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Adult Cancer Survivorship

[Insert Practice Name/Info Here]
The Treatment Plan and Summary is a brief record of major aspects of cancer treatment. This is not a complete patient history
or comprehensive record of intended therapies.

-UP AND SURV| CARE

Comments

D 2008 Amenican Society of Clinical Oncology. AN nghls resenved.
Important cautfon: this is & summarny document whose purpose is to review the bighiights of the cancer treatment for this patient, This does
ned replace information available in the medical record, a complete medical histary provided by the patient, examination and diagnosiic
infarmation, or educational materials thaf describe stralegies for coping with cancer and cancer therapies in detail. Both medical scienca
and an individual's health care needs change, and therefore this document is current only as of the dafe of preparation, This summary
document does nat prescnbe ar recommend any particular medical treatment or care for cancer or any ather disease and does not
subsfitute for the independent medical judgment of the treating professional.
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that attends to both screening for recurrent and/or
progressive disease and the management of routine
health care and screening? Unfortunately, more than
half of primary care providers rate the transition process
from oncology to primary care as fair or poor,® and up
to one-third of cancer survivors are unsure of who
among their physicians is in charge of their follow-up
care.'% Although intended to assist in the care of sur-
vivors, treatment summaries and survivorship care plans
also empower survivors to guide their own care and to
ensure that they receive recommended screening.

In the current health care environment of shrink-
ing resources, questions about the time and cost
surrounding care plan development and implemen-
tation are important. Care plans must be individual-
ized and detailed in order to be comprehensive.
However, most health care providers have little time
to devote to their creation, even when much of the
information and language can be obtained from ex-
isting sources. In a recent survey-based study, most
oncologists reported that a survivor care plan tool
should require no more than 20 minutes per patient.”

Furthermore, no method of reimbursement cur-
rently exists for creation of survivorship care plans by
individual centers. The IOM addressed this concern,
recommending that survivorship care plan creation
“be reimbursed by third-party payers of healthcare,”

but this concept has yet to be realized in practice.

Planning Care for Adult Cancer
Survivors

In response to the call and to assist with the chal-
lenges of caring for adult cancer survivors, advocacy
groups, professional organizations, and cancer cen-
ters have developed treatment summaries and survi-
vor care plan templates, forms, and tools.'®” The
tollowing describes a few of these efforts.

ASCO ofters survivor care plan templates specifically
for survivors of breast and colorectal cancers and a
general template that can be used for any cancer diag-
nosis. These templates can be completed online and
saved as Word (Microsoft, Redmond, Washington)
documents, which allow the user to integrate ASCO
recommendations into the document to guide the care
of cancer survivors.'%* In this way, the template can be
adapted to the specific needs of an individual cancer
survivor. The ASCO templates are available on the
ASCO Web site at http://www.asco.org.
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Journey Forward is a program designed for pro-
viders and patients who have recently completed ac-
tive cancer treatment. This program was created
through the collaborative efforts of the National Co-
alition for Cancer Survivorship, the UCLA Cancer
Survivorship Center, WellPoint, Inc, and Genen-
tech, and the plan that is generated by this program
gives clear steps for providing are to survivors. It
begins with a simple, yet complete, treatment sum-
mary and offers recommendations for monitoring
tuture care. Journey Forward kits are available online
at http://www.JourneyForward.org, and they are tai-
lored to oncologists, patients, and primary care phy-
sicians. Journey Forward focuses on survivors of
breast and colon cancers and has plans to expand to
other cancer diagnoses.

The Cancer Survivor’s Prescription for Living is a
template developed by and for nurses in oncological
practices. This template, printed in the April issue of
the American Journal of Nursing'®® outlines cancer
treatment history, significant problems related to or
presenting as late effects of treatment, and other
health issues. This survivor care plan includes guide-
lines for addressing persistent physical and psychos-
ocial issues. It is recommended that health promo-
tion and disease prevention measures, including
recommended cancer screening activities, be outlined
by the user on this template. However, this rather
comprehensive template (available at http://tiny.cc/
SFAS8e) requires handwritten input of treatment and
disease information and is not currently available in
an electronic version that allows easy input and mod-
ification or saving of information entered.

A number of institutions are developing and imple-
menting their own internal treatment summary and/or
consensus-driven survivor care plan templates, includ-
ing the Abramson Cancer Center at the University of
Pennsylvania, Fred Hutchinson Cancer Research Cen-
ter, Memorial Sloan-Kettering Cancer Center (http://
tiny.cc/rqgxq), the University of Colorado Cancer Cen-
ter, and the Dana Farber Cancer Institute. These
documents can be obtained by contacting individuals
connected to the cancer survivor programs at each given
institute (personal communications).

With the tremendous growth of Internet-based
technology during the last decade, numerous cancer
information Web sites and links to educational ma-
terials developed by professional organizations have
been made available to cancer survivors and provid-
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FIGURE 2. Demographics of LIVESTRONG Care Plan Users are listed.

ers. In May 2007, prior to the development of the
templates described thus far, the first Internet-based
tool for creation of individualized survivor care plans
was launched. This plan tool was initially named
OncoLife. Its developers recently partnered with the
Lance Armstrong Foundation to release a revised
version as the LIVESTRONG Care Plan powered
by Penn Medicine’s OncoLink (http://www.lives-
trongcareplan.org). This care plan was developed as a
patient-oriented tool and has the potential to evolve
into a multiversion mechanism that will allow the
generation of several versions of a care plan that will
more appropriately meet the differing needs of pa-
tients and providers. As end-users are expected to
include patients, it is important to note that the care
plan is not intended to replace provider recommen-
dations, and users are advised on the Web site to
discuss the information with their medical team.
The LIVESTRONG Care Plan can be completed
by survivors, families, or providers, and a variety of
user-specific questions are included and modified with
each new version based on survivor and clinician feed-
back. After entry of demographic, disease, and treat-
ment information, users receive a comprehensive, indi-
vidualized list of recommendations specific to primary
cancer diagnoses and treatments received. These rec-
ommendations are evidence- or consensus-based,
whenever possible, and are in concordance with guide-
lines provided by the IOM, COG, NCI, and ASCO.

In areas in which evidence- or consensus-based guide-

stitutions and providers choose to
include this treatment informa-
tion in the cancer treatment summaries that they develop.
Before the launch of the care plan program, the OncoLink
team obtained permission from the University of Penn-
sylvania Institutional Review Board to collect data while
maintaining user anonymity. The intent was for
these data to guide the evolution and revisions of
the LIVESTRONG Care Plan. To date, there is
nothing in the literature that describes users of
online care plans. Consequently, we report these
descriptive data in figures 2, 3, and 4.

To date, almost 6000 users have completed the In-
ternet care plan (Figure 1). Users identified themselves
as survivors, friends or family of survivors, and health
care providers (primarily nurses or nurse practitioners).
Most respondents were Caucasian, female, and well-
educated. The most common cancer diagnosis was
breast cancer, followed by hematologic and gastrointes-
tinal malignancies (Figure 2). Data from Internet utili-
zation studies have demonstrated this demographic range
to be the most likely to use the Internet for health infor-
mation, including information about cancer.!1-114 Most
LIVESTRONG Care Plan users reported some combi-
nation of having undergone surgery, chemotherapy, and
radiation. One-third of these survivors reported that they
receive follow-up care from oncologists and primary care
providers, with approximately one-half receiving follow-up
care solely from oncologists. It is noteworthy that few users
reported receiving survivor information previously, being
cared for at a cancer center with a dedicated survivor
programs, or knowing whether such a program even ex-
isted.
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future patients (Figure 3). These
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working to develop templates for
survivors treatment summaries
and care plans.

As institutions struggle to de-
velop templates and/or to adapt
and use existing ones, it is impor-
tant to remember that there is no
perfect approach to the develop-
ment of treatment summaries or
care plans for cancer survivors. In-
stitutions differ in their resources,
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FIGURE 3. Cancer Diagnoses of LIVESTRONG Care Plan Users are shown.

Earle'” stated that it is crucial for the research com-
munity to evaluate each element of the survivorship care
plan. He also recommends observational studies to de-
termine the knowledge and desire demonstrated by
cancer survivors for information about the elements of a
proposed care plan. Level of satisfaction with the infor-
mation provided, the transition from the treatment to
the survivor phase of care, and other issues were in-
cluded in Earle’s suggestions for research that should be
conducted in conjunction with widespread develop-
ment and implementation of survivorship care plans.

In July 2008, an optional user-satisfaction survey was

added to the LIVESTRONG

and surveillance guidelines are
3000 only beginning to become avail-

able, creating reason for pause

when putting resources into the
generation of formal care plans for cancer survivors.
However, as Earle'” noted, “even informal plans can be
sufficient to improve the quality of care for a survivor.”

Conclusion

Oncology clinical practices focus on treatment and
management of malignant diseases, and follow-up visits
for patients who have completed treatment are generally
directed toward surveillance for recurrent disease. Con-
sequently, there is often inadequate assessment and
management of symptoms reported by survivors that

Care Plan. Based on information 400
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FIGURE 4. LIVESTRONG Care Plan Queries are illustrated. *Query posed to survivor /friends /family members.
tQuery posed to health care providers only.
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may be related to the cancer treatment they received. In
many cases, symptoms and medical issues that arise in
this population are viewed as expected comorbidities of
aging and subsequently referred to ill-prepared provid-
ers of primary and specialty care for management. Sur-
vivors may hesitate to present issues to their oncology
care providers by thinking that they are nononcology
problems and, to some extent, that their oncology pro-
viders are not willing or equipped to deal with these
problems.’* Many survivors also report concern that
their providers are too busy with patients in treatment
to address a survivor’s seemingly less significant issues.

The provision of survivor care as a component of
cancer care, translational research that guides that care,
and the education of patients, providers, and the public
are critical to the development of the adult cancer sur-
vivor field. Numerous reports that examine the broad
array of survivor issues outline recommendations for the
development of treatment summaries and care plans,
and models of care, as well as the need to change the
education of professionals caring for cancer survivors.
These reports also address the need for translational
research that will inform and guide clinical care.

It seems that oncologists have been abruptly
confronted with a population of patients whose
demands differ from those of patients under treat-
ment and whose numbers are out of control. For
many years, the oncology community engaged in
the treatment of adults chose to ignore or dismiss
the need for care to include patients who were no
longer being actively treated. Cancer survivor care
requires a thoughtful, organized approach to ad-
dress recommendations made by the IOM and
other groups. However, the current number of
survivors who require follow-up care poses signif-
icant and immediate challenges to the medical
community as this population grows. Resources are

limited and shrinking at a time when patients and
providers are demanding evidence-based guide-
lines for surveillance and the necessary care of
cancer survivors. The IOM recognized that, de-
spite the lack of data to support their use, care
plans should be developed for every cancer survi-
vor?; however, this is an added burden on the
already overextended decreasing population of pro-
viders of oncology care. In addition, it is necessary
to develop survivorship care plans by using surveil-
lance and follow-up recommendations based on
consensus and clinical evidence, but this will not be
a feasible long-term solution.

The cancer survivor literature has exploded during
the last few years, highlighting the broad scope of
questions to be researched in this very young field.
However, research opportunities for addressing some of
the crucial questions that might have a direct bearing on
the conduct of clinical care are still limited. The medical
community is expected to provide care to cancer survi-
vors without adequate data to make accurate and ap-
propriate recommendations for follow-up, and al-
though data to support these recommendations as well
as studies to support the efficacy of providing survivor
care in different settings by different providers is sorely
needed, it is increasingly evident that it will be decades
before the field of survivor research is mature enough to
produce a body of literature that will guide clinical care
as well as future research.

In the interim, clinical care will drive the initiation
of research that examines the plethora of cancer
survivor issues; however, in the long run, transla-
tional research must and will drive the clinical care of
cancer survivors. A paradigm shift in cancer care
requires that the survivorship phase of care be recog-
nized as an essential and distinct phase in the con-
tinuum of cancer care. W
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