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Models of Care to Promote Successful Transition to Adult Care
for Young Adult Survivors of Pediatric Cancer

Christina Baggott, RN, PhD, PPCNP-BC, CPON
Clinical Research Nurse Practitioner

Stanford University

Cancer Clinical Trials Office, Pediatric Oncology

With the successful treatment of the vast
majority of pediatric cancer patients, numerous
young adults must transition their care from
pediatric providers to teams with expertise
in the care of adults. Receiving coordinated
and consistent care from clinicians who are
knowledgeable both in the management
of childhood cancer survivors and of adult
conditions is essential to detect conditions at
early stages and deliver preventative therapies
as available. The first survivorship program was
at the Children’s Hospital of Philadelphia in 1983.
Nurses have played an integral role in survivor
programs from the very beginning. These
clinics have always had a multidisciplinary focus
and are now becoming standard of care."? Survivor
clinics do not simply screen for late effects. The
providers also assess and support patients’
psychosocial functioning, provide health-related
education and assist with patients’ financial

needs.”

The potential for late effects must be shared
with patients and/or their parents when
consent for initial treatment is obtained. Often
the details about long-term consequences are
shared, but families may absorb very little of
the information that is communicated at this
difficult time. Furthermore continual education
1s required to introduce updated information
regarding late effects when it becomes that

available and to educate young patients
who become better able to understand the
consequences of their therapy as they mature.
All nurses must be well informed of the long-
term consequences of cancer treatment so that
they can provide consistent and appropriate
patient education. Nurses should take advantage
of “teachable moments”, for example during
vital sign assessment or while monitoring

intravenous pumps.

Pediatric cancer patients may face two types
of transition as they mature: the transition
from acute care to long-term follow-up and the
transition from pediatric-based care to adult-
based care. For patients who are diagnosed
in their teen years, these two transitions
may occur simultaneously. Expert clinicians
and researchers within the consortium, the
Children’s Oncology Group (COG), have outlined
several models for long-term pediatric follow-
up, each with complex sets of advantages and
disadvantages." As described in the document
Long-Term Follow-Up Program Resource
Guide, these models include: primary oncology
care at the pediatric cancer center (in which
the treating oncologist assumes the role of long-
term follow-up); specialized long-term follow-
up care at the pediatric cancer center (in which
care is provided by a specialized team at the
initial treatment center); shared care at the
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pediatric cancer center (in which care is shared
at the initial treatment center by clinicians
from a disease focused subspecialty [e.g., neuro-
oncology, leukemia] and by a long-term follow-
up team); formalized transition programs
(in which care is provided by clinicians who
have expertise in both adult primary care
and screening and interventions for pediatric
cancer survivors); adult oncology-directed
care (in which an adult oncologist or advanced
practice nurse provides care); community based
care (in which a community based clinician
provides care); consultative models (in which
care transitions from the pediatric cancer
team to the community based clinicians, with
ongoing consultative support from the pediatric
oncology team as needed); and need-based care
(in which an institution may vary the type of
care provided, depending on the intensity of
the patients’ prior treatment). When deciding
on a model for a particular clinic, one must
consider the following issues: the number of
survivors cared for in the institution; the size of
the geographic area that the institution serves;
geographic convenience; the diversity of the
survivor population (types of cancer diagnoses
and treatment exposures); and the resources
(physical, personnel, financial) available at the

. . . 4
mstitution.

Survivorship follow-up may invoke mixed
emotions. Patients are often relieved and
grateful to have achieved survivor status, but
the return to the healthcare setting may trigger
unpleasant memories, survivor guilt, and fear
of disease recurrence or serious late effects.
Despite the benefits of survivorship evaluations,
numerous childhood cancer survivors are lost
to follow-up as they become young adults.’
Barriers to successful transition include a lack
of appropriate education (for patients and for
clinicians), psychological factors (e.g., fear or
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anxiety related to potential health concerns or
a cancer recurrence), as well as resource and
infrastructural limitations. Worry about cancer
may be both a facilitator and deterrent to
patients’ adherence to follow-up. Developmental
factors may impact successful transition as
adolescents and young adults often have
feelings of invincibility and may not appreciate
the need for visits with clinicians. Parents’
enmeshed involvement in their children’s care
may also deter effective transition.” Factors
that may enhance the success of transition to
survivorship include: comprehensive insurance
coverage, knowledgeable practitioners, flexible
scheduling, the availability of comprehensive
care, and patient education on self-management
skills and the logistics of navigating health
care system. Furthermore, intensive education
regarding treatment late effects for nurses and
other clinicians who provide frontline cancer
therapy is essential so that they can provide
uniform and ongoing information to patients

about potential toxicities.

Nathan and colleagues have described key
points to address at the time of transition for
adult survivors of childhood cancer.® These
points include: issues related to physical health:
(e.g., growth and development; promotion of a
healthy lifestyle; symptom management; and
cancer-related chronic health problems); sexual/
reproductive health issues as pertinent: (e.g.,
fertility preservation; sexuality; contraception;
sexually transmitted diseases; the impact of
cancer on fertility or reproductive outcomes; and
sexual dysfunction); mental health issues (e.g.,
psychological adjustment to cancer survivorship;
cognitive functioning; psychopathology;
emotional well-being; and goal attainment);
social competence (e.g., marriage; interpersonal
relationships; reintegration into normative

social systems; educational progress and the



need for resources; and vocational planning or
employment assistance); and health behaviors
(e.g., alcohol consumption; tobacco use; illicit
drug use; physical activity; dietary habits; sun
protection; risky sexual behavior, adherence to
treatment; and adherence to health screening/
surveillance).® The community of pediatric
cancer survivorship clinicians and researchers
have shared many resources to promote a
successful long-term follow-up program. A
comprehensive set of follow-up guidelines
is available at: www.survivorguidelines.org.
These guidelines include patient education
materials and form templates that can be used
to summarize prior therapy. A European group
1s currently developing similar guidelines for
Details can be found at: http://
www.pancare.eu/en/guidelines/. The Passport

global use.

for Care program is available to members of
the Children’s Oncology Group. These types of
programs must be designed with the unique
developmental needs in mind of childhood
cancer survivors who become young adults.
The systematic and research-based follow-up of
patients as they age after treatment for cancer
in childhood helps build the science of pediatric
cancer survivorship to benefit current and

future patients.
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Children’s experiences during the end of life of their siblings with cancer
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Abstract

Purpose: Although the survival rate of childhood cancer has improved, cancer is still the leading
cause of death in children. There is little research regarding the experiences of siblings who have lost
a brother or sister to cancer when they were adolescents. The purpose of our research was to describe
the experiences of young adults who lost their siblings when they were adolescents. Methods: In-depth,
semi-structured interviews were administered to two siblings. Findings: Seven categories were emerged
regarding the experiences of siblings during the final stage of their sibling’s life: “felt lonesome and missed
parents,” “wanted to do something for the siblings who had cancer,” “recognized the parents’ difficulties,”
“wanted to know precise details,” “wanted to see the sibling who had cancer,” “only willing to talk about
the situation with family members,” and “being afraid of the death of the sibling.” Conclusions: Siblings
expressed complicated emotions, and they suffered from a lack of appropriate information concerning the
condition and time of death of their siblings, since the amount of information they were given was left up
to their parents. Nurses can provide support not only to siblings but also to parents to communicate the
appropriate information in a timely manner. During the end of life stage, siblings need roles within the
family or togetherness with family members. We should assess their feelings and wishes to give them a
sense of inclusion and importance in the family at such times.
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Late effects and employment status among adolescent and young adult survivors
of childhood cancer in Japan: A report from survivors’ voice
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Abstract

Because of advanced treatment, almost 80% of children diagnosed with cancer become long-term

survivors. Some survivors experience late effects such as endocrine disorder, cardiac problems and other

health problems after treatment. Education and employment are apparently affected by these late effects.
We organized the new group called Shake Hands in February 2014 to let general people know the correct
information about childhood cancer. Through gathering survivors, we hope for the health care system to

protect lives of childhood cancer patients and survivors. We introduce late effects and employment problems

through the survivors' committee.
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