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ARTICLE INFO ABSTRACT

Keywords:
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Objective: To identify and synthesise the experiences and benefits of addressing vocational issues in the provision
of healthcare for young people (YP) with long-term conditions (LTCs).

Methods: We searched 10 bibliographic databases. Restrictions were applied on publication date (1996-2020)
and language (English). Two reviewers independently screened records against eligibility criteria. Articles
reporting relevant qualitative and/or quantitative research were included. Quality appraisal was undertaken
following study selection. Qualitative data were synthesised thematically, and quantitative data narratively. A
cross-study synthesis integrated qualitative and quantitative findings.

Results: 43 articles were included. Thematic synthesis of qualitative studies (n = 23) resulted in seven recom-
mendations for intervention (psychological support; information/signposting; skills training; career advice;
healthcare-school/workplace collaboration; social support; flexible/responsive care). The narrative synthesis
summarised results of 17 interventions (n = 20 quantitative studies). The cross-study synthesis mapped in-
terventions against recommendations. Transitional care was the intervention type that most comprehensively
met our proposed recommendations.

Conclusions: Evidence from YP perspectives highlights that vocational development is an important area to
address in healthcare provision. Robust intervention studies in this area are lacking.

Practice implications: Our evidence-based recommendations for intervention can support health professionals to
better address vocational issues/outcomes. With minimal adaptations, transitional care interventions would be
particularly well suited to deliver this.

1. Introduction

Education and employment are two well-recognised social de-
terminants of health which are relevant to all young people (YP) [1]. A
much less studied but growing body of evidence also suggests that such
associations have reverse implications too - i.e. health in childhood and
adolescence is a determinant of poor education and employment out-
comes in adulthood [2,3]. This evidence is of particular importance for
YP living with physical long-term conditions (LTCs), who are more likely
to experience poorer health, at critical times of their educational and
career development and, therefore, be more at risk of not succeeding at
mastering key vocational developmental milestones [4]. Vocational

development is a normal part of growing up, which starts in early
childhood and is an integral component of adolescence. Several key
vocational transitions occur during this stage of life [5-7]. In mid
adolescence, YP are expected to have early notions of a future profession
and will start to develop a vocational trajectory. In late adolescence, the
formation of interests continues to evolve and YP develop vocational
capability, including early work experiences. YP will make further
vocational choices as they prepare to take on adult roles and
responsibilities.

This raises an important question: can and should vocational issues
be addressed in the provision of healthcare for YP with LTCs? Tensions
between biomedical and psychosocial understandings of health and
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illness, and with them, tensions around the role and importance of
addressing non-physical aspects of illness as an integral part of clinical
work and healthcare delivery, have historically been controversial [8]. A
fundamental principle underpinning the practice of adolescent medi-
cine, and the delivery of health services for YP more generally, is the
provision of developmentally appropriate healthcare [9-11]. Develop-
mentally appropriate healthcare is an approach to clinical work and
healthcare delivery which is responsive to the dynamic nature of YP’s
development (understood as comprising biological, psychological, so-
cial and vocational aspects) and a defining characteristic of health ser-
vices aimed at YP. Therefore, this would suggest that, at least
philosophically, health services aimed at YP would consider the
inter-relatedness of those domains and be prepared to address issues
such as vocational development as integral to their role and a legitimate
part of healthcare provision.

However, health providers’ ability to enact such principles might be
compromised by a range of limitations in practice such as service pres-
sures, insufficient guidance and/or training, or lack of interventions
available. In this context, it is important to bring together and critically
examine the availability of existing interventions for health providers
that can be used to help support and improve educational and
employment outcomes for YP with LTCs. One example of such in-
terventions are transitional care programmes. Transitional care is a well-
recognised intervention [12], which is typically delivered in healthcare
settings, to help prepare and support YP with LTCs to take on adult roles
in relation to their health and successfully navigate adult-based
healthcare. Although some studies have reported for some time that
transitional care can successfully support vocational development [13],
not all transitional care programmes explicitly address vocational issues
[14,15]. Therefore, to help advance knowledge, research and practice in
this area, it is important to examine if and how vocational issues have
been addressed in healthcare settings to date.

The main overarching aim of this review was to identify and syn-
thesise what is known about the experiences and benefits of addressing
vocational issues in the provision of healthcare for YP with LTCs.

2. Methods

The protocol for this systematic review is registered on PROSPERO
(CRD42016051359). We used the Preferred Reporting Items for Sys-
tematic Reviews and Meta-Analysis (PRISMA) to guide the current study
report (see Appendix A) [16].

2.1. Search strategy

We systematically searched 10 electronic databases (MEDLINE;
CINAHL; EMBASE; PsycINFO; Social Policy and Practice; Cochrane Li-
brary CDSR, DARE and CENTRAL; HMIC; Nursing and Allied Health
Sources; ASSIA; and Sociological Abstracts) and one clinical trials reg-
ister (ClinicalTrials.gov). Searches were conducted in January 2020
using combinations of index terms and free text words relating to ‘young
people’ AND ‘long-term conditions’ AND ‘vocational guidance’ OR
‘employment’ OR ‘educational attainment’ (a sample search strategy for
MEDLINE is provided in Appendix B). Restrictions were applied on
publication date (1996-2020) and publication language (English).
Reference lists of all included studies and relevant systematic reviews
were scanned for eligible studies.

2.2. Eligibility criteria

Studies were included if they reported qualitative findings of primary
research exploring the views and experiences of vocational issues/out-
comes (either education or work related) of YP living with LTCs; or
quantitative findings of primary research evaluating interventions
addressing vocational issues/outcomes of YP with LTCs delivered in
healthcare settings. Any types of healthcare settings were included.
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YP were understood to be those in the age range of 10-24 years, in
keeping with the definition by the World Health Organization (WHO)
[17]. Where age ranges of participants were not provided by primary
studies, only categories that can be associated with populations within
the stipulated age range via identifiable definitions were included (e.g.,
adolescents, teenagers, young adults).

LTCs were understood as physical health conditions, therefore, study
populations or interventions relating to mental health conditions only
were excluded. The focus on physical health conditions was chosen to
help address an evidence gap reported in a previous review [2] indi-
cating that there was less evidence available for physical health condi-
tions, compared with the evidence available for mental health
conditions, on education and employment outcomes.

The perspectives of any stakeholders were included. (e.g. YP, par-
ents/carers, doctors, nurses, allied health professionals, service
managers).

2.3. Selection process

Two reviewers independently screened titles, abstracts, and relevant
full texts against the predetermined eligibility criteria. Any discrep-
ancies were resolved through discussion and consultation with a third
reviewer.

2.4. Data extraction and quality appraisal

Data extraction was undertaken independently by two reviewers
using a piloted data extraction form. Any discrepancies were resolved
through discussion and consultation with a third reviewer.

Quality appraisal of qualitative studies was conducted using a pilo-
ted tool derived from a combination of items from the Standards for
Reporting Qualitative Research [18] and the Critical Appraisal Skills
Programme Qualitative Research Checklist [19]. Quality appraisal of
quantitative studies was conducted using the Effective Public Health
Practice Project Quality Assessment Tool (EPHPP) [20]. Quality ap-
praisals were conducted independently by two reviewers. Any discrep-
ancies were resolved through discussion and consultation with a third
reviewer. Studies were not excluded based on the quality/adequacy of
the reporting.

2.5. Data synthesis

We employed a mixed methods synthesis approach [21] comprising
three interrelated syntheses: (1) a synthesis of qualitative data on
stakeholders’ views and experiences to develop a set of recommenda-
tions for interventions; (2) a synthesis of quantitative data on effec-
tiveness of existing interventions; and (3) a cross-study synthesis to
integrate qualitative and quantitative findings by mapping and sum-
marising the effects of identified interventions against the set of rec-
ommendations arising from stakeholders’ views and experiences.

For synthesis 1 (qualitative) we conducted a thematic synthesis [22]
involving three stages: (1) line-by-line coding of the findings of the
primary studies; (2) categorisation of codes into descriptive themes; and
(3) development of analytical themes to develop a set of implica-
tions/recommendations for interventions. Primary research findings
were understood to be all the text labelled as 'results’ or ’findings’ in the
included papers. Included data therefore included both data extracts
from participants and authors’ descriptions, summaries and in-
terpretations of primary data. Data were entered verbatim into QSR
NVivo software and treated as qualitative data. To ensure the robustness
of the findings, various techniques to enhance trustworthiness were
used, including multiple coding and reviewer triangulation.

For synthesis 2 (effectiveness), given that the nature of included
studies did not allow for a pooled analysis of primary data using sta-
tistical meta-analysis, we adopted a narrative approach to summarise
the effects reported in included intervention studies. For all
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interventions identified, we also aimed to examine any reported bar-
riers/facilitators to their implementation.

For synthesis 3 (cross-study synthesis) we integrated qualitative and
quantitative findings in two stages [21]. First, we assessed the identified
interventions for the extent to which they addressed or incorporated the
recommendations for interventions derived from the qualitative syn-
thesis. Then, the narrative synthesis of intervention effects was organ-
ised according to how many recommendations were met by the
evaluated interventions.

3. Results

The searches identified 5911 records, which were assessed against
the inclusion criteria. Title and abstract screening resulted in 170 re-
cords considered eligible or inconclusive. Full-text articles were then
retrieved and assessed for eligibility, resulting in 42 studies included in
the final synthesis (Fig. 1).

3.1. Summary of included studies

A summary of key characteristics of included studies is presented in
Table 1.

23 studies contributed qualitative data, including: interview studies
(n = 10); focus group studies (n = 4); combined interview-focus group
designs (n = 4); textual data from surveys (n = 2); combined interview-
observation designs (n =1); recorded video-calls (n=1); and
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ethnographic research (n = 1). Studies reported data from eight coun-
tries (UK, Canada, USA, Netherlands, Norway, Germany, Portugal, and
Australia). Most studies focused on YP perspectives, with only a few
including other stakeholders’ views such as health providers, parents/
carers, or teachers.

20 studies contributed quantitative data, including: randomised
controlled trials (n = 5), non-randomised/quasi-randomised controlled
trials (n = 3), uncontrolled/pseudo-controlled trials (n = 2), cohort
studies (n = 8) and cross-sectional studies (n = 2). Studies reported data
from seven countries (USA, Germany, UK, Netherlands, Australia, Saudi
Arabia, and Portugal). Study samples in intervention groups ranged
from 20 to 308 participants. Study settings included paediatric tertiary
care hospitals, paediatric clinics/wards in general hospitals, combined
paediatric-adult tertiary care hospitals, a behavioural medical centre
and general practice.

3.2. Interventions

17 interventions were evaluated across the 20 quantitative studies
included in this review. Most interventions were condition-specific
(including chronic fatigue syndrome, chronic pain, juvenile idiopathic
arthritis, chronic tension-type headache, and spina bifida), with eight
interventions adopting a generic approach (i.e. targeting multiple LTCs)
and one intervention combining both approaches.

The centrality of the vocational component/s of included in-
terventions was assessed according to whether vocational issues were

[ Identification of studies via databases and registers ]
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Fig. 1. : PRISMA Flow Diagram. From: Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated
guideline for reporting systematic reviews. BMJ 2021;372:n71. doi: 10.1136/bmj.n71.



Table 1

Key characteristics of the included studies.

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
Qualitative synthesis  Ahola Canada Home (video- Mixed sample Adolescents  Qualitative  Qualitative content 52 calls N/A N/A Peer mentorship Evaluating topics ~ Topics of o Intervention -
Kohut et al. call) (including a2-17 analysis of recorded (representing 7 program that discussed in a peer discussion indirectly
(2016) Juvenile years) video calls. mentor-mentee provides modelling mentoring during open- addressed:
idiopathic pairings) and reinforcement  program for AYA  ended peer vocational issues
arthritis and by young adult peer with chronic mentoring considered but
Chronic pain mentors who have illnesses sessions not targeted.
conditions) learned to manage o Study -
their chronic illness indirectly
successfully to addressed: no
adolescents with vocational
the same chronic specific aims, but
illness. outcomes
included impact
of chronic illness
on school and
work.
Bomba etal. Germany Paediatric Mixed sample Adolescents  Qualitative  Individual and Individual N/A N/A A generic patient (1) Investigation  Patient o Intervention -
(2017) and clinics (including Type 1 and young group interview. interviews education of experiences of  experiences directly
Switzerland diabetes, Cystic adults Qualitative content (n = 11) programme for and needs in and needs addressed:
fibrosis, and (15-27 analysis. Group adolescents in transition of during explicit
Chronic years) interviews transitional care. adolescents with  transitional acknowledgment
inflammatory (n=18) chronic care period of vocational
bowel disease) conditions, and (2) issues addressed
the integration of in transitional
the findings into care.
the design of a o Study -
generic patient indirectly
education addressed: no
programme for vocational
adolescents in specific aims, but
transitional care. outcomes
included
vocational issues.
Burlesand  Canada Multiple Mixed sample Young adults Qualitative =~ Phenomenological 10 participants N/A N/A No intervention To explore young  Experiences of e Study -
Thomas settings (including (20-37 and photovoice (18 interviews adult women’s living with a indirectly
(2013) anorexia, breast years) interviews. Data and 111 experiences of life- addressed: no
cancer, analysis informed ~ photographs) having a life- threatening or  vocational
depression, by hermeneutic threatening or chronic illness.  specific aims, but
endometriosis, phenomenological chronic illness in outcomes
epilepsy, multiple approach. order to better included
sclerosis, primary understand the vocational issues
hypoadrenalism role of life stage in (impact of being
and secondary serious illness ill on education
hypothyroidism, experiences. and employment
and a malignant goals).
brain tumour)
Dogba et al. Canada Hospital Osteogenesis Adolescents  Qualitative  Case study 25 participants  N/A N/A Family-centred, To evaluate a Service users  Intervention -
(2014) imperfecta (OI) and young approach including (including 6 transition focused  transition program and staff directly
adults interviews, patients, 4 care for adolescent  for adolescents views/ addressed:
(14-21 observations, and parents, and 15 and young adult and young adults  experiences explicit
years) documents. professionals) patients with OI with OI from the  (Strengths, acknowledgment
Parents aged 14-21 years.  perspectives of the Weaknesses, of vocational
Health In addition to services users and  Opportunities  issues addressed
Professionals transitional care, staff. and Threats) of in transition

the program has
links with external

the transition
program.

programme.
o Study -

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants  Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group group description outcomes vocational issues
sample sample in interventions
size size and studies
organisations indirectly
offering organised addressed: no
social events, such vocational
as camps and get- specific aims, but
togethers, to help outcomes
prepare young included
adults with special vocational issues.
needs for adult life.
Farreetal. UK Hospital Arthritis Young Qualitative ~ Narrative and semi- 39 participants N/A N/A No intervention To explore Educational o Study - directly
(2019) people structured education and and early work addressed:
(10-29 interviews. employment experiences vocational
years) Thematic analysis. related aspects of specific aims/
the overall outcomes.
experiences of
young people
living with
arthritis during
early adolescence
through to young
adulthood.
Ferguson Australia Paediatric Mixed sample of ~ Adolescents  Qualitative  Longitudinal case 31 participants  N/A N/A No intervention To investigate the ~ Strategies and e Study - directly
and Walker hospital LTCs (sharing the (10-18 studies, using social and relationships addressed:
(2014) issue of resulting  years) ethnography, semi- educational used by vocational
in significant structured and open experiences of participants to  specific aims/
school absences) interviews. young people help manage outcomes.
Interpretive and whose schooling their LTCs and
thematic analyses. has been disrupted maintain or re-
due to an ongoing establish
health condition.  education and
social
connections.
Gee et al. USA Hospital Diabetes Young adults Qualitative ~ Semi-structured 23 participants  N/A N/A No intervention To highlight the Concerns about e Study -
(2007) (19-26 telephone issues that managing their indirectly
years) interviews. confront urban, disease. addressed: no
Thematic analysis. underserved vocational
minority young specific aims, but
people with outcomes
diabetes as they included
enter adulthood. vocational issues.
Hanson UK Hospital Juvenile Young Qualitative ~ Semi-structured 38 participants  N/A N/A No intervention To explore the Expectations o Study - directly
etal. (2018) idiopathic people interviews and (26 young expectations and  and addressed:
arthritis (16-25 focus groups. people, 3 adults, experiences of experiences of  vocational
years) Thematic analysis.  and 9 health employment employment. specific aims/
Adults professionals) among young outcomes.
(26-31 people with JIA,
years) and the actual and
Health potential role of
professionals the
multidisciplinary
team in promoting
positive
employment
outcomes.
Hauser & USA Paediatric Sickle cell disease Adolescents  Qualitative  Focus groups. 52 participants  N/A N/A No intervention To develop a Concerns, o Study -
Dorn (1999) Sickle cell (13-21 Content analysis. (22 adolescents, framework to expectations, indirectly
years) guide the and addressed: no

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants  Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group group description outcomes vocational issues
sample sample in interventions
size size and studies
disease Parents 22 parents, and transition of sickle preparation vocational
centres Health 8 practitioners) cell disease needs the specific aims, but
professionals patients from adolescent/ outcomes
child-centred care young adult included
to adult-centred and parents vocational issues.
care. have about the
move from
child-centred
to adult-
centred care.
Holley et al. UK Primary and ~ Asthma Adolescents  Qualitative  Focus groups and 54 participants  N/A N/A No intervention To explore views  Views and o Study -
(2018) secondary (12-18 interviews. (28 adolescents, about barriers and experiences of  indirectly
care sites years) Inductive thematic 12 parents, and facilitators to self- self- addressed: no
Parents analysis. 14 health management of management.  vocational
Health professionals) asthma from the specific aims, but
professionals perspective of outcomes
adolescents, their included
parents and their vocational issues.
health
professionals.
Jetha etal. Canada Multiple Arthritis Young adults Qualitative  Focus groups and 45 participants  N/A N/A No intervention To understand the Impact of o Study - directly
(2018a) settings (18-34 interviews. (7 young adults, similarities and arthritis on addressed:
years) Thematic analysis 13 middle-aged differences in the ~ employment, vocational
Middle-aged using a modified adults, and 25 employment experiences specific aims/
adults grounded theory older adults) participation of with health- outcomes.
(35-54 approach. people living with  related
years) arthritis across the changes, career
Older adults life course. progression
(>55 years) and social role
involvement.
Jetha etal. Canada Multiple Arthritis Young adults Qualitative ~ Focus groups and 45 participants  N/A N/A No intervention To examine the Employment o Study - directly
(2018b) settings (18-34 interviews. (7 young adults, need for and experiences, addressed:
years) Thematic analysis 13 middle-aged availability and formal and vocational
Middle-aged using a modified adults, and 25 use of formal and  informal specific aims/
adults grounded theory older adults) informal workplace outcomes.
(35-54 approach. workplace resource needs,
years) resources and to and
Older adults uncover availability
(>55 years) differences across  and use of
the life course in ~ workplace
adults with resources.
arthritis.
Lewis and UK Hospital Renal failure Young adults Qualitative ~ Semi-structured 35 participants  N/A N/A No intervention To explore how a  Views and o Study - directly
Arber (16-30 interviews. serious chronic experiences of  addressed:
(2015) years) Modified grounded illness in education and  vocational
theory. childhood affects ~ employment. specific aims/
education and outcomes.
employment in
early adulthood.
Palmer and USA Large, Cystic Fibrosis Young adults Qualitative ~ Semi-structured 7 participants N/A N/A No intervention To examine the Perceptions on e Study -
Boisen metropolitan (20-26 interviews. Content perceptions of the impact of  indirectly
(2002) Cystic years) analysis. young adults with ~ disease in their addressed: no
Fibrosis Cystic Fibrosis lives. vocational
Centre regarding the specific aims, but
impact the disease outcomes

has had on their

(continued on next page)

‘D 32 2D Y

$9££01 (€20Z) L1 8ulasuno) pub UoHDINPH JUaD



Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants  Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group group description outcomes vocational issues
sample sample in interventions
size size and studies
lives, especially included
during the vocational issues.
transition from
adolescence to
adulthood.
Pini (2009) UK Hospital Cancer Young adults Mixed- Focus groups and 39 participants  N/A N/A Teenage and young To evaluate the Benefits of the o Study -
(13-25 methods questionnaire (29 patients, adult learning impact of the role. indirectly
years) and 10 staff) mentor. The role learning mentor addressed: no
provides education role. vocational
support to oncology specific aims, but
patients. It is a outcomes
patient-led service, included
driven by the vocational issues.
individual needs of
patients.

Sen et al. UK Hospital Juvenile Children and Qualitative  Semi-structured 10 children and N/A N/A No intervention To explore the Experiences of e Study -

(2017) idiopathic young interviews. young people subjective impact of indirectly
arthritis- people (6-18 Inductive thematic  and their experience of illness/ addressed: no
associated uveitis  years) analysis. parents children and treatment/ vocational

Parents young people complications  specific aims, but
being treated for  on health- outcomes
chronic, non- related quality included
infectious uveitis  of life. vocational issues.
associated with a
systemic disease
such as juvenile
idiopathic
arthritis.

Shaw etal. UK Hospital Juvenile Adolescents  Qualitative ~ Focus groups. 8 participants N/A N/A No intervention To explore the Perceptions o Study - directly

(2006) idiopathic (12-17 Interpretive prevocational and  about the addressed:
arthritis years) phenomenological early employment meaning of vocational

analysis. needs of juvenile specific aims/
adolescents with idiopathic outcomes.
JIA from their own arthritis and
perspectives. vocation.

Sluman Netherlands Tertiary Congenital heart ~ Young adults Qualitative = Semi-structured in- 15 participants N/A N/A No intervention To gain insight Barriers and o Study - directly

et al. (2014) referral disease (22-35 depth interviews. into current facilitators addressed:

centre years) Directed content barriers and experienced at  vocational

analysis. facilitating work. specific aims/

experiences at outcomes.
work among
young adult
patients with
congenital heart
disease.

Taylor et al. UK Hospital Liver transplant Young Qualitative  Semi-structured 14 participants N/A N/A No intervention To explore young  Experiences of e Study -

(2010) people interviews. people’s lived quality of life.  indirectly

(12-18 Framework experience of life addressed: no

years) analysis. after vocational
transplantation. specific aims, but
outcomes
included
vocational issues.

Thomas and UK Hospital Sickle cell disease Adolescents  Qualitative  Focus groups. 25 participants  N/A N/A No intervention To gain an Views and o Study -

Taylor and young Phenomenological understanding of ~ experiences of  indirectly

(2002) adults the psychosocial sickle cell addressed: no

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
(15-35 approach to data impact of sickle disease impacts vocational
years) analysis. cell disease. on the quality  specific aims, but
of life. outcomes
included
vocational issues.
Twiddy UK Hospital Chronic pain Young adults Qualitative ~ Focus groups. 18 participants  N/A N/A No intervention To investigate the ~Needs of young e Study -
etal. (2017) (18-30 Thematic analysis. needs of young adults with indirectly
years) adults attending a  chronic pain. addressed: no
tertiary level vocational
National Health specific aims, but
Service Pain outcomes
Management included
Programme vocational issues.
Service in the
United Kingdom;
exploring how
these needs may
translate on to
clinical assessment
and the delivery of
rehabilitation
interventions.
Winger Norway Hospital Chronic fatigue Adolescents  Qualitative  In-depth 18 participants  N/A N/A No intervention To explore the Experiences of e Study -
etal. (2014) syndrome (12-18 interviews. experiences of living with indirectly
years) Phenomenological, living with chronic chronic fatigue addressed: no
hermeneutical fatigue syndrome  syndrome. vocational
approach to data during specific aims, but
analysis. adolescence. outcomes
included
vocational issues.
Qualitative and Magalhaes  Portugal General Mixed sample of ~ Parents/ Mixed- Cohort study. 231 participants 185 N/A Psychoeducational ~ To describe the Parents/  Intervention -
Quantitative et al. (2018) hospital paediatric ward caregivers methods Questionnaires. (185 parents/ intervention experiences and caregivers and  directly
syntheses inpatients and teachers Descriptive caregivers and programme perspectives of teachers addressed:
of statistics and 46 teachers) delivered by parents/caregivers experiences. dedicated
hospitalised thematic analysis. educational and school intervention
children and psychologists and a  teachers of targeting
adolescents hospital teacher, patients who vocational issues.
(6-17 years) including received the o Study - directly
psychoeducational  intervention. addressed:
activities tailored to vocational
the length of each specific aims/
individual hospital outcomes.
stay, and linkage to
school to smooth
the transition back
to school and help
to overcome the
missed school-time.
Quantitative synthesis ~Al-Haggar  Saudi General Chronic fatigue Adolescents  Quantitative Randomised 92 participants 50 42 Cognitive To evaluate the Fatigue o Intervention -
et al. (2006) Arabia practice, syndrome (10-14 controlled trial behavioural efficacy of severity indirectly
specialist years) therapy sessions cognitive addressed:
clinic guided by behavioural vocational issues
biofeedback. therapy aided with considered but
Sessions ran for a biofeedback not targeted.

period of 18
months 40-60
sessions ranging for

machines in
treatment of
adolescents

e Study -

indirectly
addressed:

(continued on next page)

‘D 32 2D Y

$9££01 (€20Z) L1 8ulasuno) pub UoHDINPH JUaD



Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
1-2 per week. suffering from secondary
Sessions included chronic fatigue. vocational
patients and family. outcomes
Patient also told to included (school
keep a personal attendance).
diary.
Ammerlaan Netherlands Paediatric Juvenile Young adults Quantitative Randomised 72 participants 36 36 Web-based self- To investigate the  Self-efficacy o Intervention -
etal. (2017) hospital idiopathic (16-25 controlled trial management effectiveness of a indirectly
arthritis years) intervention guided web-based self- addressed:
by peer-trainers. management vocational issues
Based on the self- intervention considered but
efficacy theory of guided by peer- not targeted.
Bandura. The trainers. o Study -
intervention is led indirectly
by young peer addressed:
trainers in the age secondary
range of 20-30 vocational
years who suffer outcomes
from arthritis included
themselves. (absenteeism of
school or work).
Betz et al. USA Paediatric Spina bifida Adolescents  Quantitative Randomised 65 participants 31 34 A cognitive- To examine Subjective e Intervention -
(2010) hospital (14-18 controlled trial behavioural whether a well-being, directly
years) program, cognitive- role mastery, addressed:
Transition behavioural and self-care explicit
Preparation program of practice. acknowledgment
Training in Transition of vocational
combination with ~ Preparation issues addressed
spina bifida Training in by intervention
management. A combination with components.
three-module, eight SB management, o Study -
session program leads to improved indirectly
offered ina 2 day  transition addressed:
workshop format subjective well secondary
that involved the being, role vocational
development of an  mastery, and self- outcomes
adolescent-centred  care practice. included
transition plan (productivity as
based on part of
comprehensive psychosocial
assessment of the adjustment, and
adolescent’s goals interest-hobbies
for the future. as part of
community life
skills).
Chalder UK General Chronic fatigue Adolescents  Quantitative Randomised 63 participants 32 31 Family-focused To compare the Attendance at e Intervention -
etal. (2010) hospital syndrome (11-18 controlled trial cognitive efficacy of family- school/ indirectly
years) behaviour therapy, focused cognitive college/work.  addressed:
based on a behaviour therapy vocational issues
previously with a briefer, considered but

developed model
tailored to
adolescents with
chronic fatigue
syndrome. Thirteen
1-hour sessions of
cognitive

easier to deliver
psycho-education
intervention.

not targeted.
addressed:
vocational
primary
outcomes.

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
behaviour therapy
were offered every
2 weeks.
Claar etal. USA Paediatric Chronic tension-  Adolescents  Quantitative Cohort study 47 participants =~ 47 N/A Multidisciplinary To examine (1) if ~ School o Intervention -
(2012) hospital type headache 12-17 evaluation (by a school functioning, directly
years) neurologist and functioning/ school addressed:
clinical attendance attendance, explicit
psychologist, of improve after and headache  acknowledgment
approximately 1 h  participation ina  characteristics  of vocational
each) focusing on a multidisciplinary  (frequency, issues addressed
return to headache severity, and by intervention
functioning despite evaluation that duration). components.
headaches. emphasises a o Study - directly
Families were return to function addressed:
provided with despite pain, and vocational
feedback by clinic ~ (2) if patients primary
nurse experience an outcomes.
(approximately improvement in
20 min) that headache
integrated the frequency,
results of both severity, and
evaluations and duration 2-3
emphasised a months after their
return to initial evaluation
functioning, and at 6 months
especially school, follow-up.
despite headaches.
Distelberg ~ USA Behavioural ~ Mixed sample Adolescents  Quantitative Cohort study 22 participants 22 N/A Mastering Each To evaluate a Health-related e Intervention -
et al. (2014) medical (including type I ~ (13-16 New Direction family systems quality of life directly
centre diabetes, chronic  years) (MEND) is a intervention for addressed:
kidney disease, biopsychosocial managing explicit
rheumatoid intensive paediatric chronic acknowledgment
arthritis, and outpatient program illness. of vocational
cancer) that provides issues addressed
mental health by intervention
treatment for components.
children (ages o Study -
8-18) diagnosed indirectly
with a chronic addressed:
illness and their secondary
family members. vocational
MEND uses outcomes
individual and included (school
family therapy as functioning as
well as peer group part of paediatric
and multifamily health-related
group processes quality of life).
Emerson USA Behavioural  Mixed sample Children and Quantitative Cohort study 48 participants 48 N/A over the course of ~ To investigate the Health-related e Intervention -
etal. (2016) medical (including type I  adolescents 21 sessions (three  role of social and  quality of life  directly
centre diabetes, (8-18 years) sessions a week for physical and school addressed:
nephrotic 7 weeks). The functioning in absenteeism explicit
syndrome, desired outcome of reducing school acknowledgment
transplant, and MEND is to increase absenteeism in of vocational

cancer)

treatment
adherence as well
as improve disease-
specific outcomes.

youths
participating in
the MEND
intervention.

issues addressed
by intervention
components.

o Study - directly

(continued on next page)
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Table 1 (continued)

1

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
addressed:
vocational
primary outcomes
(school
absenteeism) and
secondary
vocational
outcomes (school
functioning as
part of paediatric
health-related
quality of life).
Fernandes  USA Paediatric Mixed sample Young Quantitative Cross-sectional 155 patients N/A N/A Transition and self- To assess the Patients’ and Intervention -
etal. (2014) hospital (including type I people study 104 parents management skills  quality of parents’ indirectly
diabetes, (16-25 (with 93 being education provided transition perceptions of  addressed:
Congenital heart  years) patient-parent/ across included education and transition vocational issues
disease, Juvenile guardian pairs) clinics, identify education. considered but
rheumatoid departments and deficiencies in the not targeted.
arthritis, healthcare teams. provision of o Study -
Hematologic transitioning indirectly
disorder, education. addressed:
Inflammatory secondary
bowel disease, vocational
Cystic fibrosis, outcomes
Solid organ included (impact
transplant, of disease on
Genetic disorders, patient’s future
Renal disease education/
requiring dialysis) career/vocation).
Gauntlett- UK General Chronic pain Adolescents  Quantitative Uncontrolled trial =~ 98 participants 98 N/A 3-week Acceptance To examine the Functional e Intervention -
Gilbert et al. hospital (10-19 and Commitment effects of disability indirectly
(2013) years) Therapy (ACT) Acceptance and addressed:
based residential Commitment vocational issues
pain management  Therapy (ACT) considered but
program. 90 h of treatment on a not targeted.
treatment over 15  severely disabled o Study -
days. Parents group of indirectly
attended with child adolescents with addressed:
to all sessions chronic pain, secondary
except for 4 day examining vocational
period of separate  relationships outcomes
learning. The between outcome included (school
clinical team met and acceptance. attendance).
three times per
week to ensure
consistency of
approach and
theoretical
integrity.
Hechler Germany Paediatric Chronic pain Adolescents  Quantitative Cohort study 167 participants 167 N/A Multimodal To investigate the Pain intensity, e Intervention -
et al. (2009) hospital (11-18 Inpatient Pain effectiveness of a  pain-related indirectly
years) Treatment. A multi- 3-week disability, and  addressed:
professional team  multimodal emotional vocational issues
including inpatient pain distress. considered but
paediatricians, program for not targeted.
clinical children and o Study -
psychologists, indirectly

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
children and adolescents with addressed:
adolescent chronic pain. secondary
psychiatrists, vocational
paediatric nurses, outcomes
physiotherapists, included (school
occupational absence).
Hirschfeld ~ Germany Paediatric Chronic pain Adolescents  Quantitative Cohort study 167 participants 167 N/A therapists, and To investigate the Pain intensity, e Intervention -
etal. (2012) hospital (11-18 social workers long-term pain-related indirectly
years) delivered the effectiveness of a  disability, and  addressed:
inpatient program.  3-week emotional vocational issues
Treatment duration multimodal distress. considered but
was 3 weeks. inpatient program not targeted.
Similar to the child, for children and o Study -
parents were adolescents with indirectly
actively engaged in  chronic pain. addressed:
the treatment secondary
process by vocational
initiating changes outcomes
in daily routines (e. included (school
8., supporting the absence).
child to attend
school despite
pain).
Reintegration into
the adolescent’s
daily life was
initiated from the
second week
onwards
comprising of visits
at home and school.
Lim & Australia Paediatric Chronic fatigue Adolescents  Quantitative Cohort study 57 participants 57 N/A Intensive To investigates the School o Intervention -
Lubitz hospital syndrome (10-19 multidisciplinary response to the attendance, directly
(2002) years) inpatient programme and physical addressed:
programme. The long-term activity, and explicit
programme focuses outcome. social activity ~ acknowledgment
on both the of vocational
physical and issues addressed
emotional issues of by intervention
adolescents with components.
CFS and takes 4 o Study - directly
weeks to complete, addressed:
including a return vocational
to full-time school primary
at the end of the outcomes.
programme with
the cessation of
home-based
education.
Maslow USA Paediatric Mixed sample Youth Quantitative Cohort study 20 participants 20 N/A Group mentoring To examine the Loneliness,  Intervention -
etal. (2013) hospital (including Celiac ~ (13-19 program called The outcomes of a self- directly
disease, Cerebral  years) Adolescent group mentoring ~ management addressed:
palsy, Cystic Leadership Council program for youth competence, dedicated
fibrosis, Diabetes, (TALC) that brings  with chronic self-advocacy intervention
Ehlers-Danlos together high physical illness confidence, targeting
syndrome, school participants  using the high school vocational issues.
Endometriosis, and college principles of PYD.  graduation, o Study - directly

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
Epilepsy, mentors, all with college addressed:
Inflammatory chronic illness. attendance, vocational
bowel disease, TALC uses a influence on specific aims and
Migraine, positive youth educational primary
Nemaline development (PYD) choices, outcomes.
myopathy, approach, employment
Peripheral emphasizing strong status, career
neuropathy, relationships choice,
Sickle cell disease, between youth and influence on
Stickler adults in an vocational
syndrome, environment where choices,
Systemic lupus youth can learn primary/
erythematous, important life skills specialist care
and Takayasu and take a attendance,
arteritis) leadership role. health care
transition
mentor.
McDonagh UK Paediatric Juvenile Adolescents  Quantitative Pseudo-controlled 308 adolescents 308 N/A A programme of To determine Health-related e Intervention -
etal. (2007) hospital idiopathic (11-18 trial 303 parents transitional care whether the quality of life  directly
arthritis years) (PTC) centred on quality of life of addressed:
templates for adolescents with explicit
individualized JIA could be acknowledgment
transition plans improved by a co- of vocational
(ITP). The ITP ordinated, issues addressed
templates were structured by intervention
created for the multidisciplinary, components.
young person and  evidence-based, o Study -
the parent to reflect transitional care indirectly
both adolescent programme. addressed:
development as secondary
well as the vocational
components of the outcomes
transition included (pre-
programme in vocational
terms of health, experience).
home and school.
Menrath Germany Paediatric Mixed sample Young Quantitative Quasi-randomised 300 participants 166 134 The education To demonstrate Satisfaction o Intervention -
etal. (2018) hospital (including people controlled trial program (ModuS- the efficacy of a with the directly
asthma, attention- (15-24 T) was designed as  modular transition program, addressed:
deficit/ years) a compact education transition- explicit
hyperactivity workshop in a program (ModuS-  specific acknowledgment
disorder, T1D, group setting for T) for youth and ~ knowledge, of vocational
phenylketonuria, youth and their their parents in transition issues addressed
IBD, CF, chronic parents. The regular health care competencies, by intervention
kidney disease, education program  services. patient components.
epilepsy, liver or contained youth activation and e Study -
kidney specific topics such health-related  indirectly
transplantation, as the transfer to quality of life.  addressed:
oesophageal adult care, the secondary
atresia, juvenile influence of disease vocational
idiopathic on the daily life of outcomes
arthritis and YP, and other included (work-
Ehlers-Danlos important issues related
syndrome) like detachment preparedness).

from parents,
occupational
career, intimate

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
relationships and
family planning.
The program
focused on
improving
competencies
relevant for
transition and self-
management skills
of the families.
Schmidt Germany Paediatric Mixed sample Adolescents  Quantitative Quasi-randomised 274 participants 142 132 A manualised two-  To test the effects Health-related e Intervention -
etal. (2016) hospital (including type 1~ (15-21 controlled trial day transition of a generic transition directly
diabetes, cystic years) workshop carried transition-oriented competence, addressed:
fibrosis, out at 12 sites in patient education  self-efficacy, explicit
inflammatory Germany, focusing  program on satisfaction acknowledgment
bowel disease) in standardized adolescents’ with care, of vocational
modules (eight health service patient issues addressed
modules, each of participation and  activation, and by intervention
60-90 min quality of life. quality of life. ~ components.
duration) on o Study -
adjustment to adult indirectly
care settings, addressed:
organization of secondary
future disease vocational
management, outcomes
career choices and included (work-
partnership. The related
content of the preparedness, and
curriculum is satisfaction with
largely generic but school/
some modules educational
include integrated services).
Schmidt Germany Paediatric Mixed sample Adolescents  Quantitative Quasi-randomised 285 participants 149 136 condition-specific ~ To investigate the Health-related e Intervention -
et al. (2018) hospital (including (14-20 controlled trials aspects. A effects of a transition directly
inflammatory years) psychologist and a  transition-oriented competence, addressed:
bowel disease, paediatrician led patient education  and quality of  explicit
and diabetes) the transition program (PEP) on life. acknowledgment
workshop, for some quality of life and of vocational
modules a young self-management issues addressed
adult with a chronic  in young patients by intervention
condition and a with IBD (PEP components.
doctor practicing naive), compared o Study -
adult medicine to patients with indirectly
were invited as diabetes. addressed:
experts. secondary
vocational
outcomes
included (work-
related
preparedness).
Shaw etal. UK Paediatric Mixed sample Young Quantitative Cross-sectional 457 young N/A N/A Range of To examine the Satisfaction o Intervention -
(2013) and adult (long-term people study people transitional care quality of with directly
hospitals condition of (11-21 330 parents models translating  transitional care in transitional addressed:
childhood/ years) guidance into a paediatric and care explicit
adolescent onset) routine clinical adult hospital by acknowledgment
practice within a investigating (i) of vocational

single paediatric

adherence to

issues addressed

(continued on next page)
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Table 1 (continued)

Contributing data to Paper Country Study setting Health condition  Participants  Research Study design Sample size Int. Control Intervention Study aims Primary Centrality of
(s) type group  group description outcomes vocational issues
sample sample in interventions
size size and studies
hospital and its national transition by intervention
neighbouring adult guidance and (ii) components.
facility. whether o Study -
implementation is indirectly
associated with addressed:
better patient/ secondary
carer experiences. vocational
outcomes
included
(transitional care
models
addressing
educational/
vocational
issues).
Stulemeijer Netherlands Paediatric Chronic fatigue Adolescents  Quantitative Randomised 71 participants 36 35 Cognitive To study the Fatigue e Intervention -
etal. (2004) hospital syndrome (10-17 controlled trial behaviour therapy, efficacy of severity, directly
years) comprising 10 cognitive functional addressed:
individual sessions ~ behaviour therapy impairment, explicit
over five months. for adolescents and school acknowledgment
Parents were with chronic attendance. of vocational

actively involved.
The aims of therapy
took into account
the specific
developmental
tasks of
adolescents. Return
to full time
education was
always a goal of
treatment, and a
plan for returning
to school was
discussed early
with everyone
involved. Four
child therapists
who were trained
and supervised by
an experienced
cognitive
behavioural
therapist
administered all
therapy.

fatigue syndrome
by comparing
outcome in those
randomly assigned
to immediate
therapy with
outcome in those
who were assigned
to the waiting list
for therapy.

issues addressed
by intervention
components.

o Study - directly
addressed:
vocational
primary outcome
included (school
attendance).
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directly/indirectly targeted by the intervention and whether vocational
issues were part of primary aims/outcomes of intervention studies. Most
interventions targeted vocational issues directly, but these were not al-
ways the primary aim/outcome, with only six interventions identified to
both directly target vocational issues as well as to primarily expect
vocational aims and outcomes. The remaining interventions did not
target vocational issues directly but expected effects on vocational
outcomes.

Intervention strategies relied on a wide range of approaches,
including psychological/psychoeducational interventions; transitional
care interventions; multidisciplinary/multimodal inpatient pro-
grammes; a self-management intervention guided by peer-trainers; a
multidisciplinary clinic and treatment approach; and a group mentoring
programme.

3.3. Quality appraisal

Our appraisal of included qualitative studies suggested that, overall,
articles reported valuable research and credible findings (Table 2).
However, a range of reporting issues were identified, most notably
across three domains: (1) the comprehensiveness of descriptions and
justifications of sampling and recruitment strategies; (2) the relationship
between researchers and participants; and (3) the extent to which
ethical issues were taken into consideration. Appendix C (Table C.1)
provides further details of our appraisal for each included qualitative
study.

Our appraisal of included quantitative studies suggested that, over-
all, the quality of currently available evidence on intervention effec-
tiveness is at high risk of bias (Table 3). Most included studies were
globally rated as ‘weak’, except for three studies which were rated as
‘moderate’, and no studies globally rated as ‘strong’. Appendix C
(Table C.2) provides further details of our appraisal for each included
quantitative study.

3.4. Stakeholders’ perceptions and experiences: recommendations for
intervention

Stages 1 and 2 of our thematic synthesis resulted in the catego-
risation of primary qualitative data from the included studies into two
overarching descriptive themes: ‘Impact of living with a LTC on school
and work’ and ‘Role of services in promoting positive education and
employment outcomes’. Building on these findings, further analytical
work and team discussion was undertaken to inform stage 3 of our
thematic synthesis, which translated the descriptive themes and sub-
themes arising from stakeholders’ perspectives into a set of seven rec-
ommendations for interventions. Recommendations are described
below. Appendix D illustrates the distribution of qualitative studies
underpinning the developed recommendations (Table D.1) and provides
exemplar data extracts from primary studies (Table D.2).

3.4.1. Recommendation 1 — provide psychological support

Some studies showed how the provision of vocational support en-
compasses an element of psychological support [23-27]. This was well
illustrated by YP’s experiences which highlighted a range of psycho-
logical implications associated with negotiating educational and voca-
tional trajectories, including: anxiety tied to dilemmas/implications of
disclosing their illness status to potential/current employers or teachers
[24-26,28-32]; anxiety about their ability to cope with demands of
education/work [24,25,33,34]; concerns about discrimination and
negative experiences with others at school/work [24-26,31-35]; coping
with the implications of illness-related disruptions to educa-
tion/employment such as academic attainment or work performance
[28-31,36-39]; coping with the financial ramifications of educa-
tion/employment setbacks [29,31,36,38,40]; and adjusting to forced
illness-related shifts in one’s education/employment goals and expec-
tations [29,30,36,39].
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3.4.2. Recommendation 2 — provide information, signposting and facilitate
access to supporting services

YP expressed the added proactiveness required from them to nego-
tiate the journey towards attaining their future goals and the often-
unknown rights and services that could support them in that journey,
with some anxieties and insecurities associated with having to overcome
issues such as: feeling the genuineness of their illness questioned by
employers and financial ramifications of education and employment
setbacks [29,31,36,40]; lack of optimised learning/work opportunities
through disruptions to education and employment [24,29,31,33,36];
limited knowledge of rights and employers obligations [25,26,30,32,33,
40]. Overall, included qualitative studies showed how YP with LTCs still
retained clear goals, showed determination to carry on with their edu-
cation and work [25,37] and were proactive in attaining that future
[39]. Nevertheless, the importance of providing information and sign-
posting about rights and services/resources that can support this
journey, particularly during key education and employment transitions,
was echoed by YP and healthcare providers [25,27,29,32,40-42].

3.4.3. Recommendation 3 — provide skills training

YP’s views and experiences reflected the need for and importance of
mastering key vocational skills relevant to the journeys of YP with LTCs
in both education and employment, including: whether, when and how
to disclose their illness status at school or to a prospective employer [24,
25,28-30,32,33,39]; disease-specific individual work/learning compe-
tencies to accommodate aspects of one’s condition into performance
expectations or job/study requirements [25,42-44]; prevocational skills
such as how to develop a CV, complete a job application and interview
for a job [24,25,41]; managing relationships with peers, colleagues and
teachers/employers [24,25,30,35,42]; and self-advocacy skills at school
and work [24-26,29,30,34,39,44].

3.4.4. Recommendation 4 — provide specialist career advice

Planning one’s future and career is a very important issue for every
young person, however, for those with LTCs, this presented them with a
range of additional challenges, restrictions, stress, insecurities and fears
associated with having to consider their future life and career oppor-
tunities in light of their LTC [23,24,26,27,29,30,32,33,36,39-41,44].
Issues ranged from choosing an appropriate job, apprenticeship, or
university to accommodate their condition through to specific concerns
about entering the labour market, having to rethink one’s career choice
or rights and benefits entitlements. However, YP’s experiences also
indicate that appropriate advice and support can lead to positive voca-
tional outcomes [23-27,30,32] and that, despite any forced career shifts
and additional challenges due to their LTC, YP retain a strong deter-
mination to set and pursue goals to advance their careers, whether in
education or employment, and irrespective of the nature and severity of
their LTC [25,29,30,33,36,39,40].

3.4.5. Recommendation 5 - liaise with key stakeholders in educational or
workplace settings

YP’s experiences at school/work suggested that their needs were
often misunderstood or insufficiently addressed. YP’s early work expe-
riences tended to be characterised by short-term, entry-level jobs often
lacking support [25,26,35] with the physical load of their work being
perceived as too high [25,31,35]. Similarly, the experiences of those in
education were characterised by issues affecting their academic
achievement and lack of understanding and appropriate support [24,27,
28,31,37] often persisting even when adaptations were in place [34].
Therefore, ensuring appropriate resources and establishing a supportive
environment in education/work settings are very important issues for
YP [24,26,28,30,31,35,37,39,45]. Health professionals are uniquely
placed to act as advocates for YP with LTC [24,25] by addressing edu-
cation/employment transitions as part of transitional care [24,25,29,30,
32] and offering to liaise between YP and their main places of educa-
tion/work where needed [27,39,43].
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3.4.6. Recommendation 6 — provide or facilitate access to social support

Participants recognised the provision of access to social support as an
important part of promoting positive education and employment out-
comes in the context of service provision [23-25,28,42]. Meeting other
YP with the same LTC was reported as a positive experience, contrib-
uting to confidence and emotional well-being [25]; providing a space of
discussion through shared understanding in terms of the impact of their
LTC on their school and work lives [25,44]. However, some YP also
suggested that social support was important beyond the circle of peers
with LTCs, with friends and partners more broadly being perceived as
equally key as sources of support [28].

3.4.7. Recommendation 7 — provide flexible care and optimal disease
management to support education/employment transitions

The road to positive education and employment outcomes requires
YP to overcome physical, psychological and social challenges which in
turn requires optimal disease management [25] delivered in the context
of flexible and convenient care [25,39,40,42,45] that is responsive to
YP’s school and work lives, particularly at key times such as school/-
work transitions, exams or job changes.

3.5. Mapping and effectiveness of interventions by recommendations
arising from stakeholders’ perspectives

The mapping of interventions against the set of recommendations
arising from stakeholders’ perspectives resulted in four groups of in-
terventions, based on the number of recommendations met, which
ranged from two to five. Table 4 presents a detailed distribution of the
included interventions across the seven recommendations.

3.5.1. Interventions meeting two recommendations

Six interventions met two recommendations. Three of these studies
were randomised controlled trials (RCTs), which evaluated different
types of Cognitive Behavioural Therapy (CBT) based interventions but
shared a focus on chronic fatigue syndrome (CFS), considering school
attendance as either primary or secondary outcome:

e One study examined the efficacy of CBT by comparing outcomes
between those assigned to waiting list and those randomly assigned
to immediate therapy, and found a significant increase in school
attendance (18.2% increase, with P.040) in the immediate therapy
group [46].

These findings were echoed by another RCT, which compared a
family-focused CBT intervention with a psycho-education interven-
tion, and found that improvements in school attendance following
CBT where maintained up to a year after discharge. However, the
study also found that psycho-education was as effective as family-
focused CBT at 6 and 12 months follow-up for both the primary
outcome (i.e. school attendance) and the secondary outcomes
relating to education/employment (i.e. work and social adjustment).
Therefore, suggesting a different pattern of improvement over time
between interventions, with those receiving family-focused CBT
improving more during treatment and at discharge, and those in the
psycho-education group improving more from 3 months follow-up
onwards, until becoming as effective as family-focused CBT at 6
and 12 months follow-up [47].

Finally, a third RCT evaluated the effectiveness of an intervention
employing CBT aided by biofeedback, which resulted in increased
school attendance of 34.4% (CI 29.8-36.6 h/month, with P < .001)
in the intervention group [48].

Two further studies were prospective uncontrolled cohort studies:

One study evaluated the impact of a multidisciplinary clinic and
treatment approach in adolescents with chronic tension-type head-
ache, and found a significant change over time in adolescents’ school
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functioning (F(2, 33) = 4.32, P < .05) and school attendance (F(2,
34) = 4.03, P < .05) from baseline to follow-up [49].

e Another study examined the outcomes of a non-condition-specific
group mentoring programme based on the principles of a positive
youth development approach, and found that both educational and
vocational outcomes of programme alumni were better than those
generally reported in YP with LTC, particularly in terms of college
attendance percentage [50].

Finally, one cross-sectional study examined adolescents and young
adults (AYA) and parental perceptions of educational content in tran-
sitional care provision in a paediatric hospital setting, and found stated
deficiencies in education regarding the impact of disease on future ed-
ucation and career/vocation [14].

3.5.2. Interventions meeting three recommendations

Five interventions met three recommendations. A retrospective un-
controlled cohort study examined the outcomes of adolescents with CFS
following an intensive multidisciplinary inpatient programme, with
participants reporting a decrease in school non-attendance (attending
school never or only occasionally) and an increase in full-time school
attendance with occasional absences only [51].

A RCT of a CBT-based transition preparation programme for ado-
lescents with spina bifida (SB) in combination with disease manage-
ment, showed no difference in education/employment-related outcomes
when compared with a control group of adolescents who received SB
management only. The authors considered that the one-month time
frame of their intervention model was insufficient to address key
education/employment-related transition plan goals (such as obtaining
a high school diploma or seeking employment) which could have
required months or years beyond the study’s time frame [52].

An uncontrolled trial examined the effects of Acceptance and
Commitment Therapy (ACT) treatment in severely disabled adolescents
with chronic pain, reporting a decrease in the number of school sessions
missed (1.5% change at 3-month follow-up; 95% CI 0.5-2.5; P < .01)
[53].

Two included studies evaluated the impact of an intensive outpatient
family therapy-based programme in a retrospective uncontrolled cohort
study with a sample of adolescents with a range of LTCs [54] and a
prospective uncontrolled cohort study with children and adolescents
also with a range of LTCs [55], and both found the programme to be
associated with a significant improvement in school absenteeism.

A RCT evaluated the effectiveness of a web-based self-management
intervention guided by peer-trainers in young adults with JIA who were
being treated at transition outpatient clinics. The vocational elements of
this intervention included explicitly addressing communication skills at
school or work as part of the intervention content and the evaluation
considered absenteeism of school or work as a secondary outcome
measure. The study found no differences between the control and
intervention group on absenteeism of school or work, although addi-
tional qualitative analyses showed that the intervention was appreciated
and valuable for the participants [56].

3.5.3. Interventions meeting four recommendations

Two interventions met four recommendations. A multimodal inpa-
tient program for children and adolescents with chronic pain was
evaluated by two prospective uncontrolled cohort studies using the same
sample of adolescents at 3 months [57] and 12 months [58] from
baseline, with both studies reporting significant reductions in school
absences over time.

A psychoeducational intervention program for hospitalised school-
aged children and adolescents, delivered regardless of length of hospi-
tal stay and with a focus on education-related skills, was evaluated in an
uncontrolled cohort study using a survey of parents/caregivers and class
teachers experiences, and found that the programme was perceived to
have promoted self-regulated learning competences; facilitated
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Table 2
Summary of quality assessment of included qualitative studies (n = 23).
Yes Partially No Unclear
1. Was the research problem and/or research question clearly reported/defined? 19 82.61% 4 17.39% - -
2. Was there a clear statement of the aims and/or objectives of the research? 18 78.26% 5 21.74% - -
3. Was a qualitative methodology appropriate? 23 100.00% - - -
4. Was the research design appropriate to address the aims of the research? 19 82.61% 4 17.39% - -
5. Was the sampling and recruitment strategy clearly defined and justified? 11 47.83% 12 52.17% - -
6. Was the method of data collection well described? 15 65.22% 8 34.78% - -
7. Were any techniques to enhance trustworthiness used? 15 65.22% 1 4.35% 4 17.39% 3 13.04%
8. Has the relationship between researchers and participants been adequately considered? 5 21.74% 6 26.09% 7 30.43% 5 21.74%
9. Have ethical issues been taken into consideration? 6 26.09% 15 65.22% 2 8.70% -
10. Was the data analysis/interpretation process well described and justified? 14 60.87% 8 34.78% 1 4.35% -
11. Was there a clear statement of findings? 13 56.52% 9 39.13% 1 4.35% -
12. Are the analysis and findings credible? 16 69.57% 7 30.43% - -
13. Was any conflict of interest reported? 1 4.35% - 22 95.65% -

Table 3

Summary of quality assessment of included quantitative studies (n = 20).
Quality assessment domains Strong Moderate Weak
Selection bias 6 30.00% 5 25.00% 9 45.00%
Study design 8 40.00% 1 5.00% 11 55.00%
Confounders 5 25.00% 3 15.00% 12 60.00%
Blinding - - 20 100.00%
Data collection methods 8 40.00% - 12 60.00%
Withdrawals and drop-outs 7 35.00% 9 45.00% 4 20.00%
GLOBAL RATING - 3 15.00% 17 85.00%

communication and linkage with school life; provided academic,
psycho-emotional and leisure-educational support; and smoothed the
school re-entry process [43].

3.5.4. Interventions meeting five recommendations

Four interventions met five recommendations, all of them transi-
tional care interventions.

One intervention was an evidence-based transitional care pro-
gramme for adolescents with juvenile idiopathic arthritis, which was
evaluated in a multicentre uncontrolled (pseudo-controlled) trial and
reported significant improvements in two vocational secondary outcome
measures (work experience and career advice) at both 6 months and 12
months follow-up [13].

A cross-sectional study examined characteristics of paediatric and
adult based transitional care provision and patients/carers satisfaction,
and found that better satisfaction was associated with attending clinics
that provided transitional care defined as youth-friendly and holistic (i.
e. addressing medical, psychosocial and vocational issues) [59].

Two further non-randomised controlled trials evaluated a group-
based transition education programme in different patient groups. The
first study included AYA diagnosed with type I diabetes (T1D), cystic
fibrosis, and inflammatory bowel disease (IBD), and reported a signifi-
cant improvement in the ‘work-related preparedness’ subscale of the
‘Transition Competence Scale’ for those in the intervention group [60].
The second study examined differential effects across AYA with T1D and
IBD, and found again significant improvement in transition competence
in both groups, but to a higher extent in subjects with IBD, although the
study identified previous experience with the intervention as a potential
confounder [61].

Finally, another group-based transition education programme for
AYA and their parents was evaluated in a multicentre, prospective
controlled study including AYA with 12 different conditions, and found
that transition competence had improved significantly as measured by
the Transition Competence Scale, including in the ‘work-related pre-
paredness’ subscale, compared to usual care [62].
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4. Discussion and conclusion
4.1. Discussion

The proposed set of recommendations for interventions from stake-
holders’ perspectives identified in this review highlights important is-
sues for YP with LTC that have continued to emerge in recent literature,
for example: work-related goals are both challenging and changing
following diagnosis [63]; difficulties with disclosure are a barrier to
successful transition into employment [64]; mental health and
emotional wellbeing are important component of transitional care pro-
vision and integral to successful achievement of vocational development
milestones for YP with LTCs [65]; the importance of proactive and
continued engagement from healthcare providers with educational set-
tings to support positive educational outcomes [66]. Also, engagement
of healthcare professionals at the interface of healthcare and workplace
settings has been shown to be an important factor for interventions
delivered in workplace settings [67]. However, there were also notable
omissions, such as the lack of explicit recognition of the role that
mobile/digital technologies could play in enabling health service-
s/professionals to better support the vocational development of YP with
LTCs [68], which is in contrast with a growing interest in research on the
use of mobile/digital technologies to interact with YP with LTC and
support disease self-management and transitional care [69-71].

The perspectives and experiences of YP with LTCs are the primary
views underpinning our recommendations. This is an important
strength. However, it is also important to acknowledge the need for
further research into the views and experiences of other stakeholders
such as carers, healthcare providers, and teachers. These recommenda-
tions can inform adaptations for interventions to better address voca-
tional issues, or they could enable the identification of potentially
crucial implementation factors. The latter were notably lacking in the
qualitative evidence identified in this review, with only one mixed-
methods study [43] contributing to both syntheses - i.e., exploring
views and experiences relating to vocational issues in the context of one
of the interventions included. Given that healthcare-based interventions
addressing vocational issues for YP with LTCs can be considered com-
plex interventions [72] such limited qualitative and process evaluation
data available on existing interventions is a particularly important evi-
dence gap. Robust mixed-methods designs should be a priority for future
intervention studies in this area.

This review also found that unclear/insufficient reporting of inter-
vention procedures made it challenging to establish how interventions
addressed vocational issues/outcomes, with some interventions
addressing them explicitly/directly (reporting vocational intervention
components) and others implicitly/indirectly (reporting vocational
outcomes only). Similarly, such reporting limitations made it difficult to
establish whether interventions met our recommendations specifically
in relation to vocational needs or in relation to more generic LTC-related
issues (i.e. the extent to which intervention components such as
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psychological support or skills training were specifically tailored to
vocational development issues). Although, in relation to the latter, it
could be argued that some of the targeted generic LTC issues are
transferable to the more specific domain of vocational development (e.
g., intervention components such as self-management education,
communication skills, or goal setting used in pain management or
transitional care programmes can promote the development of skills
which are transferable to the world of education and work). To enable
this level of insight into existing published evidence, the reporting of
how intervention procedures are expected to lead to vocational out-
comes should be improved either in results papers or as part of linked
registered protocols or intervention development papers.

Vocational outcomes used by included interventions were varied and
tended to be self-reported, but limitations in study designs meant that
changes in outcome measures were difficult to confidently attribute to
intervention effects. Many interventions focused on outcomes relating to
educational attainment, while other important educational/vocational
outcomes received less attention. Educational attainment is only one
aspect of vocational readiness, which includes other aspects such as
communication skills, work experience, self-esteem, expectations of self
and others, knowledge of resources and rights, and societal attitudes
towards illness/disability. Outcome measures in future research should
consider more of these rather than just focus on educational attainment
related measures.

5. Conclusions

Existing evidence from YP’s perspectives highlights that vocational
development is an important area to address in healthcare provision for
YP with LTCs.

The evidence-based set of recommendations for intervention result-
ing from our thematic synthesis can inform further research and inter-
vention development/adaptations to better address vocational
outcomes for YP with LTCs in healthcare settings and help ensure con-
sistency across interventions/studies.

Robust intervention studies in this area are notably lacking. The
reporting of intervention procedures and pathways leading to expected
vocational outcomes should be improved in future research reports and
protocols to enable better quality evidence.

Practice implications

The proposed recommendations for intervention can support health
professionals to better address the vocational development for YP with
LTCs in healthcare settings.

The types of intervention identified in this review were significantly
wide-ranging, with important limitations in the evaluation of their
effectiveness. Transitional care interventions were the type of inter-
vention that most comprehensively met our proposed recommendations.
This is an important finding with relevance to the policy and practice
implications of this review’s findings, for two key reasons:

Firstly, because vocational development is integral to the definition
of transitional care [7,73] and, therefore, the philosophical and con-
ceptual underpinnings of such interventions are already largely in line
with the recommendations for intervention proposed by this review.
This minimises the need for high-level adaptations to relevant policies
and intervention approaches/strategies, as well as the implications in
terms of training and buy-in from professionals delivering such in-
terventions. Therefore, required intervention adaptations to ensure that
vocational development is sufficiently and consistently addressed as part
of transitional care might as simple as including transition readiness
checklists [14,15].

Secondly, the importance of providing developmentally-appropriate
transitional care for YP with LTCs has been well recognised in policy
documents in a wide range of healthcare systems [12], with many
well-established programmes delivering developmentally-appropriate
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transitional care for years. Therefore, not only transitional care in-
terventions are particularly well placed to address the distinct voca-
tional development needs of YP with LTCs in keeping with their views,
but also, they can provide a potentially cost-effective platform to
improve vocational outcomes for this population.

Conversely, the various transitions experienced during adolescence
and young adulthood, including social and vocational transitions, are
particularly vulnerable times for health and therefore important to
specifically consider in the provision of developmentally appropriate
healthcare for YP. The seven recommendations reported in this paper
reflect the key domains of developmentally appropriate healthcare [10,
11].
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