initiating GP involvement in Transition - Questionnaire 

• Benchmarking 



Building blocks for successful 

transition 



Medical Director – Transition Leads 



Role of Primary care / GP in 

transition  

 

•More children with serious illnesses and disabilities are 

surviving in to adulthood  

•GPs might be the only constant professionals in the young 

person’s life  

•GPs have knowledge and trust of the family  

•GPs tend to be less involved in the paediatrics stage and 

more in the adult stage  

 



GP survey Question 1 : 
 Is Transition important?  



GP survey Question 2 : Does Primary care 
have an important role ? YES  



GP survey Question 3 : Are you (GP) 
involved appropriately?  



GP survey Question 4a : Do you have a GP 
Transition lead in practice?  



GP survey Question 4b : If no practice 
lead, do you see the benefit in having 
one?  



GP survey Question 5 : How do 

you feel you can best be 

engaged in Transition?   

• "Have access to timely detailed information from 

secondary care of the transition process“  

• "More communication between the sectors“  

• "Sorry, I'm sure it's important, but it's not high enough up 

my priority list to get involved with"  

• "not sure“  

• "perhaps asking the child to see their GP whilst going 

through the transition  

 



GP Survey - Summary 
 

GPs feel :  
• Transition is important  

• Primary care has an important role in transition  

• GPs do not feel appropriately involved in transition 

process  

• Majority of GPs do not have a transition lead in practice, 

but see the benefit in having one (? if they were more 

involved )  

 



Assessing Progress Made 



Young people’s comments 

‘Preparation is 
key’ 

Give “enough time 
to start thinking 

about it” and 
‘prepare mentally’. 

‘Crossover’ period 
– see new doctors 

and the ‘old’ 
doctors are there 

as well. 

It’s individual 

“…different for 
different 
people”. 

‘Right time’ to 
move is different 

Parents also need 
preparation 

Gently phasing 
out the parents  

- But “you just have 
to go through it 

with them 
(parents) anyway” 

afterwards.  

Worry about 
being on adult 

wards as inpatient  

“I’m quite scared 
of what’s 

waiting for me” 

Want to see 
inpatient area 

beforehand 



Young people’s comments… 

Treating me as an 
individual 

Talking to me, 
not my 
parents Being treated 

‘like a 
teenager’ – 
not a child, not 
an adult, this 
involved: 

Having 
letters 

addressed 
to me 

Listening 
to me 

Explaining things 
in a way I can 
understand 



Parent’s comments 
 

“A kind of ‘beam me up 
Scotty’ transition rather 

than ‘you’re being 
prepared’ transition” 

“as a Mum it’s 
absolutely terrifying to 
have to let go and to 

trust that X 
understands her 

conditions so well that 
I don’t have to 

worry…” 

Importance of 
preparation  
- for young person 
and parent 

Needs to start early 
– lots of discussion 
about age 

“I sort of assumed 
that, I don’t know, I 

mean, that if you 
needed to be there 

you’d be allowed 
to be there” 

“Do you know, 
until it was 

mentioned it 
never even 

crossed my mind 
that we’d be 

moving” 

Need to stage 
learning, self 
management, 
taking charge 
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About benchmarking… 

• A benchmark is a standard that services can measure 

themselves against to see how they are doing and where 

they could improve.  

• Provides a structured form of networking - share and 

compare best practice, action planning and 

implementation. 

• The Department of Health has already published several 

benchmarks on different topics: 

https://www.gov.uk/government/publications/essence-of-

care-2010. 

• Structure: factor heading, statement of best and poor 

practice, indicators (examples) of best practice. 
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Benchmark development 

From the data, the researchers 
pulled out the factors that would 
support achieving the outcome 
statement and listed indicators of 
best practice. 

Sent out to young people and 
parents to reduce factors and add 
any other indicators. 

• Identify the factors that would 
support achieving the outcome 
statement.  

• List indicators of best practice. 

Benchmark refined following young 
people’s/parents suggestions. 

Sent out to young people/parents to Identify 
best practice and worst practice.  

 

• Identify best practice 
and poor practice 
(following the format 
of the ‘Essence of 
Care’ benchmarks).  

Benchmark refined. 

Sent out to the stakeholders and 
professionals who took part in 
focus groups and to parents/young 
people for comment. 

•Consultation 
and review. 

Outcome statement: Young 
people and their 
parents/carers will 
experience timely and 
effective transition. 



Factors: 

Factor 1: Moving to manage a health condition as an adult. 

Factor 2: Support for gradual transition. 

Factor 3: Co-ordinated child and adult teams. 

Factor 4: Services ‘young people friendly’. 

Factor 5: Written documentation.  

Factor 6: Parents. 

Factor 7: Assessment of ‘readiness’. 

Factor 8: Involvement of the GP. 



Factor 1: Moving to manage a 

health condition as an adult. 

 

• Best practice: Young people are offered advice 

and information in a clear and concise manner 

about how to manage their health condition as an 

adult. 

• Poor practice: No information or advice offered 

to  young people about how to manage their 

health condition. 

 



Indicators of best practice 

for factor 1 

 
a. Health professionals have good interpersonal and 

communication skills, good knowledge of the young person’s 
condition and the ability to signpost appropriately. 

b. Ensure the young person understands their health condition 
(including information about their treatment when they were 
younger and how it may affect them now and in the future). 

c. Information on life as an adult with their health condition is given 
in an appropriate format. 

d. Information about their treatments and medications is given in an 
appropriate format. 

e. Information on how to order, collect prescriptions and book, 
rearrange and cancel appointments is given in an appropriate 
format. 

f. ‘Lifestyle’ advice is given (e.g. about healthy diet, alcohol, 
smoking, recreational drugs, exercise, sexual health, staying 
well). 

 



Factor 6: Parents. 

 

• Best practice: Parents are included in the 

transition process gradually transferring 

responsibility for health to the young person. 

• Poor practice: Parents have no involvement in 

the young person’s transition. 

 



Factor 6: Parents. 



                    Transition 

The Dark Side 



For further information; 

• Simon Hardcastle Clinical Lead for Transition – 

simon.hardcastle@nhs.net 

 

• Dr Nigel Ruggins Clinical Lead for Transition – 

nigel.ruggins@nhs.net 

 

• Joanne Harrison Quality Improvement Lead – 

joanne.harrison@nhs.net 
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