SYMPOSIUM ON ADOLESCENT TRANSITION

Transition: a rheumatology perspective

This article reviews the evidence regarding the process of transition which young people
experience when moving from paediatric to adult care. Rheumatology has championed this process
and this article prioritizes the perspective of adult physicians.

challenges in negotiating the complexities of their

adolescence by virtue of their medical needs.
Much of the literature exploring this is from a paediatric
perspective to date but transition, by definition, involves
both paediatric and adult health-care providers (in addi-
tion to the young person and his/her family). This article
aims to redress the balance by asking what evidence is
available to adult providers to enable them to meet and
look after young people who are ready to leave paediatric
care. This is not simply a matter of a transfer between
two systems but part of a holistic developmental process
involving young people and their families. In particular
there is a need to bridge the cultural gaps between adult
medicine (which assumes the patient is a fully autono-

Young people with chronic diseases have additional

mous individual) and paediatric medicine which focuses
on the dependent child in the family unit and prioritizes
psychosocial and educational or vocational issues (Zzble
1). Adult health-care providers (including physicians,
nurses and professionals allied to medicine) need to do
much more than ‘receive’ the young person into their
care. Proactive involvement in both the event of transfer
and the wider process of transition is needed.

Data from the USA suggest transition remains a press-
ing issue for adult health-care providers as there is persist-
ing suboptimal provision for young people with cystic
fibrosis (McLaughlin et al, 2008), congenital heart disease
(Moons et al, 2009) and renal medicine (Bell, 2007).

This article reviews the available evidence regarding
transition particularly from the perspective of the adult
rheumatology team. It also contextualizes the discussion
in the evolving specialty of adolescent medicine in which
both paediatric and adult health-care providers by defini-
tion have an interest.

What is adolescence?
The World Health Organization (2010) regards young
people between 10 and 19 years of age as being in adoles-
cence, growing from dependent children to independent
adults. In the UK and other western health-care systems,
there is an organizational ‘cut-off” between paediatric and
adult services at around the age of 16 years. Health needs
of adolescents are therefore an issue for adult and paedi-
atric health-care professionals alike and can be approached
by both groups under the umbrella of the discipline of
adolescent medicine (Kennedy and Sawyer, 2008).
Adolescence involves key tasks in physical, social, voca-
tional and psychological domains. For example there needs
to be biological and sexual maturation, the development of

personal identity and autonomy, experimentation and
exploration of risky behaviours, and involvement in a new
world of intimate relationships. Successfully negotiating
these tasks occurs at different times for different young
people and marks the entry to adulthood. Late adolescence
and early adulthood are distinct developmental stages
which merge in industrialized countries where a demo-
graphic shift is prolonging the time between which young
people leave their childhood and fully accept the enduring
responsibilities of adulthood. This ‘emerging adulthood’ is
a time of exploration, a crucial part of growing up, and as
such remains a time of continued vulnerability (Arnett,
2000). This stage is of increasing interest to psychological
research in this area (Dovey-Pearce et al, 2005; Luyckx et
al, 2008) and adult physicians are uniquely placed to

develop this area of clinical service and research.

Alongside, and integral to, the social and psychological

aspects of adolescence, and running parallel with physical

Table 1. Differences between adult-centred and paediatric care

Adult care
Dyadic or individual consultation

Limited multidisciplinary team (often
with less access fo psychosocial support)

Payment for medications
Larger patient numbers

Consultation less likely to include
vocational aspects — less support
mechanisms for workplace issues

Shorter consultation time

Procedural pain management —
less sedation or general anaesthetic use

Less tolerance of immaturity

Less chasing of patients who fail to
attend appointments

Less direct supervision of trainees in linics

Less likely to see same doctor at
consecutive visits

Paediatric care
Triadic or family consultation

More likely to have multidisciplinary team and
psychosocial support

Usually medication free while in education
Smaller numbers of patients

Educational and vocational aspects key to
consultation — usually access to support
mechanisms for school or college

Longer consultation time

Procedural pain management — more
sedation or general anaesthetic use

Greater tolerance of immaturity

Greater chasing of families who fail to attend
appointments

Greater direct supervision of frainees in clinics

More likely to see same doctor at consecutive
visits
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maturation, is a recently improved understanding of the
developing adolescent brain. It is thought that the core of
adolescent cognitive development (what might be
described as the attainment of the ‘self-directed mind’) is
a result of the assembly of an ‘executive suite” of cognitive
capabilities. There is extensive and continued change in
the brain into the third decade of life, particularly by
significant and localized synaptic pruning in the frontal
areas crucial to executive functioning and in the pre-fron-
tal cortex which affects the ways in which individuals
evaluate and respond to risk and reward (Steinberg,
2005). These findings are jigsaw pieces of information
not yet fully fitted into the puzzle of adolescent develop-
ment but they do serve to remind that adolescence (and
late adolescence especially) is a period of intense brain
development and therefore a time of potential vulnerabil-
ity. This has huge implications for adult-centred health
care and supports the need for training in adolescent
health for adult health-care providers along with dedi-
cated young adult services (which are covered later).

Transitional care:

what is it and why is it necessary?

The multidimensional, multidisciplinary, multiagency,
dynamic nature and conceptual philosophy of transi-
tional care has been presented in detail elsewhere (Chira
and Sandborg, 2004; Tucker and Cabral, 2005;
McDonagh, 2008). In brief, transition is the young per-
son-centred process of addressing the medical, psychoso-
cial, educational and vocational issues as young people
with chronic conditions move from child- to adult-cen-
tred care (Department of Health, 2006). Adolescents
with chronic conditions and/or disability face additional
challenges both in managing their day-to-day health
needs but also in negotiating the systems of health care
within which their health professionals operate. Juvenile
idiopathic arthritis can affect young people by delaying
growth and/or puberty, have psychosocial effects in
terms of body image and coping strategies, and time off
school can lead to difficulties in achieving educational or
vocational potential. A study of adults with juvenile idi-
opathic arthritis showed they were less likely to be in
work than controls and that juvenile idiopathic arthritis
had had significant effects on other markers of quality of
life (Foster et al, 2003); there are similar data in the pae-
diatric rheumatology literature (Duffy, 2005).

Self management, adherence, health literacy and the
promotion of autonomy are core to transitional care and
a knowledge and skills framework to address these is
integral to any transitional care programme (McDonagh,
2008; Stinson et al, 2008), the implementation of which
is a key task for all rheumatology team members and is
reviewed elsewhere (Sawyer and Aroni, 2005; Rapoff,
2006). The potential of modern technologies in self
management has been identified by several authors
(Shaw et al, 2004a; Stinson et al, 2008) and is currently
being developed by rheumatology centres such as Utrecht.

Addressing the transitional care needs of the parents is
also important (Shaw et al, 2004a) and rheumatology
team members should seek to involve parents in the skills
training and developmentally appropriate promotion of
autonomy for their son or daughter.

Experimentation and health risk behaviours are hall-
marks of adolescence but may come with a higher price
for young people with chronic disease — think of the
adolescent with lupus who smokes and the effect on her
cardiovascular risk or the adolescent with juvenile idio-
pathic arthritis on methotrexate who practices unsafe sex
or drinks alcohol (Sawyer et al, 2007). There is evidence
that health risk behaviours tend to be clustered together
so that, for example, young people who smoke are more
likely also to binge drink or engage in unsafe sexual prac-
tices. In a Swiss analysis of a nationally representative
survey of 16-20-year-olds, those with chronic illness
were significantly more likely to engage in risky behav-
iour in general and to cluster several risk factors together
when compared with their healthy peers (Suris et al,
2008). This is important because health risk behaviours
are associated with non-adherence with medical therapy
(Lurie et al, 2000) and conversely lack of substance mis-
use has been reported to be significantly correlated with
successful transition to adult care in young people with
congenital heart disease (Stilley et al, 2006).

Screening for such behaviours is therefore important
and there is a need for age-appropriate transitional care
to be run in such a way that young people have time and
opportunity to discuss such behaviours. In turn this
requires that health professionals have the required skills
to elicit and act with this information. A survey of pae-
diatric trainees showed that less than half had received
any training in adolescent health at all and that when
considering substance misuse, while 78% of respondents
felt that detection was of high importance 48% deemed
their skills in detection were low or very low (Dieppe et
al, 2008). This mirrors a similar survey which identified
unmet training needs in key health professionals involved
in implementing transitional care for young people with
juvenile idiopathic arthritis (Shaw et al, 2004b).

Transition in rheumatology: words into
action?

There are several policies (Royal College of Nursing,
2004; Department of Health, 2006; Department of
Children, Schools and Families, 2007; Royal College of
Physicians of Edinburgh, 2008; Chief Medical Officer,
2008) reviewing the evidence of benefit of good quality
transitional care and setting out best practice models.
These policies share a core set of principles where transi-
tion starts early and is a future-focussed, active process.
It is young person-centred and inclusive of family, carers
and kinship groups. It is a multidisciplinary approach
involving at least the paediatric service, adult service and
GP but should extend to other agencies including educa-
tion, social and youth services, always with excellent
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communication and documentation. For the young per-
son it should be an age-appropriate, developmentally
appropriate, culturally appropriate, flexible process
equipping him/her with skills in communication, deci-
sion making, assertiveness, self care and self manage-
ment. The ultimate aim is to enable adolescents to take
control of their health-care needs and emerge into adult-
hood with maximal function and potential.

Acknowledging the evidence to support transitional
care in other conditions, in rheumatology the evidence
to support transition is summarized in 7zble 2.

So far the most important viewpoint of the challenges
of transition has been underplayed here — that of young
people. Focus groups of young people identified impor-
tant themes which they felt should define quality transi-
tional care — it should be coordinated between profes-
sionals with early referral being important. Being able to
trust the professionals responsible for transitional care
was key as was a developmentally- and age-appropriate
programme of care — one size definitely doesnt fit all.
Adolescent-focused information and the encouragement
of young people to manage their own health care
emerged as further themes (Shaw et al, 2004a).

Similar issues came to the fore when a consensus docu-
ment was produced after discussion with key stakeholders
in rheumatology transition including young people
themselves (Shaw et al, 2004b). The same group then
went on to test the effect of a coordinated, structured,
multidisciplinary, evidence-based, transitional care pro-
gramme on the quality of life of adolescents with juvenile
idiopathic arthritis. They showed objective data to sup-
port the immediate potential impact of such a programme
reflected in scores of health care quality of life, adolescent
and parental knowledge and satisfaction, and pre-voca-
tional readiness markers (McDonagh et al, 2007).

First, this evidence confirms what the policy docu-
ments and core philosophies outlined above state, and
reminds us to consider to what extent young people
themselves were consulted with in the writing of those
documents. Second, adult health providers need, on
both policy and face-to-face clinical level, to constantly
check with young people that what they provide is what
young people want. Third the available evidence about
transition from user group perspectives is situated in the
paediatric health-care arena and there is not the corre-
sponding work published by adult providers. The onus is

on this group to evaluate their services in a similar way.

Moving forward

Despite the evidence base in rheumatology in particular
and medicine in general, evidence of suboptimal provi-
sion of transitional services persists. In the USA when
transitional care for young people with arthritis was
evaluated there were some positive findings — nearly three
quarters of young people (according to parent proxy
reports) were encouraged to take responsibility for their
health-care needs and around half were encouraged to

look forward to how their health-care needs might change
in adulthood (Scal et al, 2009). However, the need for
transfer of care to adult physicians was only discussed
with around one in five and this is the kind of gap that
adult providers could and should be secking to fill in col-
laboration with their paediatric colleagues. This will
necessitate ensuring that both paediatric and adult health
providers have a mutual awareness of each other’s service
and are comfortable with and skilled in managing their
interactions with young people. There is a clear unmet
need in training that must be addressed to move transi-
tional care forwards. Uniting under an umbrella of ado-
lescent health will encourage all health providers engaging
with young people to address their own interest in and
abilities with regards to adolescents and drive forward a
process of research and service evaluation which must
intimately involve young people themselves.

So what should rheumatologists providing adult serv-
ices actually do? The first practical point is to make a
real-time assessment of current local provision and need
for a transitional service. It may be that there are some
parts of a service already running which simply need bet-
ter linkage or there may be no service at all. Other disci-
plines locally may have transitional structures which
work well and developing links often means that the
‘wheel doesn’t have to be reinvented’ as their strategies
can be adopted (which can be particularly important if
funding of the service is an issue). Whatever the current
state of play, the critical step is to engage a group of
interested team members from adult and paediatric serv-
ices to agree, plan and implement the new service. The
team needs to be both mulddisciplinary and preferably
have direct input from young people themselves. This
article has concentrated on the role of the adult rheuma-
tology team and 7able 3 lists the key aspects of transi-
tional care in the peri-transfer and post-transfer periods
to consider and resolve.

Table 2. Evidence to support transitional care in the rheumatology

literature

An early start, e.g. at the age of 11 years Shaw et al (2004a); McDonagh et al (2007)

Opportunity for young person fo be Shaw et al (2004b); McDonagh et al (2007)
seen independently

Individualized transition planning McDonagh et al (2006)
Young people prefer to meet adult Shaw et al (2004a)
team members before transfer

Improved patient satisfaction Shaw et al (2007)
Improved parent satisfaction Shaw et al (2007)

Improved documentation of adolescent issues  Robertson et al (2006)
Improved health-related quality of life McDonagh et al (2007)

Improved disease knowledge McDonagh et al (2007)
Improved vocational readiness McDonagh et al (2007)
Improved adherence to appointments Rettig and Athreya (1991)
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Demonstrating that local protocols for young people
with rheumatic disease are established between local adult
and paediatric rheumatology services assures those young
people that there is consensus and collaboration between
services and that they will have early and regular meetings
with the adult team. Concentrating on the period around
transfer, ensuring particularly frequent clinic visits at this
time and an ‘open door’ policy in the face of problems,
helps the process (Dugueperoux et al, 2008). Another key
role of the adult team is facilitating tracking mechanisms
of transferred patients as advocated by policy documents.
In practice this might mean a letter from the adult rheu-
matologist to the paediatric team confirming attendance
at a second appointment in adult care thereby confirming
successful transfer (Department of Health, 2006).

Further steps might include auditing the adult service
against quality criteria such as those of Youre Welcome
(Department of Health, 2007) or looking to modify
models of health care. One such possibility is the provi-
sion of combined clinics with paediatric and adult rheu-
matologists and the extended multidisciplinary team. A
second possibility is the young adult clinic model — again
running a combined approach but extending into the
period of emerging adulthood identified earlier as an area
of unrecognized need and under-provision (Tucker and
Cabral, 2005). There is as yet no evidence that one model
is better than another although Bent et al (2002) reported
that a young adult team approach was just as cost effec-
tive as ad-hoc services for young people with disability
and furthermore the former was associated with better
participation in society. What must be avoided at all costs

Table 3. Key aspects to consider in planning local transitional

services — adult team perspective

Meet regularly with the paediatric team members involved in transitional care
Develop a transitional care policy with the paediatric team fo ensure consensus

Develop informational resources to help the paediatric team to prepare young people for
transfer to a particular service

Set up the service so that young people always meet with a member of the adult
rheumatology team before transfer

Ensure the adult service for such young people meets the ‘You're Welcome” quality criteria
for young person-friendly health services

Train all new and existing staff involved with young people transferring from the paediatric
service, to address staff knowledge, skills and aftitudes in adolescent and young adult
health issues

Support tracking mechanisms to avoid transferred patients getting ‘lost’, e.g. sending
letters from the first and second appointments of young people recently transferred to adult
care fo their paediatric feam

Consider ~ Combined transitional clinic with paediatric team in either the
potential of  paediatric or adult setting
::zdfglll?wmg Young adult rheumatology service for 16—25 year olds in the adult setting

A jointly funded post of an adolescent transitional care coordinator to
specifically address transitional care issues in both the paediatric
and adult units

is transitional care being considered satisfactory as a one-
page letter from paediatric to adult physician.

Important in all of the above will be the involvement
of young people themselves both in research and service
evaluation and development as advocated by the You're
Welcome quality criteria (Department of Health, 2007).
The Youth Health Talk (www.youthhealthtalk.org) initia-
tive is an example of an innovative initiative to directly
involve young people, enabling their actual voice to be
heard including several young people with rheumatic
disease. A chapter written by young people in a textbook
of adolescent rheumatology (Abrams et al, 2008) received
special mention in a review by Lazarus (2008).

Conclusions
There has never been a better time for development in
adolescent health and transition. There is a first ‘wave” of
young people who are now adults and who have experi-
enced current models of transition. Assessing what has
worked and what hasn’t will be important. Rheumatology
is also in a strong position to push transitional excellence
forwards with joint initiatives to develop training for
health-care professionals such as the Adolescent Health
Project — an online learning package aimed at all profes-
sionals providing care for young people, which includes
transition and chronic illness modules (www.e-lth.org.
uk/projects/ah/index.html). Britto et al (2000) reported
improvement in adolescent health practices in rheumatol-
ogy clinicswithan educational intervention. Rheumatology
was one of the first adult specialties in the UK to include
adolescent rheumatology in the adult curriculum.

The gauntlet of transition has been thrown down and
it is up to adult health-care providers to take up the
challenge. BJHM
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Further information

Transition in  www.bspar.org.uk
rheumatology

Includes transition plans

Includes informational resources, transition
plans, transition policy template and audit tools

www.dreamteam-uk.org

Training e-Ith.org.uk/projects/ah/ Includes modules on fransition and
resources index.himl chronic illness
www.euteach.com Includes teaching resources for a chronic

illness module including transition

www.youthhealthtalk.org Long-term conditions section has several
young people with rheumatic conditions
talking about their experiences

DVD: Nothing About Us  Available from Dr McDonagh, developed by young

Without Us people with rheumatic conditions to teach health
professionals how to communicate with them

Texthook: Adolescent ~ Addresses generic adolescent health aspects

Rheumatology (McDonagh of rheumatology

and White, 2008)

Organizations www.yphsig.org.uk
www.youngpeopleshealth.org.uk

KEY POINTS

B Adult and paediatric health-care teams need to work together in the inferests of
young people to achieve smooth and effective transition between services.

B Training in generic principles of adolescent medicine for those providing
transitional services is essential.

B Designing local services to fit local populations and sharing skills across specialities
helps make effective transfer and transition a reality.

B Young people’s input into service design and evaluation is crifical in ensuring those
services are fit for purpose.
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