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 Awareness is growing that young adults may have distinctive 
experiences of adult healthcare and that their needs may 
differ from those of other adult users. In addition, the role 
of adult health teams in supporting positive transitions 
from paediatrics is increasingly under discussion. This paper 
contributes to these debates. It reports a qualitative study 
of the experiences of young adults – all with complex chronic 
health conditions  – as users of adult health services. Key 
fi ndings from the study are reported, including an exploration 
of factors that help to explain interviewees’ experiences. 
Study fi ndings are discussed in the context of existing 
evidence from young adults in adult healthcare settings and 
theories of ‘young adulthood’. Implications for training and 
practice are considered, and priorities for future research are 
identifi ed.
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Introduction

Support for the notion of a distinct developmental stage bridging 
adolescence and adulthood is growing. Jeffrey Arnett, one of the 
fi rst academics to explore and develop this idea, coined the term 
‘emerging adulthood’ to describe this stage of life.1–3 

In making his case, Arnett pointed to a wide range of 
evidence. The ages at which individuals in many societies 
in the developed world achieve the so-called milestones of 
adulthood (eg employment and leaving the family home) are 
signifi cantly later than was the case in the past. Increased access 
to extended education and economic factors have played their 
role, as have societal expectations for this stage of life. Evidence 
also shows substantive differences between adolescent and 
young adult brains4,5 and that neuroprocessing associated with 
higher-level cognitive functions, such as regulation of emotions 
and rational decision making, is still developing through the 
twenties.6 Finally, many young adults (aged 18–25 years) do not 
perceive themselves as ‘adults’.7 Importantly, their perceptions 

A
B

ST
R

A
C

T

of adulthood are centred in notions of self-suffi ciency (self-
responsibility and independent decision making) rather than 
the traditional adulthood milestones, such as leaving the family 
home or entering employment. 

The notion that individuals in their late teens and twenties 
are relatively immature compared to older adults provides a 
useful lens when considering the experiences of this age group 
in adult healthcare. How adult health services can, or should, 
respond to the specifi c needs of young adults has begun to be 
discussed, driven both by evidence of poor health outcomes 
among young adults compared with adolescents8,9 and, for 
those with long-term conditions diagnosed in childhood, by 
evidence regarding the risks to health outcomes associated 
with the transfer from paediatric to adult healthcare.10 With 
respect to this latter population, this discussion is a welcome 
development. Explanations for ‘poor transitions’ have typically 
related to inadequacies in transition planning and preparation 
in paediatrics. Until recently, little consideration has been given 
to whether the settings into which these patients transfer are 
appropriate or take adequate account of their developmental 
stage.10,11 This is evident in the (relative) lack of attention in 
guidance on transition (both national policy and specifi c to 
conditions) in terms of what adult healthcare teams/settings 
should do to ensure a successful transfer from paediatrics. 

Analysis of surveys from NHS patients suggests that young 
adults’ experiences of healthcare are worse than those of 
adolescents and older adults.12,13 This is not an issue restricted to 
the UK. The call for research that develops our understanding 
of young adults’ experiences of adult healthcare has been made 
widely, 12–14 as has the need to extend this work beyond more 
traditional areas of ‘transition research’, such as diabetes.15 This 
paper contributes to this evidence by providing an overview of 
key fi ndings from a recently completed study of the healthcare 
experiences of young adults with a range of complex health 
conditions. 

Methods

The fi ndings reported are drawn from a larger study looking at 
health transitions for young people and young adults diagnosed 
with complex health conditions during childhood. Details of 
research sites recruiting young adults to the study are given in 
Table 1.

We recruited 28 young adults aged 18–25 years. Congenital 
and childhood-diagnosed chronic conditions were represented, 
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all of which can be conceived as life limiting or life threatening. 
Participants took part in an extended, semi-structured, face-
to-face (n=17) or telephone (n=11) interview. Recruitment 
rates are not available as clinics did not record the number 
of recruitment packs mailed out. Full details of the methods, 
including an account of the analytical approach, are reported 
elsewhere.16 The study was approved by an NHS research ethics 
committee.

Findings

Transfer from paediatrics

Some young adults believed that readiness to transfer to 
adult healthcare was grounded in their own sense of maturity 
and self-confi dence. Work done in paediatrics, such as 
encouraging active involvement in consultations and ‘teenage/
transition clinics’, supported this readiness. Interestingly, no 
patients identifi ed self-management of their condition as an 
indicator of readiness. However, others challenged the notion 
of transition readiness. They had found that they needed to 
make the move to adult healthcare before they were willing, 
or understood the need, to assume greater responsibility 
for their condition and become actively involved in clinic 
consultations.

For a minority of patients, the transfer to adult healthcare 
was perceived as a minor event superseded by more signifi cant 
transitions, such as moving into further/higher education and 
starting work. However, many recalled feeling anxious about 
the move. 

Opinions were consistent around what had been useful during 
the period of transition:

>  visit(s) to the adult service
>  opportunity to meet staff, including, ideally, a named 

individual who would be present during the early 
appointments at the adult clinic

>  provision of information (written and verbal), particularly 
that which alerted them to any differences in practices/
procedures and that was repeated on a number of occasions

>  choice over whether or not parents attended appointments
>  all (adult) clinic staff being aware of newly transferred 

patients.

Our interviews took place at least a year after patients had 
transferred from paediatrics. All of the young adults expressed 
satisfaction with their specialist adult team and none rued 
having to move from paediatrics. Settling in was facilitated 
by establishing trusted relationships with staff and observing 
evidence of the competence of the new team.

Parental involvement

All of our interviewees reported that their parents were – to 
a greater or lesser degree – actively involved in supporting 
them to live with and manage their condition. They believed 
that practice in their specialist clinics accommodated patterns 
of parental involvement in individual families. For example, 
young adults were allowed to choose whether parents attended 
consultations, and visiting times in specialist inpatient facilities 
were extended. However, our interviewees also described 
situations where, as inpatients, their parents had been excluded 
from consultations and ward rounds against their wishes. 
Young adults ascribed this to staff assuming that this was ‘the 
right thing’ to do. 

A typology of parents’ presence at adult clinic appointments 
emerged: never attended, withdrew after settling-in period 
and continued to attend. All of the young adults wanted to 
have the fi nal say on whether or not their parents were present 
during consultations. Crucially, they wanted to be able to 
‘recall’ parents to appointments if they were struggling to 
communicate or they faced specifi c decisions. Some young 
adults were aware that their parents continued to attend in 
order to meet their own information and support needs; 
however, they were content with this. Parental presence (or not) 
at clinic did not seem to be associated with the young adults’ 
wider independence. Some of our interviewees were highly 
independent individuals in employment and living away from 
the family home yet wanted a parent to attend appointments 
with them. 

Reasons for parents’ ongoing attendance were that the young 
adult did not feel that they could manage all aspects of a clinic 
appointment and they needed emotional support. The roles that 
parents assumed in appointments were the same as any ‘patient 
companion’:17 acting as spokesperson (or backup), ‘taking on’ 
information (sometimes simplifying or individualising it for 

Table 1. Recruitment centres and sample of young adults.

Condition Research site Young adult-specific team/clinic? Interviewees 

Male Female

Congenital and acquired neurological 

conditions (complex physical and health 

needs but no significant learning disability)

Rehabilitation 

medicine, district 

general hospital

Yes: ‘young adult team’ and clinics 4 1

DMD Specialist respiratory 

medicine unit

No: all adult-age respiratory team and clinics 8 NA

CF CF centre No: all adult-age CF team and clinics 3 4

Renal disease Regional kidney unit No: all adult-age renal team and clinics 3 5

Total – – 18 10

CF = cystic fibrosis; DMD = Duchenne muscular dystrophy; NA = not applicable.
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young adults can be the minority group for the adult health 
team to which they transfer and any other settings that they 
use.18 This minority group status offered an explanation for 
some of the poor experiences described to us, particularly their 
experiences of health services outside the specialist clinic/
department. 

A lack of awareness, or recognition, by staff of the potential 
differences in maturity and self-suffi ciency between young 
adults and other adult patient groups seemed to underlie 
some of our interviewees’ experiences. Certainly it seemed 
that there could be unwillingness to adjust ‘usual practice’ to 
accommodate the needs of this group. Alternatively, it suggests 
that this population is not considered or planned for. A clear 
example of this was practice on general wards in terms of 
extended visiting for parents, with reports of seemingly ad hoc 
policies, sometimes even differing between shifts.

Advances in the management of some conditions diagnosed 
in childhood have resulted in signifi cant improvements in life 
expectancy. Children are now surviving into adulthood and, 
therefore, transferring into adult healthcare.19 However, staff in 
general medical wards are unlikely to have encountered these 
conditions, particularly if they are unusual. For some young 
adults, therefore, their condition and age will render them a 
minority in certain settings. For example, admission to adult 
medical/respiratory wards was something all of the young men 
with Duchenne muscular dystrophy had experienced owing to 
their increased vulnerability to respiratory tract infections. A 
lack of understanding of this condition among staff resulted in 
some very diffi cult experiences for these young men, many of 
whom had signifi cant physical impairments. These included 
staff failing to assess and address the need for support with self-
care (eg toileting and eating) and a lack of acknowledgement 
of the signifi cance of the admission (in terms of indicating 
degeneration). 

Health service ‘experts’

Almost all of our interviewees had years of experience of 
paediatric clinics and children’s wards. In a sense, they, and 
their families, regarded themselves as health service ‘experts’. 
Importantly, most had not appreciated that paediatric and adult 
services might do things differently. Even seemingly innocuous 
differences (eg weighing without removing shoes) were 
described as unsettling and a source of anxiety. The advantage 
of ‘knowing the system’ in paediatrics actually became a 
disadvantage on moving to adult services. Interviewees 
described feeling anxious and disempowered when they 
encountered procedures and practices in clinics or on the ward 
that were different from those in children’s services. This sense 
of disempowerment left them less well placed to voice their 
concerns and/or adapt to the new setting.

Staff attitudes or beliefs about parental involvement 
in young adults’ lives

A dissonance between young adults’ wishes regarding their 
parents’ involvement and staff attitudes or assumptions 
seemed to be the key, or a contributory, factor underlying 
some of the most diffi cult experiences reported by the young 
adults. This was most likely to be experienced in non-specialist 
settings (general medical/respiratory wards and accident and 

the young adult) and acting as a source of emotional support. 
With respect to this latter point, it was clear that even routine 
clinic appointments could be a time of heightened anxiety 
for young adults with progressive conditions owing to the 
possibility of evidence of deterioration (eg lung function or 
spine curvature) being revealed through routine monitoring, 
and appointments also reminded them of the life-limiting 
nature of their condition. 

It is important here to draw a distinction between ‘presence’ 
and ‘involvement’. All of the young adults reported that 
their parents knew about their appointments. Furthermore, 
regardless of whether they were present at consultations, 
parents were often involved prior to appointments (eg 
identifying issues to raise) and afterwards (eg ‘debriefi ng’). 
Parents sometimes proactively initiated this ‘remote’ 
involvement, particularly when they had concerns about their 
son’s or daughter’s health or its management.

Inpatient experiences

Inpatient stays, including unplanned admissions related to 
acute respiratory tract infection, were a common experience 
among those interviewed. These were consistently identifi ed 
as the most negative aspect of the transfer from paediatric to 
adult healthcare. Experiences on general medical or respiratory 
wards were particularly problematic. A range of problems or 
diffi culties were reported:

>  distress and anxiety caused by the health and/or confused 
state of other patients

>  parents excluded from consultations and decision making
>  unmet care needs
>  social isolation and lack of occupation
>  staff not recognising the signifi cance of the admission in 

terms of indicating degeneration or worsening health.

Some interviewees recalled tours of their specialist unit’s inpatient 
facilities, although this was perceived as limited to the physical 
environment rather than highlighting differences in practices 
and procedures between paediatric and adult settings. None 
recalled receiving any information about staying on general adult 
wards – from either their paediatric or adult team. All believed 
that this information would have been extremely useful. 

Young adults: key issues for adult health services

We also interrogated our data for explanations for the 
experiences described above. The following factors may play a 
role in the diffi culties young adults can encounter when moving 
into adult healthcare:

>  young adults being, typically, a minority group in adult 
healthcare

>  young adults perceiving themselves as health service ‘experts’
>  staff having assumptions or beliefs about parental 

involvement in young adults’ lives.

Minority group

Adult healthcare practices, skills and environments are, 
inevitably, organised and resourced for the majority or ‘typical’ 
population. Chronological age and/or diagnosis mean that 
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emergency departments in district hospitals). Here, young 
adults reported that staff were less likely to ascertain their 
wishes with respect to parental involvement or did not accede 
to the young adult’s request that their parents were involved. 
Examples of situations encountered by our interviewees 
included refusal of request for parents to attend ward rounds 
and requests for young adults to make very signifi cant 
decisions about the management of their condition without 
their parents being present. 

Discussion

Our fi ndings add to the limited body of evidence from young 
adults themselves about their experiences as users of adult 
healthcare services. The study reported here has its own 
limitations (for example, biases associated with a self-selecting 
sample), which need to be borne in mind; however, we believe it 
makes a useful contribution.

Some fi ndings replicate the conclusions of earlier research: 
for example, the importance of providing young people 
preparing to transfer to adult services with information 
about the differences between paediatric and adult healthcare 
services.15 Our fi ndings highlight the need to extend such 
information to all healthcare settings in which young adults 
may fi nd themselves, including wards and departments in 
other hospitals. This is a task for paediatric and adult teams – 
in terms of both fi nding out what each other does and taking 
responsibility to inform and remind young adults about 
differences and the reasons for them. Involving young adults 
in developing information at a local level would help to ensure 
materials are meaningful and comprehensive. 

Other fi ndings add new or different insights on some issues. 
Working towards lone consultations with young people is 
regarded as a key element of preparing for the transfer to adult 
healthcare.20 However, current practice in the adult setting 
does not necessarily replicate this.21 What was important to 
our participants was being in control of parental presence 
and involvement. That all of the young adults reported that 
their parents were involved in their clinic appointments, 
albeit sometimes in a ‘remote role’, was an interesting fi nding. 
One explanation could be that the conditions represented 
in this study were more complex (and indeed, for some, life 
limiting) than the conditions represented in many previous 
studies. Prognosis may heighten the signifi cance of even 
routine outpatient appointments for young adults and, 
hence, their need for support. It is also helpful to place these 
fi ndings in the context of wider evidence on the potentially 
positive impact of ‘patient companions’ on consultations.19 
We should not forget that most young adults have not 
replaced their parents with a ‘signifi cant’ partner, so their 
choice as to who accompanies them to an appointment is 
necessarily limited. The apparent mismatch between young 
adults’ views of their parents as a key source of support and 
healthcare professionals’ ambivalence about ongoing parental 
involvement requires further exploration. It would be useful 
to identify what is ‘good’ parental involvement (in terms of 
young adults’ outcomes) and how professionals can support 
parents to achieve that. 

The young adults’ perspectives on ‘transition readiness’, 
particularly the views of some that it took the move to adult 

healthcare to ‘make them ready’, is interesting. It may refl ect 
individual differences in temperament or personality. Again, it 
merits further research and certainly highlights the importance 
of adult settings making adjustments in order to be appropriate 
and acceptable to young adult patients, who may differ 
considerably in terms of their maturity. 

One solution to some of the diffi cult experiences reported in 
this article lies in raising awareness of, and providing training 
in, ‘young adulthood’ and the particular issues that young 
adults may face as users of adult healthcare services. This is 
something that the Royal College of Physicians of London 
is addressing (www.rcplondon.ac.uk/projects/young-adult-
and-adolescent-initiative), and it is equally vital that other 
professional groups embrace this issue, so that practitioners 
across all adult healthcare services are more aware and have 
a better understanding of this particular patient group. At 
the same time, it is important to note that the evidence base 
to inform training and practice is still limited. The need for 
caution in generalising fi ndings from research on particular 
conditions or settings therefore needs to be stressed. ■
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