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ABSTRACT 
Background
Increasing numbers of young people are living with long-term health conditions 
and there is evidence that they experience poorer psycho-social and educational 
outcomes than their healthy peers. The years between 11 and 25 can be a time of 
sub-optimal self-management, service disengagement and deteriorating health 
outcomes. However, services can struggle to provide appropriate support to 
ameliorate this situation. In the UK, youth workers have been introduced into 
healthcare and other settings to improve the support of young people with long-
term health conditions but there is a lack of information about these services and 
their role with this group of young people. This study aimed to address this 
knowledge gap by describing the characteristics of youth work services targeted 
at young people with long-term physical and/or mental health conditions. 

Methods
Data about service characteristics were collected using a cross-sectional, online 
survey distributed via key organisations, networks and social media. This was 
supplemented by online searching to identify additional services. The data were 
analysed descriptively using SPSS.

Results
In total, 188 services met the eligibility criteria and were included in the analysis. 
There appears to be considerable variation in services in terms of their 
organisation, funding, size, and the specific groups of young people they support. 
Most services were targeted at young people who experience a physical health 
condition with far fewer targeted at young people who experience mental health 
difficulties. A small number of youth work services worked across physical and 
mental health services. Youth worker roles included emotional support, self-
management support, service transition support, and advocacy. Services worked 
in a range of settings including hospitals, communities and schools/colleges.  

Conclusion
This study contributes to knowledge by describing the characteristics of youth 
work services for young people with long-term physical and/or mental health 
conditions. Further research is now needed to understand how these services (and 
their characteristics) influence young people’s engagement and wellbeing and 
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how youth work services work with the multi-disciplinary team and wider service 
system. 

Keywords (3-10)
Service mapping, children, young people, long-term health conditions, mental 
health, youth work. 
INTRODUCTION
The number of young people with a long-term health condition is growing1-3 and 
the increasing numbers of young people experiencing mental health difficulties is 
a major public health concern nationally and internationally4,5. Approximately 23% 
of 11–15-year-olds and 34% of 16-24 years olds in the United Kingdom (UK) have 
a long-term physical or mental health condition6 and reports suggest that at least 
25% of young people with a physical long-term health condition also experience 
mental health problems7.  Consequently, there has been a significant increase in 
the demand for mental health services, with referrals to Child and Adolescent 
Mental Health Services (CAMHS) tripling between 2016 and 20248. However, 
services have not kept pace with this increasing demand, and many young people 
face long waits to access mental health services8,9. Improving young people’s 
access to mental health services has been a government policy goal for over 
decade10-16, with a range of initiatives being introduced to expand access to 
support. These include the development of Mental Health Support Teams in 
schools/colleges; the introduction of waiting time standards; increases in the 
mental health workforce and the development of multi-disciplinary, open-access 
services (for example, Young Futures Hubs; Early Support Hubs; Youth 
Information, Advice and Counselling Services (YIACS))10-16. However, the increased 
demand for mental health support coupled with a lack of progress in developing 
preventative and early intervention support has impeded improvements being 
made in service access17.

It is well established that young people with long-term conditions can experience 
poorer psycho-social and educational outcomes than their healthy peers and are 
at an increased risk of engaging in risky behaviours18-26. The years between 11 
and 25 are a time when young people experience a range of significant emotional 
and social changes as they transition into adulthood and transfer to adult services 
27. For young people with long-term conditions this life-stage is recognised as a 
time of sub-optimal self-management, service disengagement and deteriorating 
health outcomes28-30. However, services find it difficult to provide the support 
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young people want and need at this stage31,32. Young people experience them as 
having an overly clinical and non-holistic approach33. They can feel uninvolved in 
decision-making and lack trust in healthcare professionals, with poor 
communication leading to missed appointments and poorer clinical outcomes33-35. 
Furthermore, many healthcare professionals feel inadequately prepared to 
support young people and find communicating with them challenging34. 

In response to this problem, youth workers have been introduced in increasing 
numbers into UK services to support young people with long-term health 
conditions36,37. The reasoning behind this is the belief that a youth work approach 
has the potential to play a key role in improving service engagement and 
promoting young people’s confidence in living with their long-term condition thus 
improving their health and wellbeing36. The youth work approach is characterised 
as being informal, holistic, flexible and individualised; focussed on engagement, 
empowerment and advocacy; and built on a trusting, non-hierarchical 
relationship36, 38-41. Particular emphasis is placed on youth workers supporting and 
facilitating the holistic development of young people and on youth work’s 
voluntary and open-ended nature42.

However, there has been a lack of research, particularly in the UK, about youth 
work services that are targeted at young people experiencing long-term physical 
or mental health conditions. This paper reports the first stage of a larger study 
that aims to fill this research gap and explore how youth work services for young 
people with long-term physical and/or mental health conditions in the UK are 
organised, provided and experienced.  This first stage of the study aimed to 
describe the characteristics of UK youth work services targeted at this group of 
young people and identify variation in their organisation and delivery.  In the next 
stage of the study, we will purposefully sample six contrasting youth work services 
(case studies) using the service map developed from the survey as a sampling 
framework. The aims of this stage of the study are to examine in-depth how 
services are organised, delivered and integrated with the wider service system; 
how they influence young people’s wellbeing and their engagement with services; 
and how they are experienced by different stakeholder groups. At each case study 
site, we will conduct interviews with young people and parents who have used the 
service. We will also interview service providers, managers and commissioners in 
the local service system and observe a range of youth work activities. The data 
will be analysed to co-develop a service development framework to guide the 
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commissioning, organisation and delivery of youth work services for young people 
living with long-term health conditions. 

METHODS
Service mapping is increasingly being used to understand the ‘real-life’ 
organisation and provision of services for different groups in the population43-48. 
The approach used in this study was based on our previously conducted service 
mapping studies49-52 and informed by the method developed by Price et al.53.

Our young people’s advisory group (YPAG) and our study advisory group 
(comprised of stakeholders from a range of organisations from across the UK) were 
involved in designing the mapping survey, with the latter group also supporting 
the distribution of the survey across their networks.

Defining the target service

A set of inclusion criteria were developed to define the youth work services that 
would be included in the study (Table 1). 

Table 1: Inclusion criteria

Inclusion criteria Exclusion criteria
Target 
Population 
for 
Service

 Young people aged 11-25 with long-term 
physical and/or mental health conditions 

 Young people under 
11 years and over 25 
years

Youth 
Work 
Service

 Services provided by the NHS, local 
government, educational organisations, 
Third Sector1 organisations.

 Services delivered as part of a pilot. 
 Service live at the point of data collection.
 Service provided within/across the UK.

 Services not targeted 
at young people aged 
11-25 with a long-
term physical and/or 
mental health 
condition 

1 These are non-governmental, non-profit organisations such as charities, social enterprises, 
community groups.

Survey Development

The main method of data collection was an online survey using Qualtrics 
(Qualtrics, Provo, UT) (Supplementary File 1). It was designed to be completed by 
youth workers or service managers and to provide data on their service’s 
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organisation and delivery. The survey was co-developed with our YPAG and study 
advisory group.

Co-production methods with our YPAG were guided by Lundy’s model of 
participation54. To ensure voice, space, influence and audience were appropriately 
facilitated, all sessions were led by the project’s participation lead (a senior youth 
worker) and a member of the research team. The session was also supported by 
a young person consultant with lived experience of a long-term condition. To 
meaningfully involve the young people in designing the survey, we organised a 
one-day, face-to-face session, attended by seven of our 10 YPAG members. The 
session commenced with training about survey research methods and 
questionnaire design before moving on to examine the draft survey in detail. The 
group suggested four additional questions for the survey (Supplementary File 2). 
These were all added to the survey apart from one as it was felt that this area 
could be better investigated in the case study stage of the study. 

Following the co-production session with the YPAG, the study advisory group were 
asked to review the survey prior to a two-hour online meeting with the research 
team. They suggested three additional questions, one of which was subsequently 
added to the survey, and they also made a number of suggestions regarding the 
question response options (adding additional options or improving the terminology 
used) (Supplementary File 2). Both our YPAG and study advisory group also 
provided feedback on the participant information that accompanied the survey.  
After the amendments were made the survey was piloted and then refined before 
distribution. 

Survey Distribution 

Members of the research team and study advisory group identified both potential 
respondents and organisations, networks and email distribution lists who were 
requested to distribute an email containing information about the study with a link 
to the survey. Recipients were also asked to forward the email to their own 
relevant networks or contacts across the UK. In addition, the online survey was 
widely publicised through the study’s social media accounts and those of other 
organisations. The survey was distributed between January and April 2025 and 
remained open until May 2025. Potential respondents were able to request a hard 
copy version of the survey or to complete the survey with a researcher. 
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Online Searches
The distribution of the online survey was supplemented by systematic online 
searches to identify additional services across the UK, particularly in geographical 
areas where there were no or few responses from the online survey. We used a 
range of terms for ‘youth work’, ‘long term condition’ and ‘health’ in Google and 
also searched social media sites to identify additional services. Data about these 
services were extracted from their websites and directly entered into Qualtrics. 
Services were contacted by telephone or email to obtain additional information.  

Data analysis
After closure of the online survey, data were downloaded from Qualtrics in a 
Microsoft Excel document.  The data were then cleaned and any duplicate services 
merged. All services were checked against the inclusion criteria (Table 1) by four 
members of the research team and categorised as ‘included’, ‘excluded’ or ‘further 
information needed’ if it was unclear if the service met the inclusion criteria. 
Services categorised as ‘further information needed’ were then contacted by 
telephone and/or email prior to a final categorisation. The final Excel spreadsheet 
was then imported into SPSS Statistics 28 (IBM Corp., Armonk NY) and variable 
names created to reflect the survey questions. The data were analysed to produce 
descriptive statistics (frequencies/cross tabulations). As there was a significant 
amount of missing data for services identified from online searches, some results 
relate only to a proportion of the 188 identified services. Where this is the case, 
the number of services providing data is specified.

RESULTS
The survey identified 290 services, of which 92 met the inclusion criteria (Table 
1). Reasons for exclusion included: the service did not provide youth work services 
to young people with long-term conditions (n=73), the response was blank or 
questions about the characteristics of the service were not completed (n=104) or 
the response was a duplicate entry (n=21). An additional 96 services were 
identified from online searches.  In total, 188 services were included in the 
analysis.

Service Settings
The large majority of services were based in England (142, 75.5%, n=188) (Table 
2).  

Table 2: Country of Service Base (n=188)
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UK Country Number Percentage
England 142 75.5
Scotland 19 10.1
Wales 14 7.5
Northern Ireland 13 7.0

Most services worked in urban areas (cities or towns) with fewer services operating 
in rural areas or online (Table 3). No service was an exclusively online service. 
Many services (84, 46.7%, n=180) operated across different geographical settings 
(for example, city and town, town and rural area).

Table 3: Geographical Settings of Services (n=180)

Setting Number Percentage
City 139 77.2
Town 96 53.3
Rural 50 27.8
Online 46 25.7

Multiple responses possible

Service Funding and Organisation
The National Health Service (NHS) was the main service provider with 79 (42.2%, 
n=187) services, followed by third sector organisations who provided 52 (27.8%, 
n=187) services. A further 49 services (26.2%, n=187) were jointly provided by a 
statutory1 and a third sector organisation. A small number of services were solely 
provided by a local government (6, 3.2%, n=187) or by an education organisation 
(1, 0.5%, n=187). 

In terms of how services were funded, the most common funding source identified 
was the third sector (64, 45.1%, n=142), with the NHS funding 39 (27.5%, n=142) 
services (Table 4). It is notable that 30 (21.1%, n=142) services were jointly 
funded by the statutory and third sector (Table 4). Overall, therefore the third 
sector is funding 94 services (66.2%, n=142) either as single or joint funders. 

Table 4: Funding of Youth Work Services (n=142)

Funding Organisation Number Percentage
Third Sector 64 45.1
NHS 39 27.5
Joint Funded (Statutory/Third 
Sector)

30 20.1

Other Statutory Service 9 6.3

1 Public services provided by central and local government, e.g. NHS, schools.
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Service Focus

The majority of services (119, 66.1%, n=180) primarily support young people who 
experience a physical health condition (Table 5). Less than a fifth of services (34, 
18.9%, n=180) primarily support young people who experience a mental health 
condition; three of which were services for young people in crisis. Twenty-seven 
services (15%, n=180) supported both groups of young people and worked across 
hospital-based physical and mental health services (e.g., general children’s wards, 
inpatient mental health units, Emergency Department (ED) crisis services). 

Table 5: Primary Focus of the Service (n=180)
Primary Focus Number Percentage

Physical health conditions 119 66.1
Mental health conditions 34 18.9
Both Physical and Mental Health 
Conditions

27 15.0

There were some variations in how the three ‘types’ of services were funded and 
provided (Table 6). Over half of the physical health focussed services (51, 54.3%, 
n=94) were funded solely by the third sector; a larger proportion than that of 
mental health focussed services (7, 30.4%, n=23) or ‘joint’ services (6, 24%, 
n=25). Some mental health focussed services were funded and provided by local 
government and educational organisations (Table 6). Three services that focussed 
on both young people with physical and mental health conditions were provided 
by local government organisations. Across all service ‘types’ there is evidence of 
services being jointly funded and provided by different organisations across 
sectors.

Table 6: Service Focus and Service Funder and Provider Organisations

Organisation Mental 
Health Focus 
Services

Physical 
Health Focus 
Services

Joint Mental & 
Physical 
Health 
Services

Third sector 7, 30.4% 
(n=23)

51, 54.3%, 
(n=94) 

6, 24%, (n=25)
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NHS 7, 30.4%, 
(n=23)

22, 23.4%, 
(n=94)

10, 40%, (n=25)

Multiple2 5, 21.7% 
(n=23)

21, 22.3%, 
(n=94)

7, 28%, (n=25)

Funde
r

Local 
Government

2, 8.7%, 
(n=23)

0, 0.0%, (n=94) 2, 8.0%, (n=25)

Education 2 %, 8.7% 
(n=23)

0, 0.0%, (n=94) 0, 0.0%, (n=25)

Third sector 12, 35.3%, 
(n=34)

33, 28.0%, 
(n=118)

7, 25.9%, 
(n=27)

NHS 12, 35.3%, 
(n=34)

51, 43.2%, 
(n=118)

8, 29.6%, 
(n=27)

Multiple 6, 17.6%, 
(n=34) 

34, 28.8%, 
(n=118)

9, 33.3%, 
(n=27)

Local 
Government

3, 8.8%, 
(n=34)

0, 0.0%, 
(n=118)

3, 11.1%, 
(n=27)

Provi
der

Education 1, 2.9%, 
(n=34)

0, 0.0%, 
(n=118)

0, 0.0%, (n=27)
2These were a range of different configurations of statutory and third sector organisations.

Approximately half of the youth work services (91, 48.4%, n = 188) were targeted 
at young people with specific health conditions (Table 7). Apart from one service, 
these were all services that focussed on young people with physical health 
conditions. The one mental health focussed specialist service provided support 
specifically for neurodivergent young people. The most frequently identified 
specialist services were those focussing on young people with cancer or palliative 
care needs (38, 41.8%, n=91), diabetes (13, 14.3%, n=91), or 
rheumatic/musculoskeletal conditions (10, 11.0%, n=91).    

Table 7: Specific Health Conditions Supported (n=91)
Specific health condition Numbe

r
Percentag

e
Cancer and palliative care 38 41.8
Diabetes 13 14.3
Rheumatic and musculoskeletal 
conditions

10 11.0

Chronic kidney disease 5 5.5
Congenital heart disease 5 5.5
Neurological conditions / epilepsy 3 3.3
Multiple specific conditions supported 8 8.8
Other (e.g. cystic fibrosis, HIV) 9 9.9

Two thirds of the services provided support to young people aged between 11 and 
25 years old (110, 66.7%, n=165). Others restricted their services to those aged 
11-18 (41, 24.8%, n=165) or to those aged between 18 and 25 years old (14, 8.5%, 
n=165). The majority of youth work services provided by the NHS worked across 
both children’s and adult services (86, 63.2%, n=136).
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Service Length of Operation
Almost half of the services (54, 47%, n=115) had been operating for six years or 
more. However, one third of services (39, 33.9, n=115) had been operating for two 
years or less, with a further 22 services (19.1%, n=115) operating for between 
three and five years. Only a small number of mental health focussed services had 
been operating for two years or less (3, 14.3%, n=21), compared to half the joint 
physical and mental health services (12, 50%, n=24) and just over a third of the 
physical health focussed services. (34.3%, 24, n=70).

Forty-nine services (46.2%, n=106) reported that they were contracted for a 
specific period of time and therefore would be reliant on further funding being 
secured to sustain their current service.  Over 70% of the joint physical and mental 
health focussed services had a fixed term contract (13, 72.8%, n=18), compared 
to 42% of the physical health focused services (29, n=69) and 36.8% of the mental 
health focussed services (7, n=19).  

Twenty-six of the 43 (60.5%) services with a fixed term contract had been 
operating for two years or less (Table 8). The majority of services (37, 71.2%, 
n=52) who had secured long-term funding were those who had been established 
for six years or more (Table 8). 

Table 8: Service Duration and Contract Length (n=96)
Length of Service Operation (years)Presence of a 

Fixed Term 
Contract 0-2 years 3-5 years 6 plus years

Total 

Yes 26 (21.7%) 8 (8.3%) 9 (9.4%) 43 (44.8%)

No 7 (7.3%) 8 (8.3%) 37 (38.5%) 52 (54.2%)

Don’t Know 0 0 1 (2.1%) 1 (1%)

Total Length of 
Service 
Operation

33 (34.4%) 16 (16.7%) 47 (49%) 96 (100%)

Service Size and Qualifications
The size of the services varied in relation to the number of full-time and part-time 
youth workers employed (Table 9). While the majority of services were single 
youth worker services (75, 51%, n=147), there were 17 services that employed 
more than eight youth workers. The majority of single youth worker services 
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focussed on young people with long-term physical health conditions (67, 89.3%, 
n=75), whereas there were only two single youth worker services that focussed 
on young people with mental health conditions (2.67%, n=75) and six single youth 
worker services that focussed on both physical and mental conditions (8%, n=75). 

Table 9:  Size of Service (Number of Full and Part-time Youth Workers) (n=147)
Service Size Numb

er
Percentage

One Youth Worker 75 51.0
Two to Four Youth Workers 37 25.2
Five to Seven Youth Workers 18 12.2
Eight or more Youth Workers 17 11.6

Most services (64, 72.7%, n=88) employed at least one youth worker with a youth 
work qualification recognised by the Joint Negotiating Committee for Youth and 
Community Workers (JNC) (the body that sets the national framework used to 
grade and pay youth work jobs in the UK). At the time of the survey, 22 services 
(26.5%, n=83) reported that they were supporting their staff to obtain a 
recognised youth work qualification. Of these 22 services, the majority (16, 72.7%, 
n=22) were those already with qualified youth workers. 

Provision of Support
Services reported that the main ways in which young people accessed their 
services were referrals from child health services (86, 84.3%, n=102) or via self 
(66, 64.7%, n=102) or parent/carer referrals (49, 48%, n=102) (Table 10). Fewer 
referrals were reported to be received from mental health services (3, 2.9%, 
n=102) or other third sector services (2, 2.0%, n=102).  

Table 10: Routes to Accessing Youth Work Services (n=102)

Access Route Numbe
r

Percenta
ge

Referral from child health services 86 84.3
Self-Referral 66 64.7
Referral from Parent/Carer 49 48.0
Referral from Adult health services 41 42.2
Referral from ED 32 31.4
Referral from Social care 30 29.4
Referral from School/educational 
establishment 

26 25.5
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Referral from General Practitioner (GP) 25 24.5
Referral from CAMHS/other mental health 
service 

 3 2.9

Referral from other Third sector service  2 2.0
Referral from other youth work service  2 2.0

Multiple responses possible

Over two thirds of services (60, 68.2%, n=88) reported that they were able to 
respond to a referral within seven days, with the remaining services responding 
within two weeks (18, 20.5%, n=88), four weeks (4, 4.5%, n=88) or longer than 
four weeks (6, 6.8%, n=88). 

The most common identified reason for accessing youth work services was for 
mental health/wellbeing support (90, 94.7%, n=95) (Table 11). Other common 
reasons for referral were support for health condition self-management (34, 
35.8%, n=95); peer support and promotion of social relationships (25, 26.3%, 
n=95); education/career development (25, 26.3%, n=95) and service transition 
support (22, 23.2, n=95). 

Table 11: Most Common Reasons for Accessing Youth Work Services (n=95)
Reason Numbe

r
Percenta

ge
Mental Health & Wellbeing Support 90 94.7
Health Condition Self-Management 34 35.8
Peer Support & Social Relationships 25 26.3
Education and Career Development Support 25 26.3
Service Transition Support 22 23.2
Isolation/Loneliness 21 22.1
Diagnosis Support 9 9.5
Hospital Admission Support 9 9.5
One-to-one Support/Advocacy 9 9.5
Promoting Independence 7 7.4
Family Support 7 7.4
Inclusion and Engagement 5 5.3
Financial/Housing Support 5 5.3

Multiple responses possible

Services reported providing a range of different support and activities (Table 12). 
The most common forms of support were emotional health support (148, 92.3%, 
n=156) service signposting/navigating (121, 77.5%, n=156), self-management 
support (110, 70.5%, n=156), service transition support (103, 66%, n=156) and 
advocacy (103, 66%, n=156). The most common service activities were one-to-
one support (143, 91.6%, n=156), group work (100, 64.1%, n=156), service 
development work (67, 43%, n=156) and organising youth forums (59, 37.8%, 
n=156).
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Table 12:  Youth Work Support and Activities (n=156)
Types of Support Number Percentage

Emotional health support 144 92.3
Signposting/navigating to other services 121 77.5
Health condition self-management 110 70.5
Service transition support 103 66.0
Advocacy 103 66.0
Peer support 96 61.6
Support for parents/carers 91 58.4
Sexual health and relationship support 82 52.6
Training other professionals 45 28.8
Training volunteers 41 26.3
Social prescribing 37 23.7
Mentorship of young people 33 21.1
Skills accreditation 27 17.3
Types of Activities

Providing one-to-one targeted support 143 91.6
Providing group work 100 64.1
Conducting service development 67 43.0
Running youth forums 59 37.8
Residential trips 50 32.1
Organising youth clubs 41 26.3

Multiple responses possible

The majority of youth work services offered continuing and open-ended support to 
young people once they had accessed their support (83, 83%, n=100), with only 
a small minority reporting having a formal ‘discharge’ process (17, 17%, n=100). 

In terms of the locations where youth work services were provided, the most 
frequently reported settings were hospital outpatients (76, 69.7%, n=109), 
community (71, 65.1%, n=109) and inpatient children’s wards or specialist units 
(68, 62.4%, n=109) (Table 13). Just under half of respondents reported providing 
support in schools or colleges (53, 48.6%, n=109). Additional service locations 
included ED (29, 26.6%, n=109), inpatient mental health units (21, 19.3%, n=109) 
and non-inpatient Child and Adolescent Mental Health Service (CAMHS) settings 
(19, 17.4%, n=109).  

Table 13:  Locations of Youth Work Service Provision (n=109)

Location Numbe
r

Percenta
ge

Hospital Outpatients 76 69.7
Community 71 65.1
Inpatient Wards and Units 68 62.4
Schools/Colleges 53 48.6
ED 29 26.6
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Inpatient Mental Health 21 19.3
CAMHS (non-inpatient) 19 17.4
Hospice 12 11.0
Primary Care/General Practice 5 4.6

Multiple responses possible

Youth work services reported working with a wide range of different services 
across health, social care and youth justice, with safeguarding services and 
schools/education being the most frequently identified (Table 14).

Table 14:  Youth Work Services and Multi-Disciplinary Working (n=104)

Service Number Percenta
ge

Safeguarding services 77 74.0
Schools/education 76 73.1
Physical health focussed services 70 67.3
Social work 63 60.6
NHS CAMHS 59 56.7
Crisis/Emergency Mental Health Care 48 46.2
Other mental health services 46 44.2
Sexual health services 38 36.5
Youth Justice/Police 33 31.7
End of life/hospice services 25 24.0

Multiple responses possible

DISCUSSION  
This is the first study to describe the organisation, characteristics and roles of 
youth work services that have been developed in the UK to support young people 
experiencing long-term physical and/or mental health conditions. We have 
discovered that there appears to be considerable variation in services in terms of 
how they are funded, the provider organisation, their size, length of operation and 
the particular groups of young people they target. In terms of location, the vast 
majority of youth work services were based in England which reflects that 
England’s child population is 10 times larger than the other three nations55. 
Consistent with the wider provision of youth work services, most services worked 
in urban areas and only a small number operated in rural areas56 which creates 
inequalities in access to services. A quarter of services delivered their service 
online alongside in-person provision which reflects the increasing inclusion of 
digital youth work within services to both improve access and support in-person 
sessions57,58. The majority of services were targeted at young people who 
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experience a physical health condition with far fewer targeted at young people 
who experience mental health difficulties. A third group of services were identified 
who support both groups of young people and work across hospital-based physical 
and mental health services which is consistent with the wider development of 
integrated physical and mental health services for young people17,59. Almost half 
of the youth work services were focussed on young people with specific health 
conditions, with cancer/palliative care needs being the most frequently identified. 
Youth workers’ roles included emotional support, service signposting/navigation, 
self-management support, service transition support, and advocacy. They 
provided this support to young people in diverse settings and worked with different 
services across health, education, social care and youth justice.

While traditionally youth work has been associated with working with a wide range 
of young people in diverse community settings, since 2000 it has been increasingly 
targeted at supporting socially excluded and ‘at risk’ young people60. This study 
has revealed how this targeting has widened to include young people with long-
term health conditions, possibly as a consequence of a recognition by statutory 
and third sector organisations of the potential benefits of utilising the skills of 
youth workers to support this group of young people. Survey respondents 
identified that emotional support was the main type of support they provided (and 
the main reason for referral to their service). This finding resonates with other 
recent studies which have highlighted how youth workers are increasingly 
providing mental health support, with many reporting that this is now the main 
focus of their work61. Indeed, there is evidence that youth workers feel confident 
in providing mental health support61 and that youth work’s person-centred 
approach, based on the establishment of trusting relationships and the creation of 
safe spaces can have a positive influence on young people’s mental health62. In 
addition, in this study youth workers were using their skills to support young 
people in self-managing their health condition and acting as their advocates. 
However, there has been a lack of research to understand this extension of the 
youth worker’s role and how it is experienced by young people, youth workers and 
other practitioners and their influence on young people’s health and wellbeing. 

Two thirds of youth work services provided support to young people up to the age 
of 25 years old, with the majority of NHS provided youth work services working 
across both children’s and adult services. This is consistent with another finding 
from this study that supporting young people during the transition and transfer to 
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adult services was one of the most frequently identified roles of youth work 
services. For many years there have been recommendations that young people 
should be allocated a key worker/transition navigator to act as a facilitator for the 
transition process and to plan coordinated, individualised support across health, 
social care and education63-66. There is evidence that such a worker may improve 
the transfer process and young peoples’ self-management skills67,68 and that they 
are valued by young people63,69. While this study suggests that youth workers are 
supporting young people during transition to adult services, their role during this 
process has not been investigated. 

Self/parent referral was the most common means of accessing youth work 
services. There is evidence that young people and parents value being able to self-
refer to services as it can overcome the access barriers they experience70-73. Open 
access and self-referral are key characteristics of services underpinned by the 
Youth Information, Advice and Counselling Services (YIACS) (or Youth Access) 
model which provide holistic, young person centred, and integrated wellbeing 
support for young people up to 25 years old in community settings74.  This service 
model was introduced as a means of improving young people’s access to mental 
health services and was specifically recommended in government policy12.  There 
is evidence that young people value and benefit from their engagement with 
YIACS, with self-referral being particularly identified as an important aspect of 
these services75-77. 

The majority of youth work services in this study reported that they offered open-
ended support to young people once they had accessed their service, with only a 
small minority reporting a formal ‘discharge’. Previous research has found that the 
ability to ‘re-enter’ a service when needed is important for young people and 
parents, providing a sense of security72. Indeed, an open-ended context is 
emblematic of youth work as it provides the time to develop trusting relationships 
with young people and provides them with choice over how and when they 
participate62.     

There was a wide variation in funding arrangements and the consequences of this 
for these services are currently unknown. It was notable that the third sector was 
involved in funding the majority of youth work services either solely or in 
combination with a statutory organisation. Although third sector funding within the 
statutory sector can be beneficial in terms of innovation, there are concerns that 
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this funding is not guided by clear policy and has the potential to widen existing 
inequalities78,79. Indeed, it has been noted that this type of funding tends to focus 
on particular ‘causes’ and on ‘elite’ NHS organisations78. In this study it was 
evident that a significant number of youth work services were focussed on specific 
physical health conditions, in particular young people with cancer or palliative care 
needs, which may reflect the investment in youth work services made by cancer 
related charities. However, this may create inequalities in the support available to 
young people with different health conditions and widen geographical inequalities.   

While this study has revealed the characteristics of youth work services for young 
people with long-term health conditions, further research is now needed to 
understand in-depth how these services are experienced by young people, 
parents/carers and other service providers; their influence on young people’s 
engagement and wellbeing; and their integration with the multi-disciplinary team 
and wider service system. Furthermore, it is unknown whether youth workers are 
able to retain their particular approach to supporting young people when they 
move into new settings or whether their role is shaped to conform with 
organisations such as the NHS. 

STRENGTHS AND LIMITATIONS
The study addresses a knowledge gap about the characteristics of youth work 
services targeted at young people with long-term health conditions in the UK.  It 
has provided insight into their location, organisation, funding and the support they 
provide. It has used robust methods with the survey being co-developed with key 
stakeholders to enhance survey design. The use of a comprehensive, systematic 
sampling approach has enabled us to capture a diverse range of services across 
the UK. However, although we implemented an extensive broad-based survey 
dissemination strategy and included snowball sampling to enhance coverage, we 
recognise that there may have been eligible youth work services who did not 
receive the survey and others who may have decided not to complete the survey 
which will likely have introduced selection bias. Hence the representativeness of 
the sample is unknown. Using online searching to identify additional services has 
its limitations as this will have only identified services with an online presence.  
Smaller services and those with a less developed website may have been missed. 
In addition, the information provided on websites may have been out of date. 
Although we contacted services identified from online searches for further 
information about their service, many did not respond and consequently there is 
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missing data for many variables. In addition, services are dynamic and therefore 
their data are only accurate at the time of data collection.  

CONCLUSIONS
Youth workers have been introduced into UK services to support young people 
living with long-term health conditions with the aim of improving their service 
engagement and their health and wellbeing. However, there has been a lack of 
research about these targeted youth work services. This study has contributed to 
knowledge by describing the characteristics and roles of these services. We have 
discovered that there appears to be considerable variation in services in relation 
to how they are funded, organised, their size, length of operation and the particular 
groups of young people they support. Further research is now needed to 
understand the impact of these youth work services on young people’s 
engagement and wellbeing.   

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



List of Abbreviations 
ED Emergency Department
CAMHS Child and Adolescent Mental Health Services 
GP General Practitioner 
HIV Human Immunodeficiency Virus
JNC Joint Negotiating Committee for Youth and Community Workers
NHS National Health Service
UK United Kingdom
YIACS Youth Information, Advice and Counselling Services
YPAG Young People’s Advisory Group

Acknowledgements
The authors would like to express their gratitude to: our young people’s advisory 
group (TRUST), study advisory group and colleagues (Ruth Marshall, Rosie Naylor 
and Suzanne Coney) for their advice and support during the study

Authors' contributions
SK, MM, NR, NB, RP, AF, MD, DH conceptualised and designed the study. SK, MM, 
RG, NR, NB, RP, AF, MD, DH designed the survey.  RG and CF collected the data. 
All authors were involved in data analysis and interpretation. SK drafted the 
manuscript. All authors have read, commented on and/or approved the final 
version of the manuscript

Funding
The study was funded by the National Institute for Health and Care Research 
(NIHR) under its Health and Social Care Delivery (HSDR) Research Programme 
(Grant Reference Number: NIHR160972). The views expressed are those of the 
authors and not necessarily those of the NIHR or the Department of Health and 
Social Care.

Availability of data and materials
The anonymised datasets used and/or analysed during the current study may be 
available from the corresponding author on reasonable request.

DECLARATIONS

Ethics approval and consent to participate
This study received exemption from ethical approval from the University of 
Manchester Research Ethics Committee. The study was conducted in accordance 
with the Declaration of Helsinki. Respondents provided informed consent before 
beginning the survey.

Consent for publication
Not applicable

Competing interests
The authors declare that they have no competing interests

Authors' information 
1School of Health Sciences, University of Manchester, Jean McFarlane Building, 
Oxford Road, Manchester M13 9PL, UK.
2Royal Manchester Children’s Hospital, Manchester University NHS Foundation 
Trust, Oxford Road,

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



Manchester, M13 9WL, UK.
3School of Healthcare Sciences, Cardiff University, Heath Park Campus, Cardiff 
CF14 4XN, UK. 
4Independent Consultant, Manchester, UK.
5School of Health Sciences, University of Dundee, 11 Airlie Place, Dundee, DD1 
4HJ, UK
6NHS Greater Manchester, Tootal, 56 Oxford St, Manchester M1 6EU, UK.
7Nottingham Children’s Hospital, Nottingham University Hospitals NHS 
Foundation Trust, Queen's Medical Centre, Derby Rd, Nottingham, NG7 2UH, UK.

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



REFERENCES  

1Gouia I, Joulain F, Zhang Y, Morgan CL, Khan AH. Epidemiology of Childhood 
Asthma in the UK. Journal of Asthma and Allergy. 2024 Nov 20;17: 1197-1205
2Ng SM, Soni A. Ten-year review of trends in children with type 1 diabetes in 
England and Wales. World Journal of Diabetes. 2023 14(8):1194-1201
3Wisk, L. E., & Sharma, N. Prevalence and Trends in Pediatric-Onset Chronic 
Conditions in the United States, 1999-2018. Academic Pediatrics. 2025 25(4), 
102810.
4McGorry, P. D., Mei, C., Dalal, N., Alvarez-Jimenez, M., Blakemore, S. J., Browne, 
V., et al. The Lancet Psychiatry Commission on youth mental health. The Lancet 
Psychiatry. 2024 11(9), 731–774
5Newlove-Delgado T, Marcheselli F, Williams T, Mandalia D, Dennes M, McManus 
S. et al. Mental Health of Children and Young People in England, 2023. NHS 
England, Leeds. 2023
6Association for Young Peoples’ Health. Key Data on Young People. www.ayph-
youthhealthdata.org.uk/key-data/ 2021. Retrieved [29/09/2025]
7King, T., Hui, G. C., Muschialli, L., Shafran, R., Ritchie, B., Hargreaves, D. S., et 
al. Mental health interventions for children and young people with long-term 
health conditions in Children and Young People's Mental Health Services in 
England. Clinical Child Psychology and Psychiatry, 2024. 29(3), 799–819
8Darzi, A. Independent Investigation of the NHS in England. London, Department 
of Health and Social Care. London. 2024.
9Children’s Commissioner. Children’s Mental Health Services 2023/24. London, 
Children’s Commissioner. 2025.
10Department of Culture, Media and Sport. Youth Matters: Your National Youth 
Strategy. Department of Culture, Media and Sport: London: Department of 
Culture, Media and Sport. 2025. 
11Department of Health/Department for Education. Transforming children and 
young people’s mental health provision: a Green Paper. London: Department of 
Health/Department for Education. 2017.
12Department of Health/NHS England. Future in Mind: promoting, protecting and 
improving our children and young people’s mental health and wellbeing. London: 
Department of Health. 2015.
13The Mental Health Taskforce. The Five Year Forward View for Mental Health. 
London: NHS England. 2016.
14NHS. The NHS Long Term Plan London: NHS England. 2019.
15NHS England. Core20Plus5: An approach to reducing health inequalities for 
children and young people. London: NHS England. 2022.

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://www.ayph-youthhealthdata.org.uk/key-data/
https://www.ayph-youthhealthdata.org.uk/key-data/


16UK Government. Fit for the Future: 10 year Health Plan for England. London: 
Department of Health and Social Care. 2025.
17Rainer, C; Abdinasir, K. Children and Young People’s Mental Health: An 
Independent Review into Policy Success and Challenges over the Past Decade. 
London: Children and Young People’s Mental Health Coalition. 2023. 
18Anderson, J Howarth E, Vainre M, Jones PB, Humphrey A. A scoping literature 
review of service-level barriers for access and engagement with mental health 
services for children and young people Children and Youth Services Review. 
2017. 77: 164-176     
19Brady, A. M., Deighton, J., & Stansfeld, S. Chronic illness in childhood and early 
adolescence: A longitudinal exploration of co-occurring mental illness. 
Development and Psychopathology. 2021. 33(3), 885–898.   
20Champaloux, SW & Young, DR. Childhood Chronic Health Conditions & 
Educational Attainment. Journal of Adolescent Health. 2015. 56, 98-105.  
21Gubelmann A, Berchtold A, Barrense-Dias, Y, Akre C, Newman CJ, Suris, J. et al. 
Youth With Chronic Conditions and Risky Behaviors: An Indirect Path. Journal of 
Adolescent Health 2018. 63, 785-791   
22Lum, A., Wakefield, C. E., Donnan, B., Burns, M. A., Fardell, J. E., & Marshall, G. 
M. Understanding the school experiences of children & adolescents with serious 
chronic illness: a systematic meta-review Child: Care, Health & Development. 
2017. 43(5):645-662.  
23Moore DA, Nunns M, Shaw L, Rogers M, Walker E, Ford T, et al. Interventions to 
improve the
mental health of children and young people with long-term physical conditions: 
linked evidence
syntheses. Health Technology Assessment. 2019;23(22).   
24Nylander, C., Seidel, C., Tindberg, Y. (2014) The triply troubled teenager: 
Chronic conditions associated with fewer protective factors & clustered risk 
behaviours. Acta Paediatrica. 2014. 103, 194–200.  
25Public Health England. The link between pupil health & wellbeing and 
attainment: A briefing for head teachers, governors and staff in education 
settings. London, Public Health Publications. 2014
26Velasco AA, Cruz ISS, Billings J, Jimenez M, Rowe S. What are the barriers, 
facilitators and interventions targeting help-seeking behaviours for common 
mental health problems in adolescents? A systematic review. BMC Psychiatry. 
2020;20(293):1–22.  
27Farre, A., & McDonagh, J. Helping Health Services to Meet the Needs of Young 
People with Chronic Conditions: Towards a Developmental Model for Transition. 
Healthcare. 2017. 5(4), 77.
28Cleverley, K, Rowland, E, Bennett, K, Jeffs, L, Gore, D. Identifying core 
components and indicators of successful transitions from child to adult mental 
health services: a scoping review. European Child & Adolescent Psychiatry.  
2020. 29:107–121.

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



29Lerch, MF, Thrane, SE. Adolescents with chronic illness and the transition to 
self-management: A systematic review. Journal of Adolescence. 2019. 72: 152-
161
30Yassaee, A, Hale, D, Armitage, A, Viner, R. The Impact of Age of Transfer on 
Outcomes in the Transition From Pediatric to Adult Health Systems: A Systematic 
Review of Reviews. Journal of Adolescent Health 2019. 64, 709e720
31Farre, A., Wood, V., Rapley, T., Parr, J., Reape, D. McDonagh, J. Developmentally 
appropriate healthcare for young people: A scoping study. Archives of Diseases 
in Childhood. 2015. 100(2), 144–151.
32Kokotailo, P., Baltag, V., & Sawyer, M. Educating and training the future 
adolescent health workforce. Journal of Adolescent Health. 2018.  62(5), 511–
524.
33Appleton R, Connell C, Fairclough E, Tuomainen H, Singh S. Outcomes of young 
people who reach the transition boundary of child and adolescent mental health 
services: a systematic review. European Child & Adolescent Psychiatry. 2019. 
28:1431–1446
https://doi.org/10.1007/s00787-019-01307-7
34Davison G; Kelly MA; Conn R; Thompson A; Dornan, T. How do children and 
adolescents experience healthcare professionals? Scoping review and 
interpretive synthesis. BMJ Open 2021;11:e054368. doi:10.1136/bmjopen-2021-
054368
35Kim B, White K. How can health professionals enhance interpersonal 
communication with adolescents and young adults to improve health care 
outcomes?: systematic literature review, International Journal of Adolescence 
and Youth. 2018. 23:2, 198-218
36Marshall, M., & Waring, G. Youth work in the hospital setting – A narrative 
review of the literature. Comprehensive Child and Adolescent Nursing. 2021. 24, 
1–18.
37Patel, R. (2018). Youth work at the end of life? In P. Aldred, F. Cullen, K. 
Edwards, R. Patel. (Editors). The SAGE handbook of Youth Work Practice. London: 
SAGE. 2018. p. 484–497. 
38Hagell A, Lamb S. Developing an integrated primary health care and youth 
work service for young people in Lambeth: learning from the Well Centre. Journal 
of Children's Services. 2016. 11(3) 233-243
39Hilton, D., & Jepson, S. Evolution of a youth work service in hospital. Nursing 
Children and Young People. 2012. 24(6), 14–18.
40Ranahan P, Pellisier, R. Youth Workers in Mental Health Care: Role, Mental 
Health Literacy Development, and Framing Future Research. Journal Of Child and 
Youth Care Work. 2015. 25, 229–247
41Yates, S., Payne, M., & Dyson, S. Children And young people in hospitals: Doing 
youth work in medical settings. Journal of Youth Studies. 2009. 12(1), 77–92.

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://doi.org/10.1007/s00787-019-01307-7


42Davidson, E. The Power of Youth Work: A Longitudinal Biographical Study.   
Centre for Research on Families and Relationships, The University of Edinburgh: 
Edinburgh. 2024.
43Allsopp, K., Varese, F., French, P., Young, E., White, H., Chung, P., et al.  A 
service mapping exercise of four health and social care staff mental health and 
wellbeing services, Resilience Hubs, to describe health service provision and 
interventions. BMC Health Services Research. 2024. 24(1), 430. 
44Andreasen, S., Kuntz, J., Ames, M. E., Coombs, E. C., & McMorris, C. Where are 
all the Services: Mapping Community-Based Services for Canadian Autistic Youth 
with Co-occurring Mental Health Conditions. Journal of Autism and 
Developmental Disorders. 2024.  https://doi.org/10.1007/s10803-024-06681-z
45Doughty, J., Grossman, A., Paisi, M., Tran, C., Rodriguez, A., Arora, G. et al. A 
survey of dental services in England providing targeted care for people 
experiencing social exclusion: mapping and dimensions of access. British Dental 
Journal. 2022. 20:1-8.
46Frost, H., Tooman, T. R., Aujla, N., Guthrie, B., Hanratty, B., Kaner, E. et al. New 
models of health and social care for people in later life: mapping of innovation in 
services in two regions of the United Kingdom using a mixed method approach. 
BMC Health Services Research, 2024. 24(1), 812. 
47Savaglio, M., Yap, M., Vincent, A., & Skouteris, H.  Mapping community-based 
youth mental health services in Tasmania, Australia. Australian Journal of Primary 
Health, 2024. 30, PY23074. https://doi.org/10.1071/PY23074
48Wilkinson, S. A., Donaldson, E., & Willcox, J. Nutrition and maternal health: a 
mapping of Australian dietetic services. BMC Health Services Research. 2020. 
20(1), 660. 
49Bennett C, Fraser C, Hannigan B, Sawle L, Williams J, Jones A. et al. Towards a 
typology of mental health crisis care services for children and young people in 
England and Wales: a cross-sectional survey and analysis of implementation 
practices. BMC Health Services Research. 2025 8;25(1):1587. 
50Kirk S, Beatty S, Callery P, Milnes L, Pryjmachuk S. Evaluating self-care support 
for children and young people with long term conditions. NIHR Service and 
Delivery Programme: National Institute for Health Research, 2010.  
51Pryjmachuk, S., Elvey, R., Kirk, S., Kendal, S., Bower, P., & Catchpole, R. 
Developing a model of mental health self-care support for children and young 
people through an integrated evaluation of available types of provision involving 
systematic review, meta-analysis and case study. 2014. NIHR Journals Library. 
https://doi.org/10.3310/hsdr02180
52Pryjmachuk, S., Kirk, S., Fraser, C., Evans, N., Lane, R., Neill, L. et al. Service 
design for children and young people with common mental health problems: 
literature review, service mapping and collective case study. Health and Social 
Care Delivery Research. 2024. 12(13), 1–181. https://doi.org/10.3310/DKRT6293
53Price, A., Janssens, A., Dunn-Morua, S., Eke, H., Asherson, P., Lloyd, T. et al. 
Seven steps to mapping health service provision: lessons learned from mapping 

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://doi.org/10.1007/s10803-024-06681-z
https://doi.org/10.1071/PY23074
https://doi.org/10.3310/hsdr02180
https://doi.org/10.3310/DKRT6293


services for adults with Attention-Deficit/Hyperactivity Disorder (ADHD) in the 
UK. BMC Health Services Research. 2019.  19(1), 468. 
54Lundy, L. ‘Voice’ is not enough: conceptualising Article 12 of the United Nations 
Convention on the Rights of the Child. British Educational Research Journal. 
2007, 33: 927-942. 
55Welsh Government. National level population estimates by year, age and UK 
country [Internet] Cardiff: Welsh Government [updated 2024 July]. Available 
from:    https://statswales.gov.wales/catalogue/population-and-
migration/population/estimates/nationallevelpopulationestimates-by-year-age-
ukcountry (accessed 30/9/25)
56National Youth Agency.  Overlooked: Young People and Rural Youth Services. 
National Youth Agency: Leicester. 2021.
57Shaw, A., Brady, B., & Dolan, P. (2022). From care packages to Zoom cookery 
classes: youth work during the COVID-19 “lockdown”. Journal of Children's 
Services. 2022. 17(1), 59-72. 
58Todorovic, D; van der Linden, J; Sieckelinck, S; Timmerman, MC (2025).  
Scrolling with young people: Transferring general youth work methods into 
digital spaces Children and Youth Services Review. 2025.  177: 108468.
59Avery, M., Kirk, S., & Pryjmachuk, S.  A mixed methods systematic review of the 
impact of paediatric mental health liaison services on children and young 
people's mental and physical health, stakeholder experience, and service-level 
outcomes. European Child & Adolescent Psychiatry. 2025. Advance online 
publication. https://doi.org/10.1007/s00787-025-02815-5
60Ord, J. & Davies, B. Youth Work in the UK (England). In: Ord, J. (Ed) The Impact 
of Youth Work in Europe: A Study of Five European Countries.  Helsinki:  Humak 
University of Applied Sciences Publications. 2018. p.32-48.  
61Ni Charraighe, A., & Reynolds, A. Re-thinking youth work as initial mental 
health support for young people. Children & Society. 2024. 38(6), 1920-1942.
 
62Elsen, F. & Ord, J. ‘You Don’t Get Ditched’—Young People’s Mental Health and 
Youth Work: Challenging Dominant Perspectives, Youth. 2023. 3(4): pp1429-
1440.
63Cassidy M, Doucet S, Luke A, Goudreau, A, MacNeil, M. Improving the transition 
from paediatric to adult healthcare: a scoping review on the recommendations of 
young adults with lived experience. BMJ Open 2022;12:e051314. 
doi:10.1136/bmjopen-2021-051314
64Cleverley, K., Rowland, E., Bennett, K., Jeffs, L., & Gore, D. Identifying core 
components and indicators of successful transitions from child to adult mental 
health services: a scoping review. European Child & Adolescent Psychiatry. 2020. 
29(2), 107–121. 
65Colver, A., Pearse, R., Watson, R. M., Fay, M., Rapley, T., Mann, K. D. et al. How 
well do services for young people with long term conditions deliver features 
proposed to improve transition? BMC Health Services Research. 2018. 18(1), 
337. 

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://statswales.gov.wales/catalogue/population-and-migration/population/estimates/nationallevelpopulationestimates-by-year-age-ukcountry
https://statswales.gov.wales/catalogue/population-and-migration/population/estimates/nationallevelpopulationestimates-by-year-age-ukcountry
https://statswales.gov.wales/catalogue/population-and-migration/population/estimates/nationallevelpopulationestimates-by-year-age-ukcountry
https://doi.org/10.1007/s00787-025-02815-5


66National Institute for Health and Care Excellence. Transition from children’s to 
adults’ services for young people using health or social care services. NICE. 
2016.
67Allemang, B., Allan, K., Johnson, C., Cheong, M., Cheung, P., Odame, I., et al. 
Comprehensive structured transition program with dedicated transition navigator 
reduced lost to follow-up and improved medication adherence in adolescents and 
young adults with sickle cell disease and thalassemia. Journal of Adolescent 
Health 2017; 60: S40–1.
68Annunziato RA; Baisley MC; Arrato N; Barton C; Henderling F; Arnon R. et al. 
Strangers headed to a strange land? A pilot study of using a transition 
coordinator to improve transfer from pediatric to adult services. Journal of 
Pediatrics. 2013;163(6):1628–1633. 
69San Martin-Feeney, D., Samborn, S., Allemang, B., Patton, M., Punjwani, Z., 
Pfister, K. et al. Transition experiences of adolescents and young adults working 
with a patient navigator. Health Care Transitions. 2025. 3, 100088. 
https://doi.org/10.1016/j.hctj.2024.100088
70Anderson J; Howarth E; Vainre M; Jones PB; Humphrey A. A scoping literature 
review of service-level barriers for access and engagement with mental health 
services for children and young people. Child and Youth Services Review. 2017. 
77:164–76.
71Barwick M; Urajnik D; Sumner L; Cohen S; Reid G; Engel K. et al. Profiles and 
service utilization for children accessing a mental health walk-in clinic versus usual 
care. Journal of Evidenced Based Social Work. 2013;10(4):338–52. 
72Kirk, S., Fraser, C., Evans, N., Lane, R., Crooks, J., Naughton, G et al. Perceptions 
of the key components of effective, acceptable and accessible services for children 
and young people experiencing common mental health problems: a qualitative 
study. BMC Health Services Research, 2023; 23(1), 391. 
73Rocks S; Glogowska M; Stepney M; Tsiachristas A; Fazel M. Introducing a single 
point of access (SPA) to child and adolescent mental health services in England: a 
mixed-methods observational study. BMC Health Services Research. 2020; 
20:623.
74Youth Access. The Youth Access Model of Youth Advice and Counselling Services. 
London: Youth Access. 2024. 
75Duncan, C.; Rayment, B.; Kenrick, J.; Cooper, M. Counselling for young people 
and young adults in the voluntary and community sector: An overview of the 
demographic profile of clients and outcomes. Psychology and Psychotherapy: 
Theory Research and Practice. 2020, 93 (1), 36–53.
76Hassan SM, Worsley J, Nolan L, Fearon N, Ring A, Shelton J, et al. An exploration 
of young people’s, parent/carers’, and professionals’ experiences of a voluntary 
sector organisation operating a Youth Information, advice, and Counselling (YIAC) 
model in a disadvantaged area. BMC Health Services Research. 2022; 22:383. 

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://doi.org/10.1016/j.hctj.2024.100088


77Lee S; Kendrick J. A Proven Early Intervention Model: The Evidence for the 
Effectiveness of Youth Information Advice Counselling and Support services 
(YIACS). London: Youth Access. 2010.
78Abnett, H; Bowles, J; Mohan, J. The role of charitable funding in the provision of 
public services: the case of the English and Welsh National Health Service, Policy 
& Politics, 2023; 51(2): 362–384.
79Bowles J; Clifford D; Mohan J. The place of charity in a public health service: 
Inequality and persistence in charitable support for NHS trusts in England. Social 
Science and Medicine, 2023 322:115805. 

ACCEPTED MANUSCRIPTARTICLE IN PRESS

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS


