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Transition to Adult Health Care for
Adolescents and Young Adults

with Cancer
David S. Rosen, M.D., M.P.H.

As the prognosis for children and adolescents with
cancer improves, we must reconsider how we will pro-
vide care to the adolescents and young adults who have
survived these conditions. On the premise that the global
needs of adults are best served by health care obtained in
the adult health-care system, the case is made for transi-
tion from pediatric to adult-oriented health care for ado-
lescents and young adults with cancer. The benefits of
transition, barriers to implementation, and models of
care are discussed. Cancer 1993; 71:3411-4.
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The prognosis for children and adolescents with cancer,
like that for children and adolescents with other chronic
illnesses and disabilities, has improved considerably
over the past 2 decades." For some malignancies, we
now anticipate complete cure; for others, the probabil-
ity of long-term survival has significantly increased.
Dramatic improvements in outcome, however, have
not been accompanied by equal progress in the manner
in which we provide care to adolescents and young
adults with these conditions. Recently, health-care pro-
viders have begun to fully appreciate the importance of
addressing the unique needs of adolescents with
chronic conditions. Problems of adjustment, limited op-
portunities for socialization, perturbations of growth
and sexual maturation, and other medical and psycho-
social issues are being explored in the medical literature.
Even financial, educational, and vocational issues are
beginning to receive much needed attention from
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health-care providers.? Missing from the discussion,
however, has been the acknowledgement that at some
point in time, adolescence ends and adulthood begins
for all young people, even those with special health-
care needs. Missing too has been the recognition that
for these young people, transition from child-centered
to adult-oriented health care must occur and that this
transfer will require special attention.

To many, the transition from pediatric to adult-or-
iented health care for those with chronic conditions,
with the implied lapse in continuity of care, seems
counterproductive. Others have been more assertive in
their contention that care for adolescents and young
adults with special needs be consolidated within pediat-
rics.®> Nevertheless, the benefits of this transition are
substantial. They are as follows:

1. A Sense of Future. Ongoing child-centered care ef-
fects the subtle message that adulthood itself may
be an unrealistic expectation. In contrast, transition
to adulthood and adult health care suggests that the
young person with cancer in fact has a future. From
the practitioner, it is a statement of confidence and
optimism; for the young person and their family, it
is a positive statement about commitment to living
and striving to reach one’s full potential. A positive
sense of the future has been associated with a
greater sense of control in adolescent patients with
cancer, which in turn helps to support emotional
well-being.*

2. A Valued Member of Society. A move to adult
health care is a marker for overall transition to
adulthood. Moving into adult roles signals to young
people that they are valued members of society
who are expected to participate and contribute as
adults. Loss of independence and dependence on
adults are among the major fears of adolescents
with cancer.” Obtaining health care as an adult en-
courages young people to emancipate themselves
from dependent family relationships, to be self-re-
liant in their care, and to advocate successfully for
themselves. Success at self-care enhances self-es-
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teem, improves compliance, and may limit emo-
tional regression, risk-taking behaviors, or other
self-destructive responses to illness.®

3. Age-Appropriate Health Care. An appropriate
transition to adult-centered health care for adoles-
cents and young adults with cancer assures that
their overall health-care needs will still be met as
they become adults. Young adults need health care
that is age-appropriate; adult-oriented practi-
tioners, not pediatricians, are best trained to work
with adult patients. Careful planning for transi-
tional health care will also help to ensure that the
unique health needs of adolescents are addressed.

4. Ongoing Medical Surveillance. When an appro-
priate transition to the adult health care sector is not
provided, there is the real risk that patients will be
lost to follow-up should they unilaterally decide
that they have outgrown pediatric care. Also, com-
pliance with appointment-keeping may decline
when patients begin to feel uncomfortable in the
pediatric setting. A formal transition plan antici-
pates and obviates these concerns by proactively
introducing patients to the adult health-care sys-
tem. Continuity of care is maintained through for-
mal or informal linkages between the pediatric pro-
viders and the new adult-oriented providers.

A standard prescription for transition to adult
health care is a difficult one to design. Both the timing
and structure of transition must be determined on an
individual basis. Some patients may be prepared for
transition in their teenage years, and others may be best
served by continuing in the pediatric setting well into
the third decade of life. For some, transition will pro-
ceed quickly and smoothly; for others, transition will be
a protracted or problematic experience.

Transition to adult-oriented health care for young
people with cancer will be most successful if certain
principles and features are incorporated into its plan-
ning. Foremost, all care should be based on the premise
that transition to adult care will eventually occur. It is
unrealistic to expect adolescents, their families, or
health-care providers to accept transition if it is intro-
duced with little warning or in times of crisis. The con-
cept of transition should therefore be introduced to pa-
tients and their families early. This allows all partici-
pants to become accustomed to the idea that care will at
some time be provided in a different setting.

Preparation for transition should specifically in-
clude health education and training in self-care. Al-
though adequate knowledge does not ensure good
health habits, lack of information or misinformation
will almost certainly interfere with treatment plans. Spe-
cific information about a young person’s disease pro-

cess should be provided in a form that is appropriate to
the expanding cognitive and developmental abilities of
the individual. Moreover, such information should be
directed to the adolescent (rather than to parents), be
youth-oriented, and reflect the interests and concerns
of adolescents and young adults. Pfefferbaum and Le-
venson have shown that adolescents with cancer differ
significantly from their caregivers on the issues most
important to them.” Health information should be pre-
sented as the cornerstone of more independent care. To
prepare them for the role of adult health-care con-
sumer, adolescents with cancer should be encouraged
to participate as soon as possible and as fully as possible
in their own care. They should receive understandable
explanations of diagnostic and therapeutic procedures
and protocols, should participate in the decisions re-
garding diagnostic investigations, treatment regimens,
and other care, and should be asked, along with their
parents, to consent to medical and surgical procedures.
Adolescents should be helped to gradually take on the
health-care responsibilities previously assumed by their
families and to become increasingly independent in
meeting their daily needs. Health-care providers should
be willing to negotiate care with their adolescent pa-
tients and to place greater emphasis on their prefer-
ences and lifestyles. In some cases, the physician will
need to accept a “suboptimal”” plan for care when the
alternative is an “‘optimal” treatment plan that the ado-
lescent finds unrealistic, excessive, or aversive and
therefore ignores. Health-care providers must accept
that multiple approaches exist for any given problem
and be willing to trade their concept of ideal care for an
acceptable alternative that acknowledges the priorities
and desires of the adolescent.®

When transition does occur, care in the adult set-
ting must be equivalent in both the quality and intensity
of services. The new setting will be immediately unac-
ceptable to both young people and their families if it
represents a decline in the level of care to which they
have become accustomed. It is equally important to rec-
ognize that transition is a process, not an event. During
the period of transition, young people and their families
should not be expected to completely abandon the secu-
rity of their familiar pediatric health care. New adult-
oriented providers should be introduced before they as-
sume the responsibility of care coordination. Although
it may not be possible in all settings, a period of concur-
rent care, where the pediatric and adult-oriented teams
work together, is ideal. Both the pediatric and adult-or-
iented provider should be involved in planning for
transition and monitoring its progress. Ongoing assess-
ment and midcourse adjustments allow the health-care
providers to respond to changes in health status, care
needs, or functional ability.
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Because adolescence is variable in its progression,
transition to adult health-care services must be individu-
ally timed. Adolescents experience physical matura-
tion, emerging sexuality, and must establish a satisfac-
tory body image. They are expected to achieve greater
psychologic and cognitive sophistication and to become
part of a peer group. Eventually, adolescents should
become less dependent on familial support, conform
less to peer norms, and develop the capacity for inti-
mate relationships. Adolescence concludes once these
developmental tasks are complete and a stable identity
is formed. For all adolescents, the progress and tempo
of this process varies; it may be especially protracted or
difficult when the adolescent is further stressed by a
serious illness or chronic condition. Thus, there is no
clear endpoint to adolescence and no simple formula
for determining transition readiness. It falls to the
health-care providers to determine an appropriate time
for transition based on criterion such as medical status,
developmental milestones, knowledge of the disease
process, and success at self-care.

Finally, movement to the adult health-care sector
should explicitly include plans for primary care and
overall care coordination. Too often, those with chronic
conditions get exemplary care for their specific illness
but little or no preventative health care or health super-
vision.”! Indicated health screening may not be per-
formed, immunizations may be forgotten, and psycho-
social health may be neglected. For example, although
we do not expect to find excess psychopathology in the
adolescent and young adult survivors of childhood
cancer,'' " adjustment issues related to sexuality and
relationships have been found. The majority of these
had not been identified or addressed.'? As transition
proceeds and care is extended throughout the pediatric
and adult-oriented health-care systems, a single identi-
fiable care coordinator becomes even more crucial to
ensure that global health needs are met.

Inertia has perhaps been the greatest barrier to
creating opportunities for transition for young people
with chronic conditions. Few are anxious to tamper
with a successful program of care. There is little enthusi-
asm among young people or their families to abandon
providers who have served them well. This might be
especially true for persons with cancer who have re-
ceived life-saving therapy yet remain at risk for recur-
rence. Pediatric health-care providers are no more
ready to sever their relationship with patients. They are
interested in identifying recurrences or second malig-
nancies, in following the late physiologic effects of pre-
vious treatment, and in the psychosocial status of their
patients later in life. Often, they will have established
close ties to their patients and be unwilling to see these
threatened. For their part, adult-oriented oncologists
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may be less familiar with childhood malignancies and
feel less competent to follow their survivors. Financial
issues may intrude into the transition process; inability
to obtain health insurance may make any changes in
care problematic. Finally, when care needs are great,
simply negotiating the activities of daily living may
compound what Hull called the “difficulty in recogniz-
ing the need for change in a context of chronicity.”**

Models of Transition

The issue of transition from child-centered to adult-or-
iented health care is a pressing one but one that has
been poorly addressed in the medical literature. Schid-
low and Fiel have described a transition program for
adolescents with cystic fibrosis.'® In their model, “tran-
sition clinics” allow the graded transfer of care from
pediatric to adult-oriented specialists. For a time, care is
provided concurrently; eventually, complete transition
to the adult setting occurs. This is simply one among
many possible approaches. Hospital-based inpatient
programs, informal linkages between pediatric and
adult-oriented providers, or interventions directed by
specialists in adolescent medicine may all be appro-
priate in different settings. In general, however, models
of transitional care have been neither well described
nor adequately evaluated, and there is little guidance
available to aid in the design of appropriate interven-
tions. The interdisciplinary approach to care, common
in the pediatric environment, may prove to be equally
productive in adult health-care settings.

Many issues remain to be resolved before health-
care transition can become commonplace for adoles-
cents and young adults with cancer and other special
health-care needs. Health-care providers in the adult
sector will need to prepare themselves to care for the
what were once thought of as diseases of childhood.
This will require educational effort from pediatricians
and from adult physicians, a willingness to learn.
Adult-based health-care services for those with special
needs must expand and reach out to young adults. Fi-
nancial, administrative, and institutional impediments
must be addressed, and a mechanism must be devised
to ensure that medical information and records can be
relocated efficiently. Most importantly, a fundamental
change in attitude is required, one that acknowledges
that adults are best cared for in an environment de-
signed for adults.

The status quo is slowly changing as both profes-
sional and consumer groups recognize the need and
advocate for appropriate transition to adult-oriented
care.'®?! Health-care transition challenges young peo-
ple, their families, and their health-care providers.
Meeting that challenge rewards us all with empowered
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young people who participate fully in their own health
care and in their lives.
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