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Topic Exploration Report 

Topic explorations are designed to provide a high-level briefing on new topics submitted for 

consideration by Health Technology Wales.  The main objectives of this report are to: 

1. Determine the quantity and quality of evidence available for a technology of interest. 

2. Identify any gaps in the evidence/ongoing evidence collection. 

3. Inform decisions on topics that warrant fuller assessment by Health Technology Wales. 

 

Topic exploration 
report number: 

TER279 

Topic: 
Interventions at the transition from children’s to adult services for people 
with long-term conditions  

Summary of findings: 

The transition between children’s and adult services is a critical period for 
people with long-term conditions and additional support during this period 
may lead to improved continuity of care and patient outcomes. The topic 
proposer highlighted that youth workers may be well positioned to provide 
support and also highlighted diabetes as an example of a condition that may 
benefit from intervention. NICE guidelines and recommendations from 
Welsh Government and NHS Wales recommend that there should be 
structured support during this period but it is unclear to what extent this 
happens in Wales. 

 

HTW identified a Cochrane review published in 2016 and three randomised 
trials that were published after the Cochrane review. Most studies focused 
on type 1 diabetes and for this condition, and it appears that interventions 
are effective in improving the frequency of contacts during the transition 
between children’s and adults’ services and in improving satisfaction and 
reducing health-related distress. However, it has not been demonstrated 
that this leads to changes in health service utilisation or clinical outcomes. 
Due to the limited evidence identified, it is not possible to draw conclusions 
on effectiveness for other conditions. 

 

No evidence on interventions or support during transition between services 
that was conducted in the United Kingdom was identified. The transition 
between children’s and adult services is likely to be different across settings 
and it is unclear how generalisable the findings from identified studies 
would be for Wales.  
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Introduction and aims 

The transition between children’s and adult services is a critical period for people with long-term 

conditions, but there is a risk of care being disrupted due to this change in provision and other 

important life events. Where there is continuity of care between services and the transition process 

is successful, it can facilitate long-term empowerment and self-management. However, if the 

transition process is not successful, there can be interruptions in treatment that may lead to 

negative health outcomes and increased healthcare utilisation and may present difficulties in 

establishing connections with health care providers into early adulthood. The usual timing for 

transfer between children’s and adults services is between 16 and 18 years of age but may vary 

according to a young person’s needs and available services. Interventions targeted at the transition 

between youth and adult services may help to ensure that transitions are managed effectively and 

youth workers may be well positioned to deliver these interventions. 

Health Technology Wales researchers searched for evidence on the effectiveness of interventions 

that target the transition between youth and adult services for people with long-term conditions. 

 

Evidence overview 

Guidelines 

National Institute of Health and Care Excellence (NICE) make recommendations for the transition 

from children’s to adult services for young people using health or social care services (NG43). The 

guideline recommends that transition planning should begin around age 13 or 14 and should be 

coordinated by a named worker. This could be a health professional, including their general 

practitioner, a youth work, or other professional involved in a person’s care. NICE recommends that 

the named worker proactively plan for the transition, help navigate services with a person-centred 

approach, and follow-up with the young person after transfer if they have not engaged with adults’ 

services or need additional support.  

Welsh Government has also published recommendations on transition and handover from children’s 

to adults’ services (Welsh Government, 2020) and for diabetes specifically, there is an All-Wales 

Standard for People with Diabetes Moving from Paediatric to Adult Services (NHS Wales, 2017). Both 

make similar recommendations to the NICE guidelines and highlight that a transition and handover 

plan should be co-produced between the young person, their carers, and professionals. The timing 

suggested by Welsh Government is that plans should be in place around the ages of 13 and 14 and 

should be reviewed ahead of the young person’s 16th birthday, the age at which they become able 

to make their own decisions about healthcare. The topic proposer provided case studies of how 

initiatives that follow this approach have been implemented in Wales but it is not clear to what 

extent this is standard practice across conditions and local health boards. 

Secondary evidence 

We identified one relevant Cochrane review (Campbell et al. 2016), which aimed to evaluate the 

effectiveness of interventions designed to improve transition of care from children’s to adult health 

services for ongoing long-term conditions that require ongoing clinical care. Four randomised 

controlled trials were identified that evaluated a transition preparation workshop for spina bifida, 

nurse-led one to one support with a health passport for heart disease, a web and SMS reminder 

intervention for a range of conditions, and a structured programme with transition co-ordinator for 

type 1 diabetes.  

The review suggests that these interventions may be associated with improvements in the patients’ 

knowledge of their conditions and improvements in self-efficacy and confidence, but do not appear 
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to impact on health service utilisation or improve clinical outcomes during this period. However, 

the trials relied on limited sample sizes and short follow-up periods mean that there is a high level 

of uncertainty, particularly about longer term outcomes. The review concluded that further 

research into this area is needed to draw firmer conclusions. 

Individual studies 

We identified two randomised controlled trials and one non-randomised trial that have been 

published since the Cochrane review (Butalia et al. 2021; Spaic et al. 2019; White et al. 2017). All 

three studies focussed on care transition for people with diabetes.  

The most recent randomised controlled trial assigned 205 participants from three paediatric care 

centres in Ontario, Canada to either a transition programme with a dedicated transition coordinator 

or standard care (Spaic et al. 2019). The trial reports that at 12-month follow-up clinic attendance 

was higher for participants in the transition programme group compared to the standard care group 

(4.1 versus 3.6 visits, p = 0.002), and there was also greater satisfaction with care (mean score 29.0 

versus 27.9, p = 0.032) and less diabetes-related distress (mean score 1.9 versus 2.1, p = 0.049). 

However, differences were not found on mean HbA1C or the proportion of participants who had no 

visits to adult clinics.  

A further study randomised 120 participants from several centres in Australia to an appointment 

manager or standard care (White et al. 2017). The study found that the number of clinic visits did 

not differ between the study groups in the first 12 months. However, in the 12- to 24-month follow-

up period, participants in the appointment manager group had higher clinic attendance (mean, 2.5 

versus 1.4, p = 0.009) and lower disengagement from services (6% versus 18%, p = 0.001) than 

participants receiving standard care. 

The most recent study identified was based in paediatric health centres in Alberta, Canada. It was 

non-randomised and participants received either support from a transition coordinator based on a 

telehealth model or standard care (Butalia et al. 2021). They recruited 203 participants and found 

that one year after transfer, fewer participants in the transition coordinator group did not attend 

an outpatient diabetes appointment compared those who received usual care. (11.9% versus 47.1%, 

p <0.01). There were no differences in glycaemic control or diabetic ketoacidosis post transfer. The 

full text of this study was not available for review and it is unclear how participants were assigned 

to the intervention and control arm. 

Ongoing research 

We identified two ongoing randomised controlled trials for type 1 diabetes and congenital heart 

disease based on the STEPSTONES intervention which are planned for completion in 2021 (Acuna 

Mora et al. 2017) and 2024 (Brorsson et al. 2020). Both trials aim to follow participants over a 2-

year period and include a range of outcomes relating to empowerment, patient education, and 

quality of life, and disease-specific outcomes (e.g. number of severe hypoglycaemic events). 

 

Areas of uncertainty 

HTW used a range of terms to try and identify studies from different long-term conditions. However, 

the wide-ranging nature of the topic may mean that other reviews or randomised controlled trials 

from conditions other than diabetes were not identified. Similarly, due to the breadth of the topic, 

we focused on secondary evidence and randomised controlled trials and there may be other high 

quality quasi-experimental studies that have not been identified. 
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The majority of identified studies relate to type 1 diabetes and there was limited evidence on 

effectiveness for other conditions. For type 1 diabetes, it appears that interventions are effective in 

improving the frequency of contacts during the transition between children’s and adult services and 

in improving satisfaction and reducing health-related distress. However, it has not been demonstrated 

that this leads to changes in health service utilisation or clinical outcomes. This may be due to an 

absence in effect, or effectiveness on these outcomes not being evident during the follow-up periods, 

or sample sizes used in identified studies being insufficient to detect a meaningful difference in these 

outcomes. 

There is likely to be a high level of variation between pathways from children’s to adult services 

across settings and a more in-depth review would be needed to determine whether the findings of 

the study presented here are generalisable to health services in Wales. 
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