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“Knowing is not enough; we must apply. 
Willing is not enough; we must do.” 

—Goethe

Advising the Nation. Improving Health.
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1

Abstract

This workshop proceedings was compiled from presentations and
discussion during a two-day Institute of Medicine (IOM) National
Cancer Policy Forum workshop sponsored by the National Coali-

tion for Cancer Survivorship (NCCS) in partnership with the Lance
Armstrong Foundation and the National Cancer Institute. The purpose of
the workshop was to discuss a key recommendation of the joint IOM and
National Research Council report, From Cancer Patient to Cancer Survi-
vor: Lost in Transition. That report recommended that patients completing
their primary treatment for cancer be given a summary of their treatment
and a comprehensive plan for follow-up. This “Survivorship Care Plan”
would also be provided to the patient’s primary care providers. Such a plan
would inform patients (and their providers) of the long-term effects of
cancer and its treatment, identify psychosocial support resources in their
communities, and provide guidance on follow-up care, prevention, and
health maintenance. The purpose of the IOM workshop was to further
inform the National Cancer Policy Forum on the next steps to implement-
ing cancer survivorship care planning. The workshop featured commis-
sioned papers, invited presentations, and discussions on formats for tem-
plates for treatment summaries and care plans; implementation issues, such
as reimbursement; and potential practice sites for pilot tests of survivorship
care planning. The workshop was open to the public and was attended by
stakeholders with an interest in survivorship care: cancer survivors, nurses,
primary care physicians, oncology specialty physicians, health services re-
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2 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

searchers, and representatives of government agencies, health insurance
companies and managed care organizations.

The first day of the workshop was devoted to (1) an overview of the
goals of survivorship care planning, (2) a review of the status of treatment
summaries for oncology care, and (3) a general discussion and reaction to a
series of qualitative research efforts. Structured one-on-one interviews and
focus groups with consumers, nurses, and oncology and primary care phy-
sicians were conducted to help the forum better understand opportunities
for, and barriers to, survivorship care planning. Reactants with diverse
perspectives (consumers, nurses, physicians, insurers) were invited to par-
ticipate in the discussion of these efforts. Topics for discussion included:

• What are the essential elements of the care plan? Will a single tem-
plate work?

• Who is responsible for creating the plan and discussing the plan with
patients?

• What are the respective roles of oncology/primary care and physi-
cians/nurses?

• What economic strategies could encourage implementation of care
planning?

• What barriers exist to creating the care plan? How can they be
overcome?

On the second day of the workshop there were presentations and dis-
cussion on the following topics:

• Resources for completing the care plan template (survivorship guide-
lines, psychosocial support resources, recommendations on healthy behav-
iors/prevention).

• Adapting care plans to electronic record systems and information
technologies.

• Statewide and collaborative approaches to implementation.
• Opportunities to pilot test survivorship care planning and assess its

impact.
• An evaluation and research agenda for survivorship care planning.

At the end of the second day of the workshop, moderators led a wrap-
up discussion of highlights of the two-day workshop.
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1

Introduction

Chair, Institute of Medicine Committee on Cancer Survivorship:
Dr. Sheldon Greenfield

This workshop is designed to advance one of the key recommendations
of the Institute of Medicine report From Cancer Patient to Cancer Survivor:
Lost in Transition (see the workshop agenda and list of participants in
Appendix A and B, respectively). The recommendation states that patients
completing primary treatment should be provided with a comprehensive
care summary and follow-up plan that are clearly and effectively explained.
This Survivorship Care Plan should be written by the principal provider or
providers who coordinated oncology treatment, and it should be reim-
bursed by third-party payers of health care. Such a plan would inform
patients (and their providers) of the long-term effects of cancer and its
treatment, identify psychosocial support resources in their communities,
and provide guidance on follow-up care, prevention, and health mainte-
nance (see the IOM recommendation in Appendix C).

The charge to workshop participants is to identify barriers to imple-
menting survivorship care planning and then outline concrete steps that can
be taken to address the challenges and the opportunities ahead.

Vice-Chair, Institute of Medicine Committee on Cancer Survivorship:
Ms. Ellen Stovall

Twenty-six years ago, when the founders of the National Coalition for
Cancer Survivorship (NCCS) got together, they envisioned a world in which
cancer research, cancer treatment, and cancer care would be very integrated
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4 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

and almost seamless. They described a model of care in which the psycho-
social and spiritual concerns, vocational and financial barriers, and bother-
some symptoms that often accompany a cancer diagnosis would be
addressed with as much seriousness as the cancer itself. The term “survivor-
ship” was the term coined to describe this optimal approach to cancer care.
Today, survivorship is in the mainstream lexicon. It is the foresight of the
NCCS founders that has brought us together today and closer to realizing
this vision.

The Institute of Medicine is to be commended for its compendia of
work on cancer survivorship and quality of care. Between 1999 and 2005,
it issued a series of reports dealing with quality cancer care writ very large
and then with a focus on policy issues specific to survivorship and palliative
care for both children and adults with cancer.

We are very grateful to the authors of background papers commis-
sioned for the workshop: Tim Byers; Wendy Demark-Wahnefried and Lee
Jones; Craig Earle; David Poplack, Marc Horowitz, and Michael Fordis;
and Deborah Schrag (see commissioned papers in Appendix D). Qualitative
researchers Annette Bamundo, Rebecca Day, Marsha Fountain, Reynolds
Kinzey, and Catherine Harvey also contributed an invaluable body of work
for discussion today.

NCCS is sponsoring this workshop in partnership with the Lance
Armstrong Foundation and the National Cancer Institute, through its Of-
fice of Cancer Survivorship.

In closing, I would like to acknowledge the thousands of survivors who
every day inform our work.  Their day-to-day experiences with survivor-
ship are what we are here to address in terms of how to ensure optimal care
in clinical practice.
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2

Suvivorship Care Planning

IMPLEMENTING THE SURVIVORSHIP CARE PLAN

Presenter: Dr. Patricia Ganz

As the Institute of Medicine (IOM) committee finished its deliberations
on recommendations for the report From Cancer Patient to Cancer Survi-
vor: Lost in Transition, there was a perception that the benefits of imple-
menting the Survivorship Care Plan would be so obvious that everyone
would jump on the bandwagon to make it happen. This rapid adoption
may occur, but some effort to facilitate implementation is likely to be
necessary. Overcoming some of the challenges and barriers to implementa-
tion is critical because survivorship care planning is a sentinel project in the
drive for quality cancer care.

A key message of the report is that the needs and concerns of the large
and growing number of cancer survivors cannot be ignored. The report also
raised awareness of cancer as a chronic condition that requires long-term
monitoring for its aftereffects and sequelae. That cancer increasingly in-
volves long-term maintenance therapy is another chronic-care feature of the
disease, not too unlike diabetes. Also documented in the IOM report is the
problem of poor coordination of care and, as the title of the report indi-
cates, the fact that cancer survivors are often “lost in transition.”

Why is cancer different from other chronic diseases? Cancer is a very
complex set of diseases, and treatments are often multimodal, involving a
multidisciplinary team of providers. The treatments themselves are toxic

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


6 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

and expensive, and very often care is poorly coordinated. Cancer treatment
is often provided in isolation from other care, even though cancer patients
tend to be elderly, with multiple comorbidities and health care needs. On-
cology professionals at the onset of treatment provide some initial commu-
nication to the primary care physician, but during treatment such contact
may decline. Given the demands of cancer treatment, most patients do not
have time to see their primary care physician, and consequently cancer
treatment may seriously disrupt patients’ routine care and distance them
from the care system to which they will have to return following their
treatment.

The development of evidence-based guidelines has been impeded by the
lack of research on the late effects of cancer therapy. The American Society
of Clinical Oncology (ASCO) is developing guidelines for many important
domains of survivorship care, but it has often had to rely on descriptive
cohort studies as an evidence base. Even in the childhood cancer arena, in
which survivorship issues have long been recognized, there are few studies
on which to base guidelines. Support for research in this area is needed to
advance understanding of cancer’s late effects.

Follow-up care plans, to the extent that they have been developed and
used, do not have a standard format and have focused on surveillance for
recurrence. ASCO has developed guidelines for breast and colorectal cancer
that include recommendations for follow-up for recurrent disease. These
guidelines, however, do not deal with other complex and multidimensional
issues facing survivors. Absent from most guidelines, for example, is infor-
mation on health promotion and disease prevention.  As cancer survivors
live longer, they will need comprehensive health care that includes preven-
tive services to address their cancer and other chronic conditions. In the
area of infertility, which is a concern of many cancer survivors, many
patients have been told, “You should be happy just to be alive.” In this
example, potential late effects need to be addressed during treatment plan-
ning to help ensure that individuals make informed choices and have an
opportunity to lead full, normal lives to the extent possible.

Why does cancer care present such a challenge? Health services re-
searchers engaged in cancer-related quality of care studies find that they
have to request as many as three to five medical charts to examine the
content of an episode of care. Cancer treatment is often prolonged and may
occur in numerous outpatient and inpatient settings, some of which are
specialized treatment facilities. There may be very limited communication
among the treating physicians, and each of the multiple medical records
may document only a portion of the treatment history. In large urban areas,
patients may be operated on at one institution, have their chemotherapy at
an oncologist’s office, have radiation therapy at another institution, and
then see a primary care physician somewhere else. Cancer care can be very
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SURVIVORSHIP CARE PLANNING 7

complicated, and with no electronic records and limited communication,
achieving integrated coordinated care can be very difficult.

How can one address this challenge? There are many solutions on the
horizon. Integrated electronic medical records will be helpful if somebody is
cared for within one system but, as previously mentioned, many patients
are in and out of different care settings, often with incompatible informa-
tion systems. Patient navigators can help patients with communication and
coordination of care to ensure completion of the recommended treatment.
Posttreatment consultation planning and counseling may also help, but
issues that are salient at the end of treatment may not be fully addressed at
the outset.  None of these strategies is widely available for patients receiving
active treatment today. Transition care planning is needed to address issues
of coordination of care and quality of care throughout the care trajectory.

Why is survivorship care planning needed, and why is it so vital now?
The Survivorship Care Plan is a vehicle that summarizes and communicates
what transpired during cancer treatment. It is, in some respects, similar to a
hospital discharge summary. Imagine someone being discharged from the
hospital without a discharge summary. Whether it is a short or long hospi-
tal stay, it would be very cumbersome and time-consuming for the primary
care provider responsible for postdischarge care to review the hospital chart
to learn what went on during the stay and to divine the care plan for his or
her patient. Providers are not reimbursed for preparing the hospital dis-
charge summary, yet completing them is legally required. This obligation to
document is inculcated into students throughout medical training. In an
analogous fashion, it makes common sense for treating physicians, at the
conclusion of treatment, to summarize and document the episode of cancer
care.

The Survivorship Care Plan also needs to be prospective and record the
known and potential late effects of cancer treatments with their expected
time course. This may be very challenging because, as mentioned, there is a
paucity of follow-up data for some treatments. More importantly, though,
oncologists need to communicate to the survivor and to the other health
care providers not only what has been done, but also what needs to be done
in the future. This prospective plan is especially important in light of the
mobility of the patient population, as well as the difficulty in retrieving
older records. If patients were routinely given a formal document at the end
of treatment that explained what went on, both in technical and lay terms,
it would help them wherever they went and wherever they sought later care.
This record could be updated fairly easily if there were such a foundation
document.

As envisioned, the Survivorship Care Plan would also function to pro-
mote a healthy lifestyle to prevent recurrence and reduce the risk of other
comorbid conditions. A summary document with a recommended follow-
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8 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

up plan completed at the conclusion of treatment gives patients an opportu-
nity to take some responsibility for their care and may help to ensure
adherence to follow-up recommendations.  If patients move or go to a new
primary care physician, the Survivorship Care Plan becomes the blueprint
for future care.

The Survivorship Care Plan described in the IOM report incorporates
recommendations from other IOM reports. The IOM, in its call for quality
care, has promoted the ideal of: (1) continuous healing relationships be-
tween patients and providers; (2) customization of care based on patient
needs and values; (3) the patient as the source of control; (4) shared knowl-
edge and the free flow of information; (5) use of evidence-based decision
making; (6) safety as a system property; (7) the need for transparency, and,
thus, communication among all involved; (8) anticipation of needs; (9) a
decrease in waste; and (10) cooperation among clinicians.1 Survivorship
care planning helps everyone know what needs to be done and who is going
to be in charge of the various aspects of a person’s care. Such planning helps
to avoid the fragmentation of the surgeon’s doing one thing, the radiation
therapist’s repeating it, and the primary care physician’s not knowing if
anything was done and doing it again. Having a care plan and a clear sense
of assigned responsibility, with the patient or survivor as the custodian of
the document, could potentially lead to substantial improvement in care
efficiency.

Figure 2-1 illustrates the place of survivorship care in the cancer care
trajectory. Patients may cycle out of survivorship care back into treatment
again, but the focus is on patients who are being managed either with
chronic or intermittent disease or who have long-term cancer-free survival
and need a prospective plan of care.

The IOM report identified key elements that should be included in the
Survivorship Care Plan:

• Specific tissue diagnosis and stage;
• Initial treatment plan and dates of treatment;
• Toxicities during treatment;
• Expected short- and long-term effects of therapy;
• Late toxicity monitoring needed;
• Surveillance for recurrence or second cancer;
• Who will take responsibility for survivorship care;
• Psychosocial and vocational needs; and
• Recommended preventive behaviors/interventions.

1IOM (Institute of Medicine) Committee on Quality of Health Care in America, 2001.
Crossing the Quality Chasm: A New Health System for the 21st Century. Washington, DC:
National Academy Press.
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SURVIVORSHIP CARE PLANNING 9

Implementing such comprehensive care planning presents challenges to
providers, and some may judge the IOM recommendation premature given
the state of the evidence. Evidence is beginning to emerge on the value of
this kind of care planning, or guided care, after patients complete their
primary treatment.

Eva Grunfeld is a family physician who has conducted a number of
randomized controlled trials to test whether primary care or family physi-
cians provide the same quality care as oncologists to patients—in this case,
breast cancer patients—after their initial treatment. She performed a random-
ized controlled trial most recently in Canada in which half of the women who
were approached agreed to participate. Family physicians did as good a job
as oncologists in terms of detecting recurrences, and women’s satisfaction
with care and assessment of quality of life did not vary by whether they
received follow-up care from their family physician or oncologist.2 A one-
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Treatment with 
Intent to Cure

Cancer-Free
Survival

Cancer-Free
Survival

Managed
Chronic or 
Intermittent

Disease

Managed
Chronic or 
Intermittent

Disease

Recurrence/
Second Cancer

Recurrence/
Second Cancer

DeathDeath

Treatment FailureTreatment 
Failure

Start Here

Survivorship Care

FIGURE 2-1  Cancer care trajectory.
NOTE: Palliative care is provided throughout the cancer care trajectory
SOURCE: Adapted from IOM Committee on Cancer Survivorship, 2006. From
Cancer Patient to Cancer Survivor: Lost in Transition. Washington, DC: The Na-
tional Academies Press.

2Grunfeld E et al. 2006. Randomized trial of long-term follow-up for early-stage breast
cancer: a comparison of family physician versus specialist care. Journal of Clinical Oncology
24(6):848-855.
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10 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

page follow-up guideline was given to the family physician, similar to the
Survivorship Care Plan under discussion, telling the physician exactly what to
do, and when told, these family physicians performed as well as oncologists.
This is a very nice piece of evidence to support survivorship care planning.

Dr. Ganz reported experience working with BlueCross of California to
develop a course on the primary care physician’s role in the care of cancer
survivors. BlueCross of California conducts regular surveys of primary care
physicians, and, in anticipation of the course, a few questions about survivor-
ship care planning were added to the survey. The survey was fielded at about
the time of the IOM report’s release (November 5, 2005).  The response rate
was very low (5 percent), so the results should be interpreted with caution.
Among the 75 respondents, only 25 percent said that they “almost always”
received a detailed end-of-treatment summary from the oncologist treating
their patients (Figure 2-2). An additional 28 percent said that they “some-
times” received such a summary. Therefore, about half of the primary care
physicians reported either not receiving, rarely receiving, or not knowing
whether they received care summaries at the end of treatment.

The primary care physicians were also asked two additional questions:
“How prepared are you to monitor and manage your patients’ late health
effects that may arise as a result of the therapeutic exposures used during

Never, 23%

Sometimes, 
28%

Rarely, 9%

Don't know, 
15% Almost 

always, 25%

..

53%

FIGURE 2-2 Primary care physicians receiving end-of-treatment summaries from
oncologists.
SOURCE: Ganz presentation of information adapted from BlueCross of California,
2006.
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SURVIVORSHIP CARE PLANNING 11

cancer treatment?” and “How prepared are you to handle transition-of-care
issues for your patients after discharge from cancer treatment, including
communication with oncology providers?” Only 33 percent of the primary
care physicians felt “very prepared” for managing the late health effects, and
41 percent felt “very prepared” about the transition care (Figure 2-3).

Notably, there was an increased perceived ability to manage the late
health effects and the handling of transition issues when providers had
received end-of-treatment summaries from oncologists (Figure 2-4).

According to this small convenience sample of primary care physicians,
confidence in managing cancer survivors’ care increased when treatment
summaries were available, but oncologists are not routinely sending such
summaries to them. The quality of the treatment summaries sent to these
primary care physicians was probably somewhat limited, but even so, they
did appear to make a difference in how competent primary care physicians
felt in terms of following up their survivors. Again, the numbers were small
and the physicians participating are not likely to be representative of the
population of BlueCross primary care providers in California, but the find-
ings lend some credence to the value of survivorship care plans.

An example of a Survivorship Care Plan is shown in Box 2-1.  This care
plan was drafted for use in IOM’s qualitative research (Chapter 3) and
should be considered a work in progress. It  is likely to be modified for use on

33%

27%

41%

27%

0%

20%

40%

60%

80%

100%

Transition of
care

Manage late
health effects

Somewhat 

Very 

Perception of Preparedness

FIGURE 2-3 Primary care providers’ confidence in managing cancer patients’ late
health effects.
SOURCE: Ganz presentation of information adapted from BlueCross of California,
2006.
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the basis of the results of the qualitative research and the experience of others
who are testing these templates. The plan describes treatment and follow-up
for a relatively young man with stage III colon cancer with lymph node
involvement.  The treatment summary portion of the plan documents the
treatment he had, his surgery, the kind of staging studies that were per-
formed, and the results of recent tumor marker tests. The summary lacks
some details of treatment, but it is felt to provide appropriate general infor-
mation for a primary care physician. Essential to communicate to primary
care providers is information on what they need to be looking for and what
management issues need to be addressed. To foster communication, the Sur-
vivorship Care Plan would be maintained in the oncologist’s medical record,
sent to the primary care physician, and shared with the patient.

As described in the sample care plan, the patient has high-stage cancer
with increased risk of recurrence, which puts providers on alert that this
individual has to be under good surveillance. The care plan also outlines what
symptoms the patient should report if he experiences them (e.g., blood in the
stool, abdominal pain, changing bowel habits). In terms of necessary medical
assessments, he needs to be seen every 3 to 6 months for the first 3 years after
primary treatment and then every 6 months for years 4 and 5. This schedule
and the specification of recommended tests and imaging studies are based on
the ASCO guideline. The care plan recommends genetic counseling due to his

35%
57%

71%
84%

% of physicians reporting they are prepared to . . .  

41% 43%

86% 90%
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FIGURE 2-4  Relationship between confidence of the primary care physicians in
managing cancer patients’ late effects and receipt of an end-of-treatment summary.
SOURCE: Ganz presentation of information adapted from BlueCross of California,
2006.
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BOX 2-1
Sample Cancer Survivorship Care Plan

Date of note:  4/3/06

Provider Affiliation: Telephone number:
Name: Mary Jones, M.D. State Univ 000-000-0000

Survivor
Name: John Smith Date of birth:  5-25-59

CANCER TREATMENT SUMMARY

Colorectal Cancer Diagnosis:
Date of tissue diagnosis of cancer:   7-15-05
Stage of cancer:  III  Lymph node involvement
Pathologic findings: high grade cancer arising in a large polyp, 3 of 10 nodes
positive

Diagnostic tests done: dates and results
Colonoscopy: 7-1-05, obstructing lesion at hepatic flexure
CT scan Chest: no mets
CT scan Abdomen: enlarged mass in right colon, no liver mets
CT scan Pelvis; no abnormalities

Pre-operative and Post-operative serum CEA levels (dates and results): 7/5/05 10;
8/15/05  3.9

Last CEA 2.0 on 3-10-06

Treatment history (attach relevant treatment summaries):

Surgery Chemotherapy Radiation Other
Date(s) 7-15-05 9-05 to 3-06 none

Location(s) State Univ. State Univ

Provider name(s) John Woods Mary Jones

Procedures Right hemi- Systemic
colectomy chemo:

5 FU + Leuco-
vorin +/- Ox-
aliplatin
(FLOX)

Risk of cancer recurrence and second cancer:  Patient has high-stage
cancer with increased risk of recurrence.

continued
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Patient should report  these signs and symptoms if persistent:
Blood in stool, abdominal pain, change in bowel habits, cough that doesn’t go
away, bone pain, new lumps, nausea, vomiting, loss of appetite, weight loss, fa-
tigue

Recommended surveillance to detect recurrence/second cancer (specify fre-
quency):
• Clinical assessments:

Every 3-6 months for the first 3 years after primary treatment, then every 6
months for years 4 and 5, and subsequently to be determined (ASCO, 2005)

• Tests:
Serum CEA every 3 months for at least 3 years after diagnosis, if the patient
is a candidate for surgery or systemic therapy (ASCO, 2005);  data not
sufficient to recommend other tests such as CBC, LFTs, and stool for occult
blood (ASCO, 2005)

• Imaging:
Annual CT of the chest and abdomen for 3 years after primary therapy (for
patients who are at higher risk of recurrence and who could be candidates
for surgery with curative intent).

• Other: Colonoscopy at 3 years after operative treatment; if results normal,
  every 5 years thereafter (ASCO, 2005);

Genetic counseling for those who are high risk (colorectal cancer or polyps
in a parent, sibling, or child younger than 60 or in two such relatives of any
age or colorectal cancer syndromes in family)
This patient needs genetic testing due to young age and family history.

Potential late effects of treatment (e.g., cardiovascular, skeletal):
Surgery: Bowel problems, such as diarrhea, fecal leakage/incontinence, constipa-
tion, bowel obstruction, hernia, pain, psychological distress

Chemo/Biotherapy: fatigue, peripheral neuropathy

Patient should report these signs and symptoms if persistent:
Diarrhea, constipation, pain with urination, erectile dysfunction, painful intercourse,
infertility, numbness or tingling in hands or feet

Recommended surveillance for late effects of treatment(s):  monitor for recov-
ery of peripheral neuropathy

Preventive care recommendations (e.g., osteoporosis prevention, weight man-
agement, smoking cessation, diet): This patient needs counseling about smok-
ing cessation and weight loss.

BOX 2-1 Continued
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young age and family history.  Under the section on late effects, the care plan
specifies potential surgical and chemotherapy complications and, in addition,
any other signs or symptoms that could be related to treatment, including
sexual dysfunction and peripheral neuropathy. The care plan also addresses
lifestyle issues. This particular patient was a smoker and is overweight, and
so health promotion and disease prevention action items are included, along
with a delineation of who should take charge of monitoring these interven-
tions. As indicated on this care plan, the oncologist assumes responsibility for
some of the cancer-related surveillance issues, while the primary care physi-
cian takes care of monitoring for late effects and prevention counseling and
interventions.

What are the barriers to routine generation of treatment summary and
survivorship care plans? There are some specialties, for example surgery
and radiation oncology, that routinely create an operative note or radiation
treatment summary note. That has not been the case in medical oncology,
perhaps because as recently as the early 1970s, oncologists did not have as
much to offer patients. With current treatment modalities, many more
cancer patients are surviving, but the treatments have become very com-
plex. In addition, most medical oncology care occurs in the outpatient
arena.

Referrals:
o Psychiatry
x Psychology/social work
o Fertility/endocrinology
x Genetic counseling
x Smoking cessation
x Dietician/weight control
o Exercise program
o Physical therapy/rehabilitation
o Counseling regarding employ-

ment, health insurance, finances
o Other:

Physician(s) who will monitor recurrence/second cancer, late effects, and
preventive care:

Dr. Adams will monitor for late effects and preventive care recommenda-
tions.  Dr. Jones will monitor CEA and do endoscopy and imaging studies at
prescribed intervals.

Identified concerns:
x Depression/anxiety:
o Fertility:
o Marital/partner/family relationships:
o Sexuality:
x Genetic risk:
x Wellness (e.g., diet, exercise,

smoking cessation)
o Employment, health insurance,

finances:
o Other:

BOX 2-1 Continued
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Oncologists report that they have very busy practices, lack time, and do
not get reimbursed for this type of service. This may be a perception rather
than a reality, and there may be ways to overcome these impediments by
designing efficient mechanisms for preparation of treatment summaries and
survivorship care plans. Efficiency will be essential, given the number of
cancer survivors that are cared for in oncology practices. Completing the
care in real time when people are finishing their treatment should make the
task less burdensome.

Another potential barrier to survivorship care planning is a lack of aware-
ness on the part of oncologists that cancer survivors are lost in transition, that
survivors want this service, and that care planning may help patients take
charge of their care. Oncologists also need to appreciate that primary care
physicians can be actively involved in providing follow-up care.

How can the Survivorship Care Plan be used in practice? The care plan
should facilitate an end-of-treatment consultation with the patient, includ-
ing a discussion of specific follow-up recommendations. Even if the patient
does not want to hear everything about late effects at that point in time, the
information will be available in this document. Patients face many issues at
the end of treatment, and they may not be able to hear or digest all of the
information in the care plan, but having the information in one place will
be helpful as questions arise later. Setting out who is to be responsible for
what aspects of survivorship care and who is to take responsibility for
implementing the plan can lead to efficiencies in health care delivery and
potential cost savings. Survivorship care plans also represent a standardized
way of communicating to all involved in the patient’s care about what went
on and essential next steps.

What is needed to implement the Survivorship Care Plan?  Five ele-
ments are key to implementation: (1) acceptance of cancer as a chronic
disease; (2) adequate reimbursement; (3) time, either time for the oncology
specialist or a physician extender working collaboratively, to create and
deliver care plans in a systematic way; (4) more research to expand the
evidence base, so that survivorship recommendations have a solid basis;
and (5) training for all health professionals in the needs of the growing
number of survivors and how to act on the care plan recommendations.

THE STATUS OF TREATMENT SUMMARIES FOR
ONCOLOGY CARE

Presenter: Dr. Deborah Schrag

An ASCO initiative, “Treatment Plan/Treatment Summary” that is
under way is integral to survivorship care planning. The purpose of this
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initiative is to standardize a format for medical oncologists to prepare a
treatment plan when patients embark on a new course of therapy. This
treatment plan summary would document the diagnosis, purpose of treat-
ment, agent, schedule, anticipated toxicities, and the plan for reevaluation.
The need for this summary has emerged from decades of quality-of-care
research documenting how much information patients do not hear or retain
during initial oncology consultations.3

The other part of the ASCO initiative is to standardize a format for
medical oncologists to complete a treatment summary when patients com-
plete a chemotherapy regimen. The purpose of this summary is to describe
treatment tolerance, response, outcomes, and planned next steps. The prepa-
ration of this summary is of particular importance to patients who have
completed curative or potentially curative regimens and subsequently tran-
sition all or some of their care to other providers.

The IOM cancer survivorship report and several other influential re-
ports and initiatives have motivated this effort (Box 2-2).

The recognition of poor oncology documentation practices came into
sharp focus with the National Initiative on Cancer Care Quality (NICCQ),
a study that examined the quality of care for patients with breast and colon
cancer diagnosed in 1998 in five U.S. cities. This study, which was sup-
ported by ASCO and the Susan G. Komen Foundation, determined that the
quality of care for study patients was quite good, but that it was incredibly
difficult for researchers to retrieve treatment information from medical
charts to assess cancer care.

3For more information, a background paper by Dr. Schrag, “The Cancer Treatment Plan
and Summary,” is included in Appendix D.1.

BOX 2-2
Motivations for the ASCO

“Treatment Plan/Treatment Summary” Initiative

• IOM cancer survivorship report
• National Initiative on Cancer Care Quality (NICCQ)
• Quality Oncology Practice Initiative (QOPI)
• Burden of documentation reported by oncologists
• Patient demand as expressed by the advocacy community
• Pay for performance initiatives
• Electronic medical record vendor requests
• Lessons on fragmentation of care from 2005 hurricanes
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Volunteers from the ASCO membership are piloting the use of tem-
plates for treatment plans and treatment summaries. Oncologists involved
in this initiative are motivated by a desire to streamline the burden of
documentation and to be responsive to the advocacy community, which has
identified such summaries as key to providing much-needed information to
survivors and their families. A move toward “pay for performance” on the
part of Medicare and other insurers is another factor driving this initiative.
There is an acknowledgment that clinical audits and evaluations of perfor-
mance depend on good documentation. Electronic medical record systems
hold great promise for improving documentation, and vendors who are
developing these systems are eager to accommodate oncologists on what
they want in terms of content and format. Finally, the events surrounding
recent hurricanes tragically illustrated the consequences of not having por-
table health records. Patients in the midst of their cancer treatment were
dislocated without any documentation of their diagnosis and treatment.

Treatment Summaries

The treatment summary is responsive to evidence of problems in three
important interrelated domains of quality:

1. Care coordination: physician-to-physician communication has be-
come more difficult as more subspecialists have become involved in care. A
cancer patient may have a pain doctor, two kinds of endocrinologists, and
two gynecology specialists.

2. Patient-physician communication: patients’ information and psycho-
social needs are not being adequately addressed, and the process of shared
decision making may not be documented when multiple treatment options
are available.

3. Efficiency: providing information to insurance companies and to
other physicians involved in the patient’s care is time-consuming, and
mechanisms are needed to streamline the burden of record review, docu-
ment creation, transmittal, and flow management.

Preparation of treatment summaries can also facilitate quality im-
provement by aiding providers’ self-scrutiny, as is the case for Quality
Oncology Practice Initiative (QOPI) participants, as well as external review
for quality assurance.  Public health tracking, for example for cancer regis-
tries, could also be expedited. Cancer registrars currently find it difficult to
extract information from medical records.

Some physicians routinely prepare treatment summaries. Surgeons
document their care through operative reports. Radiation oncologists have
standardized treatment summaries. More generally, all physicians are re-
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sponsible for completing a summary for patients discharged from the hospi-
tal. Pediatricians have agreed on a standard format for the pediatric health
record, which is not necessarily comprehensive but does include the basic
growth curve and immunization record.  Obstetricians have an agreed-on
standard obstetrical summary.

Medical oncologists have not yet taken this approach to documenta-
tion, perhaps because oncology care is often complex, variable, and pro-
longed, making it difficult to summarize. It is these very traits that make it
a necessity to have good documentation of care. Other medical specialties
that are involved with the management of complex chronic disease have
also recognized and tried to address their documentation shortcomings.
Psychiatrists must contend with chronically mentally ill individuals, who
over the years may be cared for in health care, social services, or criminal
justice institutions. Documentation is also problematic in the case of diabe-
tes, renal dialysis, transplantation, and HIV/AIDS.  In all of these areas, in
which it is common for patients to transition between providers and care
settings, a treatment summary can provide valuable information to
caregivers.

In an attempt to promote the use of treatment summaries, ASCO will
develop a sample template that will be:

• Synoptic, not a comprehensive, detailed review of the medical record
(and not a replacement for informed consent or flow sheets);

• Available as “open source” and modifiable by its users (templates
could be downloaded from the ASCO website);

• Adaptable in its formatting;
• Minimally burdensome; and
• Multipurpose.

Treatment Plans

As a complement to the treatment summary that is prepared at the
conclusion of treatment, ASCO is also working on a template for a treat-
ment plan that would be prepared at the onset of chemotherapy and re-
viewed with patients. This plan would include:

• Summary information, such as regimen name and administration
plan (e.g., FOLFOX with Bevacizumab every 2 weeks as an outpatient),
numbers of cycles until reevaluation, reevaluation plan (e.g., CT scan in 10
weeks);

• Contact information for cancer care team members (e.g., patient
support, medical oncologist, oncology nursing, radiation oncologist, pri-
mary care);
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• Disease status at the start of treatment;
• Rationale for treatment; and
• Basic ingredients of the regimen.

Figure 2-5 is an example of the part of the treatment plan template
showing important background information.

One of the advantages of the treatment plan is that, once it is com-
pleted, it can be used repeatedly for notes and it can also be used to
formulate the preamble for the treatment summary.

Status of Treatment Plans/Treatment Summaries

The ASCO group working on the design of the treatment plan and
summary recognized the importance of both documents, but in discussing
the concept with practicing medical oncologists, realized that it would be
difficult to have both documents adopted simultaneously. The ASCO group

II. Important Background Information About My Cancer

NoDisease Evident on Physical Exam

CT: 9/1/05    PET: 9/10/05Date of Baseline Radiologic Study 

CT scan of Chest/abdomen and pelvis with contrast 
and PET

Baseline Radiologic Study 

Adjuvant 5Fu and Leucovorin 03 -11/2003Previous Chemotherapy for this 
Cancer

NonePrevious Radiation for this Cancer

1. Right hemicolectomy : 1/2003, 
2. Ileostomy for intestinal obstruction 8/2005

Previous Surgery for this Cancer

No Limitations  (ECOG 0)Overall Function at Start of this 
Treatment (Functional Status)

Mild Back painSymptoms at Start of this Treatment

Liver, lung, lymph nodes, intestinesCurrent Sites of Disease

MetastaticCurrent Disease Status

Stage IIStage of Initial Cancer Diagnosis

AdenocarcinomaPrimary Cancer Type (Histology)

Right colon ( Cecum )Primary Cancer Site

01/10/ 2003Date of Initial Cancer Diagnosis

FIGURE 2-5  Example of a portion of the medical oncology treatment plan tem-
plate that provides background information.
SOURCE: Schrag, 2006.
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had to decide where to put their initial efforts and focus. Was it more
important to first encourage medical oncologists to adopt treatment plan-
ning to help ensure patients’ informed decision making, or should the
completion of treatment summaries be the first priority to improve the
survivorship care transition?  The ASCO planning group decided to initially
focus on the treatment summary with the ultimate goal of having two
integrated documents that would span the care trajectory.

Identifying the key audience for the care summary has implications for
its design. There are many potential audiences for the care summary (Box
2-3). The ASCO designers are focusing on other “nononcology” physicians
and will encourage those completing the summary to avoid overly technical
oncology jargon.

Another challenge is defining the end of treatment, the time when a
treatment summary needs to be prepared.  The ASCO planning group
developed some ground rules:

• Do not prepare a treatment summary if a component of a regimen is
discontinued;

• Do not prepare a summary if the patient has a brief (e.g., less than 2
month) break or “holiday” from treatment (e.g., during hospitalization or a
comorbid event);

• Do prepare a summary if the patient proceeds to surgery, radiation,
or a new chemotherapy regimen;

• Completion of adjuvant/neoadjuvant treatment or of primary cura-
tive therapy is a logical time to prepare a summary; and

• Transition to full-fledged survivorship presents another opportunity
to prepare a summary.

It may not be easy to define when the treatment summary should be

BOX 2-3
Potential Audience for Treatment Summaries

• Patients
• Other medical oncologists
• Surgeons, radiation oncologists
• Other physicians
• Nurses
• Non MD/RN providers (psychologists, physical therapists)
• Insurers
• Researchers
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created, and practicing oncologists will have to use their judgment in deter-
mining when the summary has value. There are, however, some logical
points for its creation—at the completion of adjuvant or neoadjuvant treat-
ment regimes or completion of primary curative therapy. It is at these times
that having the treatment summary dovetails with survivorship care plan-
ning. In oncology, these transitions probably account for nearly 50 percent
of all chemotherapy treatment.

The incentives and disincentives that shape physicians’ documentation
practices are important to understand when planning for implementation
of treatment summaries. Why do physicians document, and what factors
could bring about a change in the documentation culture? Some of the key
motivators include medicolegal requirements, reimbursement, and a simple
jog to providers’ memories during subsequent visits (Box 2-4). There is less
emphasis in terms of documentation on communicating with colleagues.
Oncologists generally formally communicate with colleagues through let-
ters. Chart documenting is for nuts-and-bolts business and workaday inner
office communication. Communicating with a primary care physician or a
colleague is an entirely separate endeavor. There has been little emphasis on
written communications with patients or creating a record for either public
health reporting, research, or quality monitoring. There are some deep-
seated cultural patterns in terms of how and why physicians document that
need to be overcome in order to get treatment summaries into routine
practice.

What are some strategies for implementation? Many have suggested
that reimbursement will be key to implementation, but it is unclear if
existing reimbursement codes for complex coordination of care are suffi-

BOX 2-4
Why Physicians Document

Greater emphasis:
• Medicolegal requirement to create a record
• Justify reimbursement
• Jog memory
• Communicate with support staff

Less emphasis:
• Communicate with colleagues
• Communicate with patients
• Create a record for public health reporting
• Create a record for research
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cient for both the creation of the treatment summary and the end-of-
treatment consultation. The level 5 code for a highly complex visit and
coordination of care may suffice.

Patients are also key to implementation. There is a new Joint Commis-
sion on the Accreditation of Healthcare Organizations (JCAHO) initiative
that requires providers to wear buttons that say, “Ask me if I have washed
my hands.” Advocacy organizations have promoted the idea of survivor-
ship care plans, and as patients become informed and start asking for these
documents, physicians will be in a position to meet their expectations.
Adoption would rapidly occur if health care payers asked for treatment
summaries and linked their receipt to reimbursement.

The various groups that are involved with quality-of-care measurement
(e.g., the National Committee on Quality Assurance, the American Board
of Internal Medicine) can also help drive this process. When surgeons, on
whom oncologists depend for referrals, start anticipating and requesting
these documents, oncologists will be motivated to change.

Working with the electronic medical record vendors will help with
implementation, but evidence will be needed that creating the summary can
be efficient and that this documentation will be acceptable in lieu of other
forms of documentation. At the present time, because of reimbursement
requirements, the medical records include many repeat reviews of systems
and physical exams that do not inform other providers. This redundant
information is provided to meet reimbursement requirements. ASCO’s new
vision of documentation will have to replace the current system, but the
dialogue with payers has not yet commenced.

At the time of the workshop, ASCO’s development strategy was being
led by Dr. Molla Donaldson, the head of Quality Policy Initiatives within
ASCO.4 The goal of the development strategy thus far has been to identify
critical content and to get feedback from oncologists, other cancer and
noncancer providers, and patients. ASCO aims to develop templates and
sample formats that have flexible formatting, including a two-dimensional,
fill-in-the-blank paper form that can be completed by hand, as well as a
dictatable version. Eventually, the goal is to have three-dimensional ver-
sions with drop-down menus. Dissemination strategies ultimately are going
to include simply making the software and downloadable forms available.
Evaluations will help determine the extent and value of the use of the
templates.

A prototype of the treatment summary (see end of Appendix D.1)
was designed to answer very basic questions:

4Dr. Donaldson has since left her position at ASCO.
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• When was the treatment given and over what time period?
• Why was this treatment given and what was the context of

treatment?
• What was the treatment? What are the basic details of the regimen?
• How was the treatment tolerated?
• What are the planned next steps?
• Who will perform follow-up?

The form looks deceptively easy to complete, but according to the expe-
rience of pilot testers, it is actually somewhat time-consuming to complete.

There is some preliminary feedback from some pilot tests in select
oncology practices and from National Comprehensive Cancer Network
(NCCN) facilities. Every physician who has participated in the pilot testing
has said that the ASCO initiative is valuable, but it has implications for
maintaining the volume of patients in their practices given the time neces-
sary to complete the forms. There are also some concerns about liability.
Oncologists worry that if a plan is written down and then is not imple-
mented, there may be legal ramifications. These are some of the issues that
need to be examined further and resolved.  Although this initiative remains
in its very early phases, there is widespread interest and support for this
endeavor from providers and patients alike. All recognize that there are
considerable obstacles to implementation and that changing entrenched
habits will be a challenge.

DISCUSSION

Dr. John Rainey, a medical oncologist in private practice who partici-
pated in some of the pilot testing, reported that it took about 20 minutes to
complete the treatment summary template. He felt that it would have been
easier to complete if a treatment plan had been available. Summarizing the
treatment is time-consuming, and there is a tendency to give insufficient
attention to psychosocial and long-term aspects of care. Having a treatment
plan would make it relatively easy to prepare the summary in about 10
minutes at the end of treatment. The focus then could be on toxicity and the
long-term plan. He indicated that it might have been better to start initially
with the treatment plan and then work on the summary.

Dr. Lee Newcomer, of the UnitedHealth Group, suggested that the
treatment summary and care plan have great potential to save time. When
on weekend call and picking up a case, for example, an oncologist could
look at one page, rather than flip through the chart, saving a good 20
minutes per case.  In terms of reimbursement, Dr. Newcomer indicated that
the treatment plan would likely be reimbursed as part of a new patient
consultation, that the plan would definitely be considered part of that new
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patient consultation. If radiation oncologists have a distinct ICD-9 code for
their treatment summary, this is perhaps a model to examine. There may
need to be some rethinking about how to compensate medical oncologists
for the extra time involved in its preparation.

Dr. Lawrence Shulman of Dana-Farber Cancer Institute mentioned
that private insurers are concerned about haphazard follow-up and the
potential under- or overordering of tests. They are beginning to realize that
good care can be less expensive care. In his opinion, if treatment plans and
summaries are ultimately cost saving, there will be opportunities for reim-
bursement. Writing the summary itself may not be reimbursed, according
to Dr. Ganz, but oncologists do get paid for counseling visits. If the treat-
ment plan facilitates an additional 20 minutes of discussion with the pa-
tient, this time spent counseling could be reimbursed. She suggested that the
summary could replace the often fragmentary documentation of the con-
tent of those visits.

Dr. William Kraybill, a surgeon from Roswell Park Cancer Institute,
indicated that the multidisciplinary conference may provide an opportunity
to create the treatment plan summary. Dr. Schrag added that radiation and
surgical oncologists have developed treatment summaries, and informal
discussions with representatives of these specialties suggest that medical
oncology needs to develop a treatment summary for its specialty. She
thought that one specialist will have to assume the responsibility of prepar-
ing the document after the multidisciplinary team meeting. The patient does
not usually attend the multidisciplinary conference, so the posttreatment
consultation would need to be held separately.

Dr. Betty Ferrell, a nurse and researcher from City of Hope National
Medical Center, described how, over the past 25 years, there has been an
interdisciplinary effort to document that cancer survivorship is more than
just physiological effects, late effects, and drug treatments. She pointed out
that the IOM report recognized that survivorship is also about serious
psychosocial issues, including family disruption, economic concerns, and
fertility. Dr. Ferrell expressed some concern that the ASCO plans for a
treatment plan and summary appeared to be reducing survivorship care
planning to physical issues and drugs and to also be focused on reimburse-
ment issues. Critical at this junction is to establish what patients need and
then design documents to meet those needs. Ultimately, the Survivorship
Care Plan should capture psychosocial issues and be designed to be interdis-
ciplinary in nature.  It is crucial to have nursing and social work involved,
in addition to medical and radiation oncologists.  Survivorship care plans
without an interdisciplinary focus would represent a step backward, not
forward.

Dr. Michael Fordis from Bayor College of Medicine thought that, to
minimize the burden of documentation, it is very important for the ASCO
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planning group to define clearly the purpose of the summary documents.
There appear to be different expectations and potential multiple uses. It is
also important to consider the level of evidence and research that is avail-
able to support the various applications.

The oncology care and survivorship issues under discussion represent a
domain in health care that is a “poster child” for why interoperability
within health care is needed, according to Dr. Ross Martin of Pfizer Human
Health. He added that electronic medical records and the associated com-
munication between electronic medical records and personal health records
are vital to success in this area. The multimodal delivery, the multiple
domains involved in care, the long duration of care, and the high costs of
care all point to the need to deliver this complex care efficiently. The
American Health Information Community was formed last year, with the
express purpose, according to  Secretary Leavitt of the U.S. Department of
Health and Human Services, to look at these “breakthrough-use” cases for
how one can accelerate interoperability among and within health care
through electronic medical records. Continuity of care was one of the iden-
tified breakthrough-use cases. Many of the applications will be dependent
on paper first, because that is the reality of many practices. Progress must
accelerate, however, to reach the next stage of development. There are
many ongoing initiatives to produce electronic formats for continuity-of-
care records, but the templates for treatment plans and summaries can
easily be integrated into these formats.

Dr. Schrag reiterated that the goal of the ASCO initiative is to have the
treatment plans and summaries available electronically with drop-down
menus, so that in a limited amount of space a lot more detail can be
captured, whether it is a follow-up referral to a fertility specialist or to a
psychologist or a therapist.  Starting with a two-dimensional paper tem-
plate is necessary because the majority of medical oncology practices re-
main paper based. Estimates are that 30 to 40 percent of medical oncologists
do not use a computer for their medical records. The goal is to proceed on
multiple fronts simultaneously, at the same time reaching consensus on the
documents’ audience and content. It has been a challenge to meet the range
of needs that have been identified. A document that satisfies a patient is not
the same as a document that will satisfy a fellow oncologist, a future
oncologist, a surgeon, and a primary care physician. In trying to create
documents that meet some of everyone’s needs, they may meet all of no
one’s needs. Achieving a balance is a challenge.

Dr. Martin pointed out how critical it is during the early stages of
development to have in mind the end optimal model, which in this case is a
template with an electronic format. There is a need to accommodate exist-
ing paper processes, but it is difficult to adapt a paper process later if an
electronic model is not conceived of in the beginning. Dr. Sheldon Greenfield
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agreed on the importance of clarity of purpose at the outset. He raised the
point Dr. Ferrell made earlier that there may have to be a different focus, a
separate but equal track for patients and providers. He added that it is
sometimes difficult for professional societies to champion these activities
because the rank-and-file members may thwart the progressive leadership
and refuse to adopt the new recommendations for documentation. The
right people need to be assembled, particularly payers and quality assur-
ance groups, such as the National Committee for Quality Assurance.  They
are taking the initiative on similar issues. It is important to establish the
composition of the group that is needed to make decisions about the pur-
pose and scope of the initiative.

Dr. Schrag mentioned that the practicing community of oncologists
who have been consulted on the ASCO initiative acknowledge that the
innovations in documentation envisioned are important. Although they are
recognized as a good idea, there is resistance. She added that, as described
in the book by Malcolm Gladwell, there may need to be a “tipping point,”
a cultural shift to an expectation that everyone creates and uses these
documents. There will have to be simultaneous effort from multiple direc-
tions, including from survivor groups.  Aggressive strategies, such has hav-
ing providers wear buttons that say, “Ask me if I gave you a treatment
summary” would probably not be appreciated by the provider community.

Ms. Stovall described how many patients are very intimidated by their
physicians and have the perception that if they asked about hand-washing
they would be labeled as a bad patient. In her opinion, the JCAHO hand-
washing initiative gives patients permission to ask the question. From the
patient perspective, it relieves a burden and may not be such a bad thing.
From the physician perspective, it may be viewed as a “stick”; however, it
may be preferable to prevent an infection than to have the question asked.

In terms of the content of the treatment plan and summary, it is essen-
tial for psychosocial issues to be addressed. It must be understood that
relieving the anxiety and depression that almost every person with cancer
faces when he or she is diagnosed will improve the patient’s experience and
make cancer care more manageable. Dr. Schrag agreed and suggested that
providers will probably need to have both carrots and sticks to implement
survivorship care planning.

From the perspective of primary care, Dr. Jean Kutner of the University
of Colorado Health Sciences Center thought that providers of diabetes care
are probably at the forefront of shared care across specialties. Oncology,
when the treatment plan and summary are adopted, would be lauded as a
shining example in terms of specialist to primary care communications.  She
felt that primary care providers would appreciate enormously having
oncologists take the lead in establishing who is responsible for what ele-
ments of follow-up care and documenting succinctly the status of care and

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


28 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

the presence of clinical and psychosocial concerns. Having a comprehensive
but short treatment summary and follow-up plan would make primary care
visits more efficient.

Ms. Susan Leigh, a cancer survivorship consultant, indicated that, from
an advocacy perspective, survivorship care planning must be viewed as a
team effort not limited to doctors.  Nurses and social workers are critical
members of this team. Attention needs to be paid to how to communicate
this kind of information to survivors. It involves a lot more than simply
giving them a paper and talking about all the specifics of their treatment.
Sharing such information can be very traumatizing and anxiety-producing.
Communication research is needed to better understand how to deliver this
type of information effectively and compassionately. Mr. Richard Boyajian,
a nurse practitioner from Dana-Farber Cancer Institute, added that it is
important to keep in mind that the treatment plan and summary should be
considered a starting point from which the various disciplines—nursing,
social work, and others—will be involved to address the entire array of
patient needs. The focus on the needs of the patient must be maintained.
Patients are entitled to the information that these documents provide.

Health care payers could be integral to the adoption of the treatment
plan and summary, according to Dr. Newcomer of the UnitedHealth Group.
He suggested that interest may initially be greater in the initial treatment
plan because the plan could serve as a document that counselors could use
to help patients address questions about coverage or find appropriate sup-
port groups. If it could be used as a precertification tool, it would generate
payer interest very quickly. When payers get involved, things can happen
quickly. For example, despite having a standard for colon cancer surgery
established for 10 years, it has not been adhered to for half the patients in
the country. This year, in less than 3 months, UnitedHealthcare told sur-
geons in four cities that if they could not demonstrate adherence to the
standard regarding node resection, then they would not be eligible to see
patients with UnitedHealthcare coverage. Change in practice occurred very
quickly. Some providers dropped out, but most are adhering to the stan-
dard. This example illustrates how payers can initiate a tipping point in
physician practice.

Dr. Newcomer thought that one central purpose needs to be identified
for the treatment plan and summary. The plan should clarify what is antici-
pated and also include both medical and psychosocial aspects of care.
Many oncologists will need tools to assist them in making psychosocial
assessments. The development of comprehensive treatment plans will illus-
trate how little is known about follow-up.

For some aspects of the care plan, such as symptom management
and psychosocial issues, the particular treatment that a person has may not
be that important, according to Dr. Greenfield. It is important to keep in
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mind that the summaries are only a starting point for sets of discussions.
Dr. Peter Raich of Denver Health Medical Center added that an interdisci-
plinary approach is needed to develop the treatment plan and summary,
and these tools need to be aimed at the patient. Perhaps two instruments are
needed, one for physician communication and the other for patient commu-
nication. These documents would provide a proactive way to educate and
guide patients into the survivorship phase of their treatment. This phase of
care provides a teachable moment, and it should be used to help patients
with lifestyle changes that will be very important as they continue in their
survivorship.

Dr. Greenfield concluded that however the treatment plan and sum-
mary evolve, with perhaps two tracks, a physician track and a patient track,
it would put oncology at the forefront of many other medical specialties.
There have been many quality-related activities in other disciplines, but the
focus is usually entirely on the medical and not on the psychosocial aspects
of care. If there were a way to put the two together, it would represent a
huge national step forward, and, as has been pointed out, payers may be
able to use the documentation and facilitate adoption.

Dr. Donaldson congratulated Dr. Schrag for the enormous amount of
work she has undertaken on the treatment plan and summary, and pointed
out that, although the effort has been led within ASCO, there is an under-
standing that additional members of the survivorship community will have
to be involved in further development. Development will move ahead to
accommodate practices with and without an electronic health record, but,
regardless of the platform, some agreement is needed on content. A ques-
tion was raised regarding dissemination and the role of specialty societies.
A group called the Cancer Quality Alliance has recently been formed, co-
chaired by Ellen Stovall and Patricia Ganz, which includes representatives
from insurance companies, the federal government, social work, nursing,
and so on, across the board. The Cancer Quality Alliance is therefore a
logical place for both development and dissemination activities relating to
treatment plans and summaries.

Ms. Carol Curtiss raised the concern that the draft templates under
discussion would appear to be very useful to health care providers in under-
standing what is happening to patients, but they may not be very useful to
patients in learning to live well through diet and exercise and getting back
to wellness. Not enough is known in these areas to provide very specific
advice; however, she thought that it could be frightening for patients to
simply receive a list of potential late effects without some guidance on what
they themselves can do to maintain or improve their health.

Ms. Wendy Landier described how the Children’s Oncology Group
(COG) has developed evidence-based, long-term follow-up guidelines and
treatment summary forms (see Appendix F).  A lesson learned over years of
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development is that it is very important to establish what will be done with
the summary information. The pediatric oncology community has honed
the summary down to key elements that are needed to generate patient-
specific guidelines.  It is through the COG guidelines and not through the
treatment summary that psychosocial issues are addressed. Appropriate
guidelines are generated on the basis of the treatment summary that docu-
ments the patient’s treatment-related risk factors.

Dr. Loria Pollack of the Centers for Disease Control and Prevention
concluded the discussion by pointing out that one of the potential uses of a
treatment plan is to assist patients in treatment following a disaster. She
described how there were an estimated 24,000 people diagnosed with can-
cer in the past year in the areas affected by Hurricane Katrina.  Many of
these individuals were displaced during their treatment, and when they
sought care in another setting, some could not tell the oncology providers
what type of cancer they had. In discussions of whether to start with plans
or summaries, it would be helpful to keep these experiences in mind.
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3

Perspectives on Suvivorship Care
Planning

INTRODUCTION

Moderator: Ms. Caroline Huffman

To further understand the opportunities and challenges associated with
cancer survivorship care planning, the Institute of Medicine (IOM) com-
missioned work from three qualitative research groups:

1. Rebecca Day and Reynolds Kinzey of Kinzey & Day Market Re-
search conducted focus groups among cancer survivors.

2. Catherine Harvey and Marsha Fountain of The Oncology Group
conducted interviews and focus groups among nurses.

3. Annette Bamundo of Bamundo Qualitative Research conducted in-
terviews with oncology physicians and focus groups with primary care
providers.

This section of the report summarizes the results of the qualitative
research conducted by the individuals listed above and presented at the
workshop. When interpreting the findings described below, it is important
to consider the limitations of qualitative research. Insights and hypotheses,
rather than firm conclusions, have been generated from these research ef-
forts. In addition, the behavior, attitudes, and perceptions expressed in the
interviews and focus groups are not necessarily representative of those of
the general population or of particular population subgroups.
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PERSPECTIVES OF CANCER SURVIVORS

Presenters: Ms. Rebecca Day and Mr. Reynolds Kinzey

Three focus groups were conducted among cancer survivors to learn
more about follow-up care that is currently being provided, levels of satis-
faction with posttreatment care, receptivity to the concept of a Survivorship
Care Plan, and reactions to a specific draft care plan template that would
summarize a particular patient’s cancer treatment and specify a plan for
follow-up care (see draft template in Appendix E). The composition of the
three groups was as follows:1

1. Older cancer survivors (age 56 to 70), both men and women,
2. Younger women survivors only (age 25 to 55), and
3. Younger men only (age 25 to 55).

Participants had completed their primary treatment for various types of
cancer (excluding superficial skin cancer) and their initial follow-up care
within the past 5 years. All groups were held in Fairfax, Virginia, on April
5, 2006.2

Views on Follow-Up Care

In general, participants reported that they were satisfied with their
follow-up care, most rating it 7 or above on a 10-point scale on which 10
means “completely satisfied.” Only a few expressed open dissatisfaction
initially. In describing their follow-up care, it became evident that satisfac-
tion was high for the medical or clinical aspects of their care; however,
many expressed dissatisfaction with their physician’s lack of attention to
their psychological needs. One man said, “They are very good clinically,
but there wasn’t much attention paid to the psychological aspect, just very
clinical.” And an older person said, “They also did nothing in terms of
follow-up, in terms of the psychological follow-up, nutrition, exercise, sup-
port groups, none of that, and I know some of the hospitals and doctors do
things that way, but even a sheet of paper would have been nice, so I was
not struggling on the Internet.”

Older patients, more of whom have survived past the 1-year mark, and

1The first (older) group was led by Ms. Day, the all-women group was led by Ms. Day, and
the all-men group was led by Mr. Kinzey.

2Fairfax is a fairly affluent community and group membership reflected this. For example,
all group members were well educated and had searched the Internet for information on their
cancer. Responses to survivorship care planning would probably have been different if the
groups had been held in a rural area or among individuals of low socioeconomic status.
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younger women were the most likely to vividly describe feeling somewhat
“abandoned” after active care, and they even described the difference in
using the word “plan.” They said that during active treatment, they felt that
there was a plan in place, and they knew what to do and what to expect.
Once active care was over, however, they did not know what to do or what
to expect, and some felt that they were not being cared for. One woman, for
example, said that she felt, during active care, that she was in the front seat
of the car. Somebody was driving, they were going along, and she could see
where they were going. As soon as she finished her active care, she had to
get into the backseat, and then she did not know and could not see what
was going on. Some men also agreed and said that they felt their follow-up
care was “sporadic.”

At least some participants in all three groups complained that they
found their specialist (oncologists, urologists) “uncommunicative” and even
“uncompassionate” or “uncaring” during follow-up. Younger women were
not only the most vocal about this, but also they were much more likely to
report switching oncologists because of the problem. Men were more reti-
cent about complaining about any aspect of their care, but they said very
directly that their physicians had not done a good job of meeting their
psychological needs. They agreed that counseling should be part of follow-
up care. One also pointed out that physicians need to be more active in this
area with men, precisely because men are so reluctant to seek out psycho-
logical help. Men particularly said that physicians had not even warned
them about the possible sexual consequences of their treatment. One man
said, “I think they treated everything that was physical, but if I wanted any
support—mental health, anything like that—I would have to seek it out. It
was available, but it wasn’t like I was offered it or it was talked about at
all.” One woman pointed out in a similar way that she had not even
considered that she might need spiritual counseling, but if a plan had sug-
gested it, she might have understood her need better. Relatively few partici-
pants seemed to have been directed to support groups, but those who had
used such groups seemed to have benefited tremendously. One of the par-
ticipants said, “I don’t feel cared for. The treatment ended, and then you
are out the door of the hospital, and you don’t know what happens next. I
don’t have any information about what the effect might be on the rest of my
life.” Another group member said, “Posttreatment is really important for
your peace of mind, if nothing else. I was terribly fearful. I woke up in the
middle of the night. I felt like I was just dropped.”

Reactions to Survivorship Care Plans

Participants in all three groups expressed a great desire for a written
follow-up plan. Only one or two members in the three groups had received
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anything in writing. Most received information orally, but some were told
only when their first follow-up appointment was scheduled. One partici-
pant said, “At least in my situation, when I was being discharged, the
doctor came in and sat down and talked to me, and you are going through
a fire hose of a lot of stuff. You are happy, but there is a lot of stuff. There
is just so much going on. I nodded and smiled a lot, and I am not sure how
much I took in. If I had had something that I could have carried home and
then read over, maybe later, you know, it would have put things in perspec-
tive a little more. Walking out of there, probably the only thing I remember
is that I got an appointment in three months. That was it.”

Most participants said that a written follow-up plan would have given
them greater “peace of mind” and would have made them feel better psy-
chologically (one said that having a plan would reassure him that the
doctors were confident that he “would be around to follow the plan” and
that he had survived). Given what the participants said they felt about the
failures of their doctors to provide for their psychological needs, this seems
very significant. One or two of the younger women suggested that they
might have had significantly better clinical outcomes if they had been given
better supervision during follow-up care. Participants also said that having
a follow-up plan “in front of them” would have been very helpful. Many
said that they had been overwhelmed at the end of active treatment, and
they were given so much information about follow-up care orally that they
“couldn’t take it all in.” The younger women, in particular, said that a
written plan would have been very helpful in explaining to their families
what they still needed to do.

Participants were very clear in demanding that everything be written in
lay terms. Generally, group members said, the plan needed to be given in
both paper and digital formats. They liked the idea of a paper copy in a
binder form so that information could be added, and they were very recep-
tive to a Web-based personalized site, which their physicians could update
with the latest information, including ongoing research.

There was an expectation that the specialist (oncologist or urologist)
would complete the plan with necessary information. Most participants
said that their primary care physicians were not very involved with their
follow-up care, and virtually none was using oncology nurses or social
workers for follow-up care (some said that oncology nurses had been ex-
tremely helpful during their active treatment, but not with follow-up).

Receiving a written plan at the final session of their active care was
viewed favorably by most participants, although some suggested that a
written plan, including follow-up care, should have been given to them
when they began active treatment (they commented that the plan could
always be changed, according to how treatment went).

Participants were generally very receptive to the template they were
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shown.3  They did not, however, like the use of the term “cancer survivor”
in the title (even though most, if not all, generally found the term acceptable
in general). They suggested that the plan should be titled something “more
descriptive,” such as “Cancer Patient Follow-Up Care Plan.”

Participants generally liked the format and the content of the draft
template they were shown, but participants in all groups stressed that the
more personalized and tailored the treatment plan was for the individual,
the more helpful it would be. Men particularly seemed to want something
very specific to them to avoid “information overload.” Some of the specific
content areas that were recommended by group members included contact
information for providers (including e-mail); the location where tests were
done; normal ranges for test results; risk of recurrence or second cancer;
specific information related to worrisome signs and symptoms; a follow-up
schedule; and recommendations for diet and good health. Finally, partici-
pants in all groups strongly agreed that they would have wanted this kind
of plan in writing.

Summary of Key Observations from Qualitative Research

There appears to be strong patient demand for a written follow-up plan
for cancer patients, and a template should be developed and distributed to
cancer specialists for their use. The proposed template appears to be on
target both in terms of organization and format, although it should use a
more descriptive title, such as Follow-Up Care Plan for Cancer Patients.
The more individualized and personalized the care plan is for the patient,
the more helpful it will be. Obtaining full participation among health care
providers will be key to the development and implementation of these
plans. The plans could be given in both paper and digital formats. The
paper copy may be most useful if kept in a loose-leaf binder so that infor-
mation can be added. For the digital format, the possibility of Web-based
formats could be considered, although a CD or even a file that can be sent
through e-mail may be sufficient.

3A copy of the draft template that was tested in this qualitative research is included in
Appendix E. Two versions of the template were available: one was blank and the other was
filled out for a “typical” patient with colorectal cancer. Survivors were shown the blank
version and were told that the template would be personalized to reflect their clinical situa-
tion and needs. Providers were shown both the blank and completed versions and were told
that they could complete the template electronically.
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PERSPECTIVES OF NURSES

Presenter: Dr. Catherine Harvey

Three focus groups were held with nurses during the Oncology Nursing
Society (ONS) annual meeting in Boston, Massachusetts (May 4-7, 2006).
Nurses were asked about their current and potential roles in providing
posttreatment survivorship care, reactions to the draft templates, and sug-
gested approaches to adoption of survivorship care planning. The focus
groups also addressed perceptions that nurses have of patient and family
needs at the juncture between active treatment and the transition to ex-
tended follow-up.

Special efforts were made to identify nurses in community-based physi-
cian practice settings and, in addition, advanced nurse practitioners who
currently function in expanded roles in outpatient and/or physician prac-
tices. There were 34 nurses representing various practice settings: academic
centers (13), hospital-based (6), and private practice (15). Of them, 16 were
certified as oncology nurses, and a number of others were certified through
organizations representing nurse practitioners. More than half (19) of the
nurses were employed and paid by a third party, not the physician in their
practice. The remaining nurses (15) were dependent on a physician for their
salary as part of their office-based responsibilities. If nurses are to be com-
pensated for some aspects of survivorship care planning, there will have to
be acceptance of such involvement on the part of hospital administrators
and office-based physicians. About half of the nurses worked in environ-
ments in which electronic medical records were in use.

In terms of the potential nursing workforce that might be available to
provide survivorship care, about 3,000 certified nurses have an advanced
oncology certification. In the past year, the ONS split the certification exam
between advanced nurse practitioners, who are considered clinical nurse
specialists, and nurse practitioners. ONS reports that it has about 1,600
nurse practitioner members. These Advance Practice Nurses could play an
important role in creating and implementing survivorship care plans.

The focus groups explored existing clinical practices and survivorship
programs and examined:

• Current development and use of care plans and transition from ac-
tive treatment to surveillance;

• Perceived (and observed) needs of patients and families as they com-
plete active therapy and transition to extended follow-up;

• Reaction to the proposed content of care plans and treatment
summaries;
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• The role of nurses in the survivorship care planning process, includ-
ing levels of participation and needed skill sets; and

• Barriers to implementation of care planning.

Current Practice

In describing current survivorship care practices, nurses acknowledged
that there is not a formalized approach to the posttreatment transition
period. Most of the nurses agreed that patient education and treatment
planning at the initiation of treatment had improved markedly over the past
15 years. Chemotherapy teaching has been institutionalized so that most
practices now have packets of materials reviewing what chemotherapy is,
the treatment side effects, signs and symptoms to watch for, and guidance
on when to call for assistance. If this model were applied to the posttreat-
ment transition, there would be some synergy at the beginning and end of
primary treatment.

Most nurses reported that some informal activities are in place, for
example, routine conversations after treatment about the critical impor-
tance of follow-up, plans for surveillance, and the schedule for visits. A
distinction was often made between what happened in the short term (within
2 years) and the longer term surveillance period.

When they were asked whether there was any kind of “handoff” of
patients following treatment, variations in practice emerged. Some nurses
indicated that patients returned to their primary care physician at about 5
years, while other nurses reported that handoff practices were inconsistent
and could vary by practitioner or by disease. Nurses in academic programs
were more likely to have a formalized handoff to some kind of a survivor-
ship or long-term follow-up program. The handoff process was usually not
well defined. In some cases, the volume of survivors in their active treat-
ment clinics necessitated the development of survivorship programs be-
cause the medical staff could not handle both survivors and their patients in
active treatment.

Nurses Perceptions of Survivors’ Needs

Nurses observed that patients often felt abandoned or “cut loose”
following their treatment and were often uncertain and anxious about what
was going to happen next and who should be seen for various aspects of
their care. It used to be common practice to have end-of-treatment celebra-
tions for patients, but this has been largely discontinued because of the
adverse psychological consequences for those who, 2 or 3 months later,
have a recurrence. There is now a recognition that it is important to ac-
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knowledge this new survivorship phase of the cancer experience and to let
patients know how nurses can help.

During the active treatment phase, medical oncologists often manage
comorbid medical conditions, but at the end of active treatment, there is an
expectation for patients to return to their usual provider for hypertension
or diabetes management. This handoff causes some confusion among pa-
tients. Concerns about finances and time arise when patients realize that
they are scheduled to see their radiation therapist, surgeon, and oncologist
for follow-up. So while patients report being anxious about being cut loose,
they are also concerned about the number of visits they have scheduled with
so many different practitioners.

Nurses reported a common set of questions asked by patients at the
conclusion of treatment: What is going to happen to me now? How long
are my side effects going to last? When am I going to feel normal again?
What can I do? How am I going to feel about returning to work? What
level of physical activity should I have? What about my sexual feelings and
function? Nurses pointed out the importance of managing patient expecta-
tions in the first 6 months after treatment. Helping patients deal with the
fear of recurrence was identified as a key nursing role. Some patients really
look forward to their last treatment but then feel anxious because they
sense that the treatment has been “keeping them going.” These anxieties
relate to not being able to do something active at that point.

Nursing Roles in Survivorship

Nurses in the groups believed that they could develop and deliver sur-
vivorship care plans from the materials they had available to them and the
experiences they had with their patients. The nurse practitioners, as a group,
noted that this role was consistent with their training, skills, and experi-
ence. They stated “We ought to do it. We can do it. We want to do it, and
we will try to do it.” The evolving nature of surveillance guidelines and the
rapidity with which cancer treatment is advancing were felt to pose major
challenges to implementing care planning. They recognized the need to
keep the care plan updated and, in some instances, change recommenda-
tions for the patient.

All participants felt strongly that in order for nurses to assume a key
role in survivorship care planning, attending physicians would need to
reinforce the importance of the nursing role with patients. This could be
accomplished by having the physician say to a patient, “We have asked this
person to assume this role for you. They have the skills, the competence and
the referral base to help you with this.” Physicians would also need to
approve of nurses allotting time in their schedules for this role.

In terms of billing, the 99211 Evaluation and Management (E&M)
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code is available for patient education when another code is not billed on
the same day. For chemotherapy counseling, a number of practices have the
physician provide some information regarding treatment on the first visit,
and then schedule time with the nurse the next day for additional education
and counseling. Because the patient is not seeing the physician that day, the
99211 billing code can be used. The 99211 code is associated with very low
payments, and it does not actually cover the nurse’s time spent counseling.
When patients come in for a separate counseling visit, they can avoid
having to absorb too much information at once. However, scheduling mul-
tiple visits may not work well for those with transportation problems or
who live in rural areas.

In terms of referrals, although nurses reported knowing who to call for
social work or nutritionist support, most acknowledged that they do not
have formalized referral mechanisms. If patients were routinely screened to
assess their need for support services, there were concerns expressed by
nurses regarding the adequacy of local resources. Many office-based prac-
tices depend on the hospital-based social worker. A few office-based nurses
had a system in place for social workers and/or dieticians to work with
them, but this arrangement was not common.

Components of the Care Plan

Participants in the focus groups were asked to itemize important ele-
ments of survivorship care plans before they were shown an example of a
care plan template. Their suggestions, summarized in Box 3-1, included a
plan for surveillance, the postrecovery treatment period, and the long term.
They recommended that the treatment summary be included at the end of
the plan.

Language and how information is presented was viewed as critical.
Nurses pointed out that many patients have difficulty understanding writ-
ten materials and that any information provided had to be in lay terms and
at a sixth grade reading level. There were concerns about raising anxiety
and a need to craft the language so as to not raise fear. Important also is the
need to be culturally sensitive. The care plan should be viewed as being
delivered to someone, not necessarily handed to them, so attention must be
paid to the quality of the interaction with patients at this juncture. The
nurses felt strongly that the treatment summary should go at the very end of
the plan. This “future first, history last” approach was viewed as address-
ing immediate concerns and focusing on the positive and hopeful aspects of
survivorship. The focus group participants did not like the title “Survivor-
ship Care Plan” for this document and suggested alternatives: Cancer Re-
covery Plan; Cancer Wellness Plan; End-of-Treatment Care Plan, Prescrip-
tion for Living; and Cancer Rehabilitation Plan.
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A suggestion to facilitate nursing involvement in care planning was the
establishment of a website for current surveillance guidelines. Without such
a resource, it would be difficult for nurses to keep up with the issuance of
new guidelines or changes in existing guidelines. Alternatively, having the
guidelines embedded in an online survivorship plan template would ease
access to the latest guidelines.

Nurses suggested that the care plan be viewed as an active and not a
static document and felt that, given the rapid pace of advancement in
oncology, the plan would need to be updated at least annually or when the
patient’s disease status changed.

One subgroup of patients may require special attention: those who
never get off therapy. Nurses report that they have many patients in their
practices who are stable and receiving maintenance therapy, but they need
surveillance education and some of the same transition education as those
who have completed their treatment.

Nurses indicated that how the care plan is packaged is important. They
said it should “look important, feel important, and be important.” The
value of the document needs to be emphasized as it is given to patients in a
good binder, and the materials need to be organized in such a way that
when other providers are consulted, the binder will provide easy access to
all necessary information.

Legal issues and the need for a disclaimer were discussed. Nurses were

BOX 3-1
Elements of the Survivorship Care Plan Suggested by Nursing

Focus Group Participants

•  Surveillance plan
   —  Immediate
   —  Longer-term
•  Posttreatment recovery period
   —  Expectations of next few months
   —  Port removal
   —  Side effects management
   —  Rehabilitation
   —  Psychosocial issues
•  Longer term issues and risks
   —  Importance of ongoing evaluation for long-term effects/recurrence/second

    malignancy
•  Treatment summary
   —  Care/treatment to date
   —  Pathology report
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concerned that as surveillance guidelines change and as information about
late effects becomes available, the care plan should indicate that the recom-
mendations reflect the best current thinking and that the plan may need
updating as recommendations change. Nurses felt that, like hospital dis-
charge summaries, care plans should be required by the Joint Commission
on Accreditation of Healthcare Organizations. After a hospital-based nurse
discusses discharge plans with a patient, he or she signs and the patient
signs the plan. Nurses thought this formal agreement following the interac-
tion would be appropriate in the context of care planning following cancer
treatment.

Several concerns were raised about the interface between specialty and
primary care. Nurses felt that the roles of oncology and primary care phy-
sicians needed to be clearly delineated and that it is the responsibility of the
oncology community to educate referring physicians about posttreatment
surveillance and late effects. The handoff from oncology to primary care
also needs to be more actively managed to avoid duplication of effort or
having patients fall between the cracks and not receive needed follow-up
care and services.

Barriers to Care Planning

Nurses identified three main barriers to their involvement in care plan-
ning: staffing, the recognition of a nursing role in care planning, and reim-
bursement. Nurses report being very busy with their current patient loads
and responsibilities and indicated that current staffing levels would not
permit them to incorporate care planning into their practices. The creation
of the treatment summary was viewed as especially time-consuming, given
the lack of electronic medical records in most offices. Many nurses are,
however, skilled chart abstractors, because they have experience in data
collection for clinical trials. It is not only nursing time that needs to be
factored in. The ability to implement survivorship care planning into prac-
tice will also depend heavily on having access to support services for pa-
tients, for example, social workers, nutritionists, and financial counselors.
Nurses concluded that they could assume an active role in care planning
only if additional resources are allocated and practice patterns change to
accommodate survivorship visits. In terms of adapting practice patterns,
private office-based practices, because of their size, may have more flexibil-
ity than academic medical centers to innovate to meet the needs of survi-
vors. In the nurses’ view, innovation will be predicated on physicians “bless-
ing” their role in survivorship planning and committing the necessary
resources.

The adequacy of reimbursement to cover a survivorship visit was also a
concern expressed by nurses. An office-based nurse could use a 99211 code
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for billing purposes, but the associated reimbursement would be inadequate
for the time needed to both develop and administer the care plan. It is not
clear what code could be used in hospital-based programs for reimburse-
ment (99211 codes cannot be used in hospital-based settings).

In summary, the nurses recognized the importance of the transition plan
and indicated that such planning can be incorporated into their clinical prac-
tice. Key to implementation is physician partners making this a priority.
Nurses can and want to take a key role, but they cannot assume these new
responsibilities unless there is agreement on collaboration and innovation.

PERSPECTIVES OF PRIMARY CARE PHYSICIANS AND
ONCOLOGISTS

Presenter: Ms. Annette Bamundo

To gain the perspectives of physicians on survivorship care planning,
20 in-depth interviews were conducted among oncologists4  and two focus
group sessions were conducted among primary care physicians.5  In-depth
interviews were conducted with oncology providers because it was felt that
they would probably have the primary responsibility of creating and ad-
ministering the care plan. The purpose of the one-on-one interviews was to
obtain the unique perspectives of different oncology providers (e.g., medi-
cal oncologists, urologists) practicing in varied settings. Focus groups were
held with primary care physicians because they would be likely to reap the
benefits of care planning along with the cancer survivors. It was productive
to have them in a group, because they had an opportunity to react to and
build on the template.

This qualitative research was conducted the week of April 10, 2006, in
Bethesda, Maryland, and St. Louis, Missouri. Physicians were asked about
their current practices, their levels of satisfaction with the status of post-
treatment care, and their reactions to the draft care plan templates. Also
discussed were the roles of oncology/primary care providers in the post-
treatment phase of care, methods of communication among physicians and
with patients, and practical issues related to the completion and communi-
cation of the care plan.

4Oncology providers included 12 medical oncologists, 4 radiation oncologists, 3 urologists,
and 1 gynecologic oncologist.

5Nearly equal numbers of family practitioners and internists participated at each focus
group session.
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The Status of Physician Follow-Up Practices

Cancer patients often feel abandoned after acute care, according to the
survivor focus groups presented by Ms. Day and Mr. Kinzey. Members of
the medical oncology community interviewed believe that they are making
every effort possible to stay in clear communication with all other physi-
cians involved to provide patients the very best of care. Interestingly, all of
this appears to be happening in the background, with the patient com-
pletely unaware that their oncology providers are in constant communica-
tion with their primary care physician, their primary care physician is get-
ting updates following each oncology visit, and their primary care physician
feels very intimately involved in their follow-up care.

According to the practice patterns described by oncology and primary
care physicians, there appears to be a duplication of effort, rather than a
breakdown in effort, to ensure that cancer patients remain cancer free.
Contrary to previously held assumptions, oncology providers report rarely
discharging their cancer patients to their primary care physicians for
follow-up after active treatment. Instead, the primary oncology provider
monitors the patient for as long he or she lives. Oncology providers indi-
cate that this long-term commitment provides patients with a level of
assurance that any potential problems will be detected as soon as possible.
Oncology providers consider themselves to be better able than any other
physician to detect a recurrence or the onset of a negative long-term effect
of the cancer or the treatment. Consequently, they feel that monitoring
patients, at least annually, is prudent.

Cancer patients’ primary care physicians report that they also closely
monitor their patients who have a history of cancer. They do so by continu-
ally reminding them of the tests that oncology providers recommend, re-
minding them to report on any unusual symptoms, especially those that are
long-lasting, and asking them pertinent questions designed to assess their
overall health and well-being. Though oncology providers believe that they
are the “quarterbacks” of their patients’ care, in actuality it seems as if
patients’ primary care physicians are the true quarterbacks and coordina-
tors of their care. It is the primary care physician:

• who typically suspects the cancer and then refers the patient to a
surgeon and/or oncology provider.

• who monitors the patient’s overall health and well-being throughout
his or her acute and follow-up treatment and beyond.

• who often has a long-standing relationship with the patient and the
patient’s family and whose counsel is sought:

— before patients begin the recommended acute or follow-up treat-
ment to ensure that they are in agreement with the recommendations;
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— while being treated, patients or their families often visit primary
care physicians to discuss their overall state of health as well as their psy-
chological and emotional state of mind.

• who knows the patient well enough to detect if he or she is suffering
from unusual emotional or psychological symptoms (or both).

• who is relied on to explain, in a way that is comprehensible, what is
going on and the treatment path that is recommended.

According to the interviews and focus groups, the goals of oncology
providers and those of primary care physicians differ in one significant way.
Oncology providers appear to be focused on one thing only—that is, treat-
ing the cancer and ensuring against a recurrence. It was the rare oncology
provider who actually talked to his or her cancer patients about their
psychosocial needs during their acute or their follow-up treatment. The
very few oncology providers who address these critical issues acknowledge
that they typically learn about their patients’ psychosocial problems from
their nurses. They report that cancer patients who acknowledge that they
are experiencing psychosocial problems seem to feel more comfortable dis-
cussing them with nurses than with oncology physicians.

The focus and concern of primary care physicians is quite different.
Primary care physicians focus on the patient’s achieving the same quality of
life that he or she enjoyed prior to the cancer diagnosis. Consequently, as a
general rule, it is primary care physicians, rather than oncology providers,
who assess and counsel their patients on their overall health, as well as their
psychological state of mind and their social and emotional well-being. While
primary care physicians recognize the psychological stress of dealing with
cancer and try to broach this subject, they are inundated with work and
may not have sufficient time to address their patients’ concerns.

Oncology providers report that they do not broach the subject of fol-
low-up until the patient has come back after the last acute treatment. This
approach is taken to avoid overburdening patients with too much informa-
tion when they are often overwhelmed, depressed, and fearful. After the
acute treatment, patients are relieved and can then address issues related to
follow-up care.

Oncology providers keep all other physicians involved in the patient’s
care informed about the patient’s progress. This is achieved by sending
letters to all involved physicians each and every time that a patient is seen.
The net result of these constant updates is that primary care physicians’
files, and those of oncology providers, are overloaded. Although the letters
are well intentioned, primary care physicians acknowledge that:

• the sheer volume of correspondence makes it difficult to assess the
patient’s status at a glance;
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• their limited knowledge and their workload prevent them from
studying all that is contained in each of the letters received. Some just look
to the last page, because it typically provides them with information about
the tests that the oncology providers are recommending.

As a general rule, when discussing follow-up treatment, oncology pro-
viders inform patients about the frequency of follow-up office visits, the
tests and the medications that they will be taking, and that it is critical for
patients to contact them if they notice any medical condition that is persis-
tent or unusual. They do not address psychosocial issues, recurrence possi-
bilities, or the specific symptoms that patients should be cognizant of.
Oncology providers typically do not write down the follow-up treatment
plan. This is done only when requested by the patient.

Reactions to the Concept of a Survivorship Care Plan

The oncology providers and primary care physicians generally agreed
that cancer patients and their primary care physicians would benefit greatly
if a summary of the patient’s diagnosis, acute treatment, and follow-up plan
was provided. However, oncology providers were not inclined to provide
such a summary.

Patients would benefit because they change physicians as a result of
relocating, changing their health care plan, or because their health care plan
is no longer accepted by their current physicians. Their new physicians and
any emergency department physician who is treating them would be in an
excellent position to provide beneficial care if the patient had this document
in his or her possession. Patients who have gone through a traumatic expe-
rience, such as cancer, are often unable to provide new physicians with
useful and accurate information about their diagnosis and their treatment.

Primary care physicians would also benefit. When treating a patient
who has a history of cancer, they need not wade through multiple letters
from oncology providers or surgeons just to recall their patient’s diagnosis,
acute treatment, or follow-up treatment plan. Consequently, the summary
would make it easier for them to:

• address the questions that patients often raise, even years after
treatment;

• be fully aware of their patient’s follow-up plan of treatment, so that
they can remind them of tests that must be taken;

• be fully aware of the signs that signal a possible recurrence or a
problem that may be due to a long-term effect of the cancer or the treatment.

The primary care physicians were so intrigued by the concept of this

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


46 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

template being made available to them that many suggested that, all other
things being equal, they would refer patients to oncology providers who
distributed this plan over those who did not.

In general, the oncology providers were disinclined to provide such a
summary because they would receive no time-saving or monetary benefit as
a result of doing so.

• Oncology providers would benefit only if the document created could
replace that which is sent to insurance companies, Medicaid, Medicare, and
the other physicians who are treating the patient. The templates presented
for review would not be acceptable to insurance companies, Medicaid, or
Medicare, and they were not considered to be personalized enough to send
to the other physicians who are treating the patient.

• Of seemingly lesser importance to oncology providers is the belief
that they would not be compensated for filling out the template. There is no
reimbursement code for doing so.

Although oncology providers acknowledged that possession of a care
plan could be beneficial to cancer patients, some said that they would not
give it to all of their patients. There was a concern that certain cancer
patients, who are exceedingly anxious or fearful, could become more so if
they were given a document that spells out the possibility of recurrence, the
long-term effects of the cancer or treatment, and symptoms that they should
be aware of. Consequently, if a care plan were available, it would not
necessarily be given to all patients.

A few oncology providers believed that their “undereducated” patients
would not benefit from the template. Consequently, they suggested that
they would give the template only to patients who were well educated.

It was typically suggested that, for oncology providers to even consider
filling out the template, it must take no longer than 20 minutes. Even if the
template could be completed in an acceptable time frame, the vast majority
doubted that the oncology community will embrace it. Older oncology
providers do not appear to be inclined to change their recordkeeping meth-
ods or their reporting habits and practices. This was confirmed by a young
oncology provider in St. Louis: even though she had demonstrated to the
older oncology providers in the practice she joined that her summary docu-
ment could ultimately save them time, they refused to use it.

The Content of the Follow-Up Care Plan

The prudence of developing templates that include the recommended
follow-up guidelines for specific types and stages of cancers does not seem
warranted. Including this information will not make it any easier or faster
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for oncology providers to fill out the form. The recommended follow-up
guidelines are viewed, by oncology providers, as merely a guide that is
designed for the general population. Oncology providers view it as their
prerogative, in fact their responsibility, to alter recommended guidelines for
cancer patients’ acute and follow-up treatment. Therefore, embedding the
recommended guidelines into the care plan template (for example, as drop-
down options) would not make it any easier for oncology providers to
complete the form. In fact, it might complicate the process.

The oncology physicians indicated that the templates did not provide as
complete a picture of the patient’s diagnosis and history of treatment as
desired. Although no consensus was sought, it was suggested that the tem-
plate could be improved:

• For many, if the number of cycles of each chemotherapy medication
that was administered is included.

• For many, if the document provides space to record a recurrence,
should it occur.

• For some, if the total amount of milligrams of each chemotherapy
medication that was administered is included.

• For some, if significant side effects for each medication or treatment
(such as allergic reaction, effect of toxicity, and insight into how long this
effect may last—e.g., “numbness in fingers and toes that may last 1 to 2
years or longer,” significant weight loss, effect on teeth) are included.

• For some, if information on current and prior medications and any
allergic reactions are included. In addition, space should be left so that new
medications can be added.

• For a few, if laboratory tests and radiology tests are separated and if
the date and the results of each test are included.

• For one, if the document contains a family history section.
• For one, if the document includes diet and exercise recommendations.
• For one, if the document provides space to record insurance cover-

age information.

In order for the template to capture all of these elements, the care plan
has to be designed as a dynamic tool and not one that presents a static
picture. Such a dynamic template increases the burden on the oncology
community because it means continually updating and maintaining an ac-
curate real-time document.

The draft template contains two sections that are not needed. Primary
care physicians believe and oncology providers’ practices confirm that it is
rare for oncology providers to address cancer patients’ psychosocial prob-
lems. Consequently, the section that requires oncology providers to identify
these problems and their referrals is not needed and, in the opinion of most,
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should not be included. If this section is to be retained, then it should be
designed so that it:

• can be personalized. This would best be achieved by eliminating the
check box and allowing the oncology provider to show the areas of concern.

• includes a space to record the name and phone number of the profes-
sional they are referring the patient to.

• includes space to record if the patient has followed their recommen-
dation and, if so, the outcome of the visit.

Primary care physicians and oncology providers believe that the three-
page section that provides patients with information on services that are
available to them and useful websites to access for information should not
be a part of the document. Although this information is extremely useful, it
was not considered critical. Instead, it was recommended that this informa-
tion be included in a booklet that could be made available to cancer pa-
tients in their doctors’ offices.

Overcoming Oncology Providers’ Resistance

Several factors may have to work in tandem to overcome oncology
providers’ reluctance to create a document that summarizes a patient’s
diagnosis and the acute and follow-up plan of treatment. Oncology provid-
ers’ reluctance to provide this summary may be overcome if:

• primary care physicians encourage them to do so. Primary care phy-
sicians’ referrals are essential to the success of oncology providers’
practices.

• patient advocate groups encourage patients to insist that they receive
this summary.

• medical schools that educate oncology providers and the institutions
in which they train encourage this practice.

• insurance providers are encouraged to reimburse oncology providers
for the time spent creating the summary.

• insurance providers and Medicare/Medicaid are encouraged to ac-
cept the initial summary and updates as proof of service for reimbursement
purposes.

• steps are taken by medical professional associations, hospitals, medi-
cal teaching facilities, and consumer advocacy groups to encourage law-
makers, Medicare/Medicaid, and insurance companies to mandate physi-
cians to embrace electronic medical records. The creation of the summary
and care plan will be much easier when medical records are electronic.
Virtually all participants felt that, for the document to be of value, it could
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not be a static snapshot of the patient’s diagnosis, acute treatment, and the
initial plan for follow-up treatment. Only when electronic medical records
are in place will it be easy for oncology providers to update the summary.

• steps are taken to encourage designers of electronic medical records
software to develop packages that allow for the creation of the document
with minimal effort.

On the basis of the above criteria, both short-term and long-term strat-
egies are needed to move toward implementing survivorship care planning.
In the short term, the oncology community can be encouraged to be en-
gaged through other physician groups, advocacy groups, and insurers. In
the long term, investments in electronic medical records technology are
needed to develop a dynamic care plan that can be completed throughout a
patient’s care.

DISCUSSION

Moderator: Ms. Caroline Huffman

Dr. Kevin Oeffinger of Memorial Sloan-Kettering Cancer Center men-
tioned that, as a primary care physician working with survivors of pediatric
cancer, the results of the focus groups reflect what he hears almost daily
from patients, physicians, and nurses around the country. One-page sum-
maries or summaries in general can get so complicated and have so much
added that their real value is lost. Survivors of pediatric cancer benefit from
a one-page summary that, when reviewed, tells them: “This is your cancer.
This is your therapy. These are the key things that we are looking for. This
is our surveillance plan. This is contact information.”

Dr. Oeffinger described how such a summary was tested through the
Childhood Cancer Survivor Study as part of a Lance Armstrong–funded
feasibility study. The study involved 60 women and men who were at high
risk for either breast cancer or cardiovascular disease and were not being
followed at the cancer center or by a health care professional who was
aware of their risk status. An advance letter was sent, and later a one-page
summary letter was mailed that included a 1-800 number and an e-mail
address to contact to get questions answered. When the recommendations
of the Children’s Oncology Group were shared with survivors, they went to
their health care professionals and discussed with them the one-page sum-
mary. Most of them had the appropriate testing done within a 6- to 12-
month period of time. Dr. Oeffinger emphasized the importance of not
letting things get too complicated and remembering that even simple things
can fill a cognitive void in the patient population.

Ms. Martha Gaines of the University of Wisconsin Law School shared
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her perspectives as a cancer survivor, a patient advocate, and a supervisor
of students from law, medicine, nursing, social work, counseling, and psy-
chology who do advocacy work for people diagnosed with life-threatening
and serious chronic illnesses. She stated that if there is no patient accep-
tance and involvement in survivorship care planning, then it will not hap-
pen. Barriers that have been mentioned are provider time and reimburse-
ment, but the importance of buy-in from patients is critical. She noted that
the absence of good-quality care for most cancer survivors needs to be
acknowledged and that this was not surprising because there is virtually no
one trained to provide good long-term survivor care. Survivorship is not a
discipline in medical schools, and it is not recognized as a separate body of
medicine. Ms. Gaines shared her personal experience with her primary care
practitioner and oncologist not communicating very frequently or effec-
tively. She found herself saying, “So, is it time for me to have a colonoscopy
or perhaps a bone-density test?” Each one of them responded, “Well, sure,
I guess so.” That is the general level of planning that goes on. She empha-
sized the importance of recognizing survivor care as important and neces-
sary from a medical quality-of-care point of view.

Ms. Gaines also described how a consumer focus is needed, given the
devastating consequences that cancer can have on an individual and his or
her family. For example, a survivor may lose his or her job because he or
she cannot work and therefore lose insurance and access to follow-up care,
and along the way separate from a spouse or partner and lose custody of
children. Whether this survivor should be seen for follow-up every 6 months
or every year is not going to make any difference, because he or she will not
be able to access care.

Ms. Gaines described how a new wave of activated, empowered con-
sumers will soon emerge as baby boomers enter the higher cancer risk age
cohorts. Baby boomers will demand good information in order to be effec-
tive consumers. Although the option of having a personalized website men-
tioned earlier was viewed as far-fetched, Ms. Gaines thought that invest-
ments should be made to develop such high-quality, individualized,
electronic services. She urged the group “to dream high, listen to what
patients feel is important, and collaborate to achieve these goals.”

Dr. Wendy Demark-Wahnefried of Duke University Medical Center
emphasized the importance of getting important messages to patients in
writing, so they can take them home to truly digest them and become
partners in care. Home-based interventions have worked very well in the
context of lifestyle inventions for cancer survivors, and some of the lessons
learned from health behavior and education can be applied to survivorship.
Home-based interventions can overcome barriers related to distance and
transportation, and they are also effective because individuals can better
attend to information when they are in their own homes. Physicians some-

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


PERSPECTIVES ON SURVIVORSHIP CARE PLANNING 51

times spend a lot of time with their patients trying to get difficult messages
across; if these are put into writing, patients may be better able to under-
stand their care and options.

Dr. James Talcott expressed a concern that many issues have been
presented as conflicts, such as conflicts between documentation and care of
patients and conflicts between stakeholders, providers, and others. He sug-
gested that this perspective may not be helpful and instead proposed a focus
on inclusiveness. In terms of the care plan, essentially the same information
should be used initially, when the patients are trying to understand their
diagnosis and their options, and later, at the conclusion of treatment, so
that patients understand what is going on and can participate knowledge-
ably in their care. Chart documentation is also needed to chronicle care
transitions, changes in the objectives of care, and debriefing points, so that
other physicians can be aware of significant events.

In response to Dr. Betty Ferrell’s concern that psychosocial aspects of
care are being neglected (see Chapter 2), Dr. Talcott again mentioned the
need to focus on teamwork, because one person cannot do everything.
Nurses in focus group sessions seemed to feel confident that they could
provide the posttreatment counseling that is being called for. He doubted
whether physicians would want nurses to be describing the reasoning be-
hind their decisions. He also questioned whether nurses would want physi-
cians to be speaking for them in terms of psychosocial issues. Implementing
the plan will require input from all the providers. Finally, Dr. Talcott
mentioned a stakeholder group that had been left out of the conversation
thus far: that is, partners, family members, and friends. In his experience in
treating patients with prostate cancer, he has usually found partners to be
involved in decision making and care.

Dr. Lari Wenzel, from her perspective as a psychologist at the Univer-
sity of California, Irvine, commented on the apparent disconnect observed
in the qualitative research between the survivors indicating that their psy-
chological concerns were paramount and the oncology physicians, who,
while recognizing these concerns as important, generally wanted to elimi-
nate psychosocial content from the summary care plan template. There may
be a need to reduce the oncologist’s burden, or the perceived burden, asso-
ciated with psychological evaluation and treatment. She pointed out that
meeting the psychosocial needs of oncology patients has been an issue for
25 or 30 years in the literature, with little progress having been made.
Creative methods for evaluation and intervention should be employed, she
noted. These methods could involve social work colleagues or could em-
ploy telephone services such as the Cancer Information Counseling Line
of Dr. Al Marcus, readily available to survivors around the country.
Ms. Bamundo responded to this point by clarifying that physicians who
were interviewed as part of the commissioned qualitative research reported
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that they did not broach these issues with their patients, and therefore they
did not feel that content in this area needed to be represented on the care
plan template. Ms. Bamundo stated that physicians need training to recog-
nize that this is a critical component to care.

Mr. Richard Boyajian of Dana-Farber Cancer Institute suggested that
there will have to be compromise in order to move forward with care
planning. Physicians, nurses, and advocates may not all get what they want.
Some consensus will need to be achieved on a middle ground. He felt that it
would be helpful to have more evidence on which to make decisions; how-
ever, as both a survivor and a nurse practitioner, he urged that steps be
taken immediately with guidance from the assembled experts, and then
people should learn from that experience.

Dr. Sherry Kaplan of the University of California, Irvine shared her
perspective from work in the area of diabetes and other chronic diseases.
She pointed out that when cancer management is successful, patients go on
to survive to get something else. Perhaps for this reason, planning should be
considered for a variety of chronic diseases, not just cancer. She also de-
scribed the concept of “patienthood.” In her work with Dr. Sheldon
Greenfield, she has evaluated the effects of sharing with patients their medi-
cal records, treatment plans, or algorithms for disease management. They
have tested showing patients their records before their visit and have
audiotaped those visits to look at the effects on the doctor-patient interac-
tion and, more importantly, on physiological and quality-of-life health out-
comes. The results of this work indicate that patients want to be involved in
their care; patients in this study represented a spectrum, from Mexican
American patients with a third grade education to the equivalent of the
well-educated Fairfax patients who participated in the IOM focus groups.
The study demonstrated that when patients are involved, they get better
health care and they experience better health outcomes.

Dr. Kaplan pointed out that information cannot just be dumped on
patients. Planned patienthood is needed, so that patients know how to use
the information provided. The average male patient in the 15-minute office
visit asks no questions. The average woman asks six questions. There is still
a perception in the medical culture that, if a patient asks questions, he or
she is considered a bad or a difficult patient. Dr. Kaplan suggested that a
patient training system is needed that transcends cancer. Such training
needs to start in childhood and needs to extend across the health care
spectrum.

Dr. Ross Martin of Pfizer Human Health reminded the audience that
Dr. Greenfield had asked them at the outset to prioritize problems that need
solutions. The problem discussed in the morning related to continuity of the
care record and shortcomings of communication between clinicians. In the
afternoon there has been a shift to engaging patients and empowering them
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with their own care plan. In terms of using evaluation and monitoring
codes for billing purposes, he pointed out that there are two distinct activi-
ties that need to be coded. First is the preparation of the plan, whether it is
a patient-centered plan or a provider-to-provider continuity-of-care plan.
Second is the actual delivery of that plan and the patient education process
that goes along with it. Billing for the delivery of the plan seems straightfor-
ward, but billing for the time that goes into preparing the plan is a much
more involved process that requires a lot of input from many different
sources. He suggested that if the current codes do not capture this activity,
then it should be a very high priority to make sure that it can be captured,
regardless of whoever puts it together, whether a nurse, the oncologist, or
the primary care physician.

As a general internist and as a person living with chronic recurring
cancer, Dr. Wendy Harpham suggested that the purpose of the workshop is
to figure out how to help each individual patient get good comprehensive
care over the cancer trajectory. She described an image that might be help-
ful in deciding who the care plan should be addressed to and who should
carry this record. On group trips involving many people in several cars that
caravan to a destination, she insists that each patient’s luggage be in the car
with that person, because whatever happens along the way, that person will
be with the belongings that that person needs. Cancer survivors represent a
huge group of widely divergent people trying to get to the same destination,
which is good care. If the individual patient is the holder of this magnificent
record, then wherever that patient is, that patient can help the doctors, the
nurses, the social workers, the rehabilitation therapists, the psychologists,
and the psychiatrists provide good care.

Ms. Patricia Buchsel, a representative of the Oncology Nursing Society,
described how advanced nurse practitioners have contributed a great deal
to survivorship research and have provided leadership in a number of survi-
vorship clinics. She pointed out that most oncology nurses do not have this
level of advanced training and yet can assume many of the follow-up re-
sponsibilities that have been outlined.

Ms. Kathryn Smolinski, representing the Association of Oncology So-
cial Work (AOSW), emphasized how important a team approach is to the
success of survivorship care planning. Social workers are professionally
trained, skilled in counseling, and familiar with available community re-
sources. Social workers have been at the helm of psychosocial care in
oncology for over 100 years. However, she pointed out, much needs to be
done to better connect patients to the many available community resources.
When budget cuts hit a health care facility, oncology social workers are
often one of the first professions to be cut. Ms. Smolinski and others at
AOSW are working hard to overcome these staffing issues. She described
physicians as a critical entry point for patients into the health care system.
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If a physician says psychosocial care is important, and if it is on the survi-
vorship plan, then patients will follow through and request it. This will
reinforce a team approach and facilitate a comprehensive care plan.

Ms. Wendy Landier of City of Hope National Medical Center reported
that, from the pediatric perspective, oncologist providers see the value of
care plans but feel that they do not have time to prepare one and, second,
that nurses are eager to assume a key role in care planning. She noted that
the Children’s Oncology Group (COG) model uses nurses extensively in
survivorship care planning. In pediatrics and in the COG, advanced prac-
tice nurses have specialized in long-term follow-up. The majority of long-
term follow-up clinics are led by nurse practitioners with active physician
involvement. Nurse practitioners prepare the treatment summary, some-
times with specially trained clinical research associates.

Dr. Lawrence Shulman of Dana-Farber Cancer Institute observed in
concluding the discussion session that, while there appeared to be some
divergence in the perspectives of survivors, nurses, and physicians, there is
also a tremendous amount of synergy and concrete ways to move forward
to fill the gaps identified from all points of view.

SMALL GROUP DISCUSSION

Moderator: Dr. Sheldon Greenfield

For this portion of the workshop, participants broke into small work
groups of 8 to 10 members. Group members were asked to discuss the
following questions, to focus on an assigned question, and then report back
to the entire group:

• What are the essential elements of the care plan? Will a single tem-
plate work?

• Who is responsible for creating the plan and discussing the plan with
patients?

• What are the respective roles of oncology/primary care and physi-
cians/nurses?

• What economic strategies could encourage implementation of care
planning?

• What barriers exist to creating the care plan? How can they be
overcome?

Group 1: What Are the Essential Elements of the Care Plan?

Ms. Sarah Davis of the University of Wisconsin Law School summa-
rized the discussion of Group 1 and identified three purposes of care plan-
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ning. First, the care plan must have a “survivorship perspective” and ad-
dress patients’ feelings of abandonment, maximize recovery, be based on
good evidence for surveillance, and attend to the late effects of cancer
treatment. Second, the care plan must be mobile. Patients need a care plan
that they can take to their various providers, whether that is locally or
across country because they move or are displaced because of natural or
other disasters. Third, people must know whom to call to address specific
issues that come up over time.

She went on to state that the essential elements of the care plan should
include diagnostic information, a treatment summary, a risk assessment,
and the prospective plan to include both medical and psychosocial issues.
Members of the group indicated that it was extremely important to clearly
identify roles and responsibilities and to affirm acceptance of these roles.
Having local and national resources as part of the plan was felt to be vital.
A patient-friendly disclaimer was also felt to be necessary. This disclaimer
should be easy to read and acknowledge the responsibility that patients
have as they move forward with the plan. Finally, several group members
viewed the care plan as a living document that is taken to all appointments
and actively used.

During the discussion period, Dr. Greenfield raised the question, “If
there is a team assembled, who takes responsibility for the team? He won-
dered if a virtual team needs to be created, with formal sign-on. One
suggestion raised was to have payers require that a team be designated
before any reimbursement is provided. Others pointed out that how teams
are created and work will depend on location, for example, whether care is
provided in a rural or an urban setting, or in a community-based office or
an academic center. A physician practicing in a five-person oncology prac-
tice suggested that dedicated triage nurses can provide case management,
counseling, and referrals. Being able to provide such nursing support was
viewed as being a function of the size of the practice. One practitioner
estimated that a full-time nurse is needed to provide “navigational” support
for every three medical oncologists.

Group 2: Would a Single Template Work?

Members of Group 2 thought that a single template could meet the
needs of cancer survivors if there were sufficient adjunctive and supportive
materials that would make the plan appropriate and meaningful to the
patients and the primary care providers who would use it. Several group
members felt strongly that the care plan template should be used at the
onset of care, starting with diagnosis and leading up to the handoff at the
end of cancer treatment. Individuals without a care plan at the outset of
treatment could be given one as they end treatment. Group participants
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noted that the care plan should also be dynamic and amended as the cancer
journey progresses and as issues arise, such as discontinuation of therapy or
the onset of a psychosocial issue. Finally, some group members indicated
that research is needed to evaluate the success of the care plan in improving
follow-up care and outcomes.

During the discussion period, some skepticism was expressed regarding
the ability to rely on a single template, given the wide variation in therapies
and the long-term effects associated with different types of cancers. Dr. Neil
Schlackman pointed out that a single template can accommodate a range of
diagnoses and treatments because, ideally, drop-down menus would be
available to identify commonly used drugs and their toxicities. A single
template provides a standard for common elements for inclusion. With
several diverse templates already available, Dr. Greenfield recommended
that a minimum standard be set that individual providers could embellish
to suit particular needs. Dr. Lee Newcomer raised the possibility of insurers
being able to assist in providing information to “populate” the record if the
template were standardized. Insurers can easily list hospitalizations, medi-
cations, and physicians involved in the care of a patient using claims infor-
mation. Standardization of the template would be critical to making these
data available. Dr. Patricia Ganz and Dr. John Rainey, both involved in the
efforts of the American Society of Clinical Oncology (ASCO) to develop a
template, agreed that a minimum standard would facilitate implementa-
tion, especially in the context of an electronic medical record system. With
general agreement on the merits of a standardized template, Dr. Greenfield
cautioned that, in order for implementation of survivorship care planning
to proceed, there will have to be some compromise on this standard. He
cited the example of the development of quality-of-care measures in which
reductionist approaches are often taken. Group members agreed that there
are empirical questions related to the care plan template. How much detail
is needed, and what formats work best to stimulate patient-provider inter-
action? What level of community-based resources are needed? Dr. Peter
Raich, from the Denver Health Medical Center, suggested that, in develop-
ing care plans, patient diversity must be addressed in terms of language,
culture, and literacy.

Dr. Deborah Schrag described the balance that needs to be achieved
between a focus on a document and on documentation standards and chang-
ing interactions between patients and physicians. Under discussion is an
attempt to use the document to leverage changes in interactions. Dr. Schrag
questioned whether it would be more advantageous to start with interven-
tions to change the nature of interactions, for example, requiring psychoso-
cial issues to be adequately addressed and then expecting the related docu-
mentation to improve. Alternatively, one could begin by requiring better
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basic documentation and then expecting communication to improve. Devel-
oping a standardized document is easier to accomplish than changing the
culture of oncology practice and communication. Dr. Schrag characterized
the document as a wedge that can be used to leverage fundamental change in
practice.

The inclusion of psychosocial content in the care plan template is very
important, according to one group member. It can provide a prompt for the
busy clinician to raise these issues and foster interaction. It was pointed out
that physicians are gatekeepers and that they themselves do not have to
provide psychosocial services. Sometimes it is sufficient to say, “I find it is
often helpful for my patients to go to support groups. Let me give you
names and references.” Having a list of services available opens the door
for their use. Dr. Ferrell raised a concern that, in addition to psychosocial
issues, symptom management has not received sufficient attention in devel-
oping survivorship care plans. Pain management, fatigue, and weight loss
are major concerns when people are leaving cancer treatment. Symptom
management will become even more significant as therapies become more
toxic and as treatment becomes more prolonged. Good symptom manage-
ment is a necessary component of survivorship care plans.

Dr. Ganz pointed out the challenges ahead in meeting the care planning
needs of 10 million prevalent cancer cases and recommended implementation
of a standardized template soon with incident cases. Dr. Charles Catcher, a
community-based oncologist in New Hampshire, stated that it would be
difficult to implement a standardized care plan in his practice of nine physi-
cians and six mid-level practitioners. Clinicians are very busy and involved in
both day-to-day practice and research activities. Community-based practition-
ers will need clear guidance on how to make this concept work in practice.
The realities facing many patients also need to be acknowledged. Many
patients lack health insurance, making it difficult for them to get all of the
clinical and social support services they need. One participant pointed out
that the template is a teaching document, providing a systematic way to
educate the patient. If adapted to an electronic medical record, it could
potentially make patient counseling more comprehensive and efficient. Dr.
Greenfield suggested that adoption of care planning could well be incorpo-
rated as a quality indicator into plans for pay for performance systems.

Group 3: Who Is Responsible for Creating the Plan and
Discussing It with Patients?

Members of Group 3 recognized that more than 90 percent of cancer
patients are cared for in the community (and not at academic medical
centers) and determined that for care planning to be implemented widely, it
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must be practical for clinicians in office-based practices. Oncology practices
vary in structure and staffing, and who will carry out care planning in any
particular practice will vary. The responsibility for completing the plan will
probably rest with some combination of the physician and the nursing staff.
The group did not think that primary care physicians or other individuals
involved in the patient’s care could complete the care plan because of their
more limited access to diagnostic and treatment information. Group mem-
bers noted that, ideally, clinicians would start to write the care plan at the
first visit. Not knowing the entire treatment plan at the onset of treatment
would make it more difficult to fill out prospectively. Increasingly, treat-
ment plans change. For example, a patient may start with neoadjuvant
therapy, but, after 8 weeks, another plan may emerge based on the results
of further scans. In the short term, several group members stated that the
emphasis should be placed on a posttreatment plan. In the long term,
technology will permit having a prospective, adaptable document.

Group members anticipated that care planning, in 5 to 10 years, will
improve the standard of care and ease care delivery, but they recognized
barriers to implementation. Key to implementation will be expectations set
by patient and advocacy groups. Peer pressure and demands from referring
primary care doctors and surgeons may also prompt adoption. Financial
incentives, for example, pay for performance or better reimbursement for
care planning, would help. Regulatory requirements may be forthcoming.
Just as there is a Joint Commission for the Accreditation of Healthcare
Organizations (JCAHCO) requirement for a timely operative note after sur-
gery, there could be a JCACHO requirement for a cancer care plan. A com-
bination of these pressures will help move the field forward, asserted group
members. Any one of these pressures alone, however, will not be enough.

During the discussion, Dr. Newcomer described ASCO’s voluntary
Quality Oncology Practice Initiative (QOPI) as an example of oncologists
engaging in quality improvement activities to learn and adapt their prac-
tices to better patient outcomes. Initially there were just a few practices
involved, and now there are 73. Dr. Greenfield described a provider recog-
nition program, in which doctors submit practice data and the American
Diabetes Association puts summary data online by geographic area. As
many as 300,000 to 400,000 patients access this information. There are
relatively few practitioners involved thus far, but this activity is having a big
ripple effect on practice.

While there are some physicians who are voluntarily engaged in such
quality initiatives as QOPI, other providers will need to be motivated
through incentives. One selling point might be the potential for time saving
if the care plan is completed prospectively and an up-to-date record is
available at each visit, obviating the need to wade through a thick chart.
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Group 4: What Are the Respective Roles of
Oncology/Primary Care and Physicians/Nurses?

In responding to the question, “Who is responsible for discussing the
plan?” members of Group 4 focused on the quality of care of survivors in
community-based oncology or primary care practices. There was a recogni-
tion that as patients transition out of cancer treatment, the availability of
resources can vary greatly from setting to setting. Group members sug-
gested that the treatment plan portion of the care plan could be written and
discussed by the primary oncology physician or by a nurse on the oncology
team, but preferably the oncologist. Once the patient has transitioned back
into primary care, the discussion of the treatment summary could be ex-
tended by the primary care physician.

The group recognized that not all patients are transitioned back to
primary care for their follow-up care. Those patients with comorbid condi-
tions would be expected to have these conditions managed by primary care.
Group participants suggested that a stratified approach could be adopted in
which high-risk patients, such as stem cell transplant patients or patients at
high risk for recurrence, continue their primary follow-up care with the
oncologist. Members of the group believe that it is as important for a
relatively low-risk patient, for example, one treated by surgical resection
for a low-grade liposarcoma, to have a treatment summary as a higher risk
patient. For the lower risk patient, the summary would help physicians
understand that the cancer was not invasive or aggressive and that this
surgical therapy was all that had to be dealt with in terms of late effects.

Group members noted that to achieve buy-in on the concept of care
planning on the part of primary care physicians, general internists, pediatri-
cians, and obstetricians and gynecologists, involvement is needed from the
respective professional societies at the ground level. These providers also
need to be involved in the development of follow-up guidelines. Complexi-
ties arise in the context of survivorship care, and a multidisciplinary ap-
proach is needed as guidelines are developed, refined, and disseminated. In
addition to medical and radiation oncology, it may be necessary to involve
urologists and surgeons, as they may be the primary provider of oncology
care. It was pointed out in discussion that surgeons vary in their facility
with the multidisciplinary approach to cancer. As medical oncologists de-
velop care plan templates and survivorship guidelines, it will be important
to reach out to different societies that deal with surgical patients, for ex-
ample, the American Society of Colon and Rectal Surgeons.

Ms. Mary McCabe reported on experience with survivorship care plan-
ning at Memorial Sloan-Kettering Cancer Center in New York City. In
pilot studies of long-term follow-up care of adult patients, communication
with primary care physicians was not as extensive as expected, and investi-
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gators concluded that they needed to learn more about the information
needs of primary care providers. Not all of the cancer patients had primary
care physicians, and so making sure that all survivors have a primary care
physician has been incorporated into their follow-up plan. As part of the
survivorship program, a one-page care plan has been developed, and focus
groups are being held with primary care providers to see how useful it is to
them (see Appendix G). These groups will help the oncology providers
assess how best to involve primary care in follow-up care.

During the discussion it was pointed out that there are some areas of
sensitivity between oncologists and primary care providers, and they should
be discussed so that follow-up care can be collaborative and not duplica-
tive. One issue that emerged from the IOM-sponsored focus groups is that
oncologists do not like to “let go” of their patients. There may be uncer-
tainty regarding primary care providers’ training and experience with can-
cer surveillance. Workshop participants stressed that the tension between
the roles of oncology and primary care physicians in cancer care follow-up
must be addressed.

Dr. Greenfield asked the group to consider some options for coordinat-
ing physician response to the care plan. He asked, “If the care plan is
developed by the physician responsible for oncology care, should the pri-
mary care physician be required to respond in some kind of formal way to
indicate his or her agreement with the plan and commitment to implement
its recommendations?” Dr. Greenfield pointed out that, if there were a
requirement for a response from the primary care physician, this would
ensure that communication had been established between the providers
responsible for implementation. Dr. Talcott felt that it was important to
not only specify on the care plan who has responsibilities for follow-up, but
also to have all the people charged with some aspect of follow-up to sign off
on their obligations. He likened this approach to the person who takes your
order at Starbucks saying “a double tall latte,” and then having the barista
repeat the order. This verification system makes sure that the order is filled
and it also provides an opportunity for feedback. Members of Group 4
thought that such a system in the context of survivorship care is crucial.

Dr. Greenfield also asked workshop participants to consider whether
nurses could take a lead role in communicating with patients once the plan
was created. He reasoned that with their expertise in patient counseling,
nurses could ensure that psychosocial issues are addressed and might be
able to implement the plans in a more cost-effective manner than physi-
cians. Ms. Buchsel of the University of Washington School of Nursing
reiterated the important role that nurses can play in summarizing what
went on during treatment and coordinating the many aspects of follow-up
care.

Dr. Oeffinger distinguished the responsibility for the creation of the
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plan with responsibility for its implementation. Members of Group 4 envi-
sioned a future in which the care template could be housed in a central
database so that different physicians participating in the patient’s care could
log in and complete sections of the form. In such an environment, the care
plan could also be accessible to the patient. In the absence of information
technology that would allow broad accessibility, one office would have to
have the primary responsibility for completing the form, which would then
be shared with other practices.

Dr. Ross Martin of Pfizer Human Health advised workshop partici-
pants to focus on electronic health records as an endpoint solution to
survivorship care planning. Although many health care providers do not
have electronic communications, any template that is developed must be
created with online applications in mind. When President George Bush
appointed a National Coordinator for Health Information Technology in
2004, he announced that he wanted to see every American with an elec-
tronic health record by the year 2014. Reaching this goal will be very
challenging, but any template development must proceed with the prospect
of innovation in mind.

In the short term, it may be possible to have secretaries or others
properly trained to do a chart review to fill in some portions of the care
plan. More highly skilled labor could then be responsible for verifying the
information. Dr. Molla Donaldson reported that, as part of the QOPI
program, there is a training program for the office staff to pull records and
summarize and track information. Highly trained cancer registrars are al-
ready collecting data from medical records. They work in every state and
could be considered as a potential resource for beginning the treatment
summary. In pediatric oncology, clinical research associates often fill out
the treatment summaries. They are verified by clinicians, whether a nurse
practitioner or a physician, but they do create the summaries, and quality
checks can be incorporated.

Group members suggested that the individual who completed the care
plan template was not necessarily the provider who would discuss it with
the patient. There is some benefit to having more than one person interact
with a patient over a particular issue. One group member illustrated this
point by his practice of explaining a course of chemotherapy to a patient
and then leaving the room to allow the team nurse to go over the treatment
plan again in greater detail. His experience has been that the retention of
information is better when information comes from both himself and a
nurse practitioner, who has a different way of explaining things and re-
sponding to the patient. Resources will vary by practice, but group mem-
bers agreed that having patients hear information more than once is help-
ful. Dr. Greenfield noted that how the care plan is discussed with patients,
and by whom, can be tested by health services researchers.
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Group 5: What Economic Strategies Could Encourage
Implementation of Care Planning?

Ms. Buchsel, in summarizing the discussion on this topic, highlighted
economic strategies to encourage care planning. She stated that reimburse-
ment for completing the care plan template is likely to be insufficient for
physician time spent on this activity. Having nurses, clinical research asso-
ciates, or other trained nonphysicians complete some portions of the care
plan would make it feasible from a cost standpoint. Having others involved
in its completion may actually result in higher quality data, she noted.
Another group member mentioned that oncologists cannot reliably report
tumor-node-metastasis (TNM) staging.

According to Ms. Buchsel, incentives to adopt care planning could
include: (1) ASCO endorsement of care planning as an expected standard of
care; and (2) adoption of care planning as a quality indicator that could be
used as part of report card-type quality improvement programs or pay for
performance initiatives. Patients and referring physicians may start choos-
ing practices in which care planning is offered.

Insurers have started to ask for preauthorization for chemotherapy,
and this practice is going to become common as the cost of cancer drugs
escalates. If the treatment plan could be used to fulfill the preauthorization
documentation, then providers might be very interested in completing the
treatment summary. The prospective plan for follow-up could also be con-
sidered for preauthorization. Oncology providers could, for example, list
the imaging procedures and tests recommended for the next 3 years and, if
approved, could meet the preauthorization requirements prospectively. This
could save significant office time and resources. If the template were stan-
dardized and confined to one page, all insurers would be likely to want to
use it.

Group 6: What Barriers Exist to Creating the Care Plan?
How Can They Be Overcome?

Members of Group 6 discussed barriers to care planning, focusing on
how they might be overcome. In terms of solutions, the notion of keeping it
simple was reiterated by several group members. A minimum standard, not
the best that there could be, should be designated for the treatment sum-
mary and the prospective care plan. To expedite care planning, group
members thought that starting with a few cancers, for example, breast and
colon cancer, would be advisable because surveillance and risk guidelines
are already available. Advisable also is learning from the pediatric experi-
ence with survivorship guidelines and innovative strategies to communicate
with survivors and their providers (see the discussion of the Passport for
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Care in Chapter 4). Group participants noted that demonstration projects
are needed to evaluate alternate strategies for care planning. Ms. Pamela
Haylock mentioned the American College of Surgeons’ Commission on
Cancer surveys as an opportunity to assess care planning in hospital-based
cancer programs. As an overarching goal, reeducation of both oncology
and primary care physicians is needed for cancer to be considered a chronic
illness.

From a pediatric perspective, Dr. Jackie Casillas, from the University of
California, Los Angeles, pointed out that survivors of childhood cancer face
an additional barrier posed by the transition from pediatric to adult health
care. A care plan may be given to the parent in the pediatric setting. An
adolescent or young adult may, however, lose touch with their pediatric
oncology providers as they age into adult care settings. They also need to
have received a copy of the cancer care records from their parents, as they
may not be able to recall any of the specifics related to their diagnosis and
treatment.
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4

Resources for Completing the Care Plan

INTRODUCTION

Moderator: Ms. Ellen Stovall

This second day of the workshop is devoted to implementation issues.
Kevin Oeffinger and Charles Shapiro will provide an overview of the status
of survivorship guidelines. Diane Blum will then discuss appropriate use of
available psychosocial support services. Recommendations for healthy
lifestyle behaviors will be reviewed by Wendy Demark-Wahnefried. Infor-
mation technology is critical to the success of survivorship care planning,
and David Poplack, Mark Horowitz, and Michael Fordis will demonstrate
its promise with an introduction to the Passport for Health program for
survivors of childhood cancer. Lawrence Shulman will then reflect on the
state of information technology as it pertains to survivorship care planning.
Finally, Tim Byers will discuss regional approaches to cancer survivorship
planning.

SURVIVORSHIP GUIDELINES

Two Perspectives

Presenter: Dr. Kevin Oeffinger

I would like to share some guideline-related lessons learned from two
perspectives: (1) from working with the Children’s Oncology Group’s Late
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Effects Steering Committee to disseminate and implement follow-up guide-
lines, and (2) from sitting on the American Academy of Family Physicians’
Commission on Clinical Policy and Research, the body that reviews and
collaboratively develops guidelines that are adopted by members of the
American Academy of Family Physicians.

Evidence-based guidelines are useful in promoting high-quality care,
standardizing and facilitating the care of complex patients, and providing a
rubric or a set of accepted measures for process evaluation. While they are
valuable, there are some pitfalls associated with the use of guidelines. First,
the large number of published guidelines may overwhelm and confuse prac-
ticing physicians. Second, some physicians reject guidelines because they
may not take into consideration the complexities facing their patients.
Guidelines may also be perceived to be dictating clinical decisions.

The Children’s Oncology Group (COG) long-term follow-up guide-
lines were developed by a late effects committee cochaired by Melissa
Hudson and Wendy Landier over the course of several years. COG is a 244-
institution clinical trial consortium. The pediatric community has over the
past 15 years wrestled with the issues under discussion at this workshop.
Much has been learned from the pediatric experience, and it would be
unfortunate if this experience were not applied productively to the chal-
lenges ahead in the adult survivor arena.

The goal of the COG guideline effort was to standardize and enhance
follow-up care throughout the life span of the survivor. The focus has been
on screening for late effects rather than screening for relapse or recurrence,
as these were already embedded in ongoing protocols. The COG guidelines
start to apply at 2 years following the completion of cancer therapy. The
intended users of the guidelines are clinicians who provide health care for
pediatric cancer survivors regardless of their age and their care setting.

To develop the guidelines, more than a year was spent conducting in-
depth literature reviews, synthesizing the literature, achieving multidisci-
plinary group consensus, and submitting the guidelines to external review.
Some refinements have been made following their initial dissemination in
September 2003.

A hybrid approach was used in guideline development. The large body
of evidence linking therapeutic exposures and late effects was reviewed and
scored according to quality. There are very few studies that examine how
surveillance affects outcomes, in part because of the relatively small num-
bers of pediatric cancer survivors. Consequently, expert clinical experience
and principles of screening in the general population and other high-risk
groups was relied on for the aspects of care considered as part of the
guideline development process.

Version 2.0 of the long-term follow-up guidelines is available online at
www.survivorshipguidelines.org. The guidelines are based on therapeutic
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exposures rather than on cancer type. Shown in Figure 4-1 are some of the
late effects of alkylating agents, associated risk factors, recommendations
for follow-up and health counseling, and references to the literature.

Throughout the guideline development process, dissemination efforts
have been a priority. A methods paper was published in the Journal of
Clinical Oncology in 20041  and general review articles have subsequently
been published. Presentations have been made at specialty and primary care
conferences. Having the guidelines posted online permits wide accessibility.
A computer-based Passport for Care has been developed to tailor the guide-
lines to individual patients. This effort will be described by David Poplack
and colleagues later in this session.

Maintenance of the guidelines depends on 18 multidisciplinary task
forces that include pediatric oncologists, radiation oncologists, surgeons,
cardiologists, organ-specific specialists, primary care physicians, nurse prac-
titioners, social workers, and psychologists. These groups review the litera-
ture, develop and recommend revisions to the guidelines, and engage in
dissemination activities.

A publications committee was established through the COG late effects
committee to review all concept proposals for literature that would reflect
on the COG guidelines. Two types of publications are highlighted: (1)
detailed and in-depth systematic reviews on focused topics such as chest
radiation and its relationship with breast cancer development; and (2) gen-
eral reviews that are geared more toward the practicing primary physician
and the community-based pediatric oncologist.

Relationships with professional societies have been developed and en-
dorsements, or what one might call “seals of approval” of the guidelines,
have been sought. The guidelines are included in the National Guideline
Clearinghouse™ (http://www.guideline.gov/).

The backbone of dissemination efforts is through long-term follow-up
programs. These programs are generally based at children’s hospitals or
cancer centers at which a team approach is taken, with physicians working
with survivors, nurse practitioners, social workers, and psychologists. There
is also a multidisciplinary network of adult and pediatric-based subspecial-
ists. The three core components of the long-term follow-up programs are:
(1) a cancer summary and treatment plan that are discussed with the pa-
tient; (2) the COG long-term follow-up guidelines; and (3) delivery of risk-
based survivorship care.

Long-term follow-up is not uniformly available across the 244 COG
institutions. Although more than half of these institutions have a mecha-
nism for long-term follow-up care, only one-quarter of them have a pro-

1Landier W et al., 2004. Journal of Clinical Oncology 24:4979-4990.
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gram that provides comprehensive long-term follow-up care, and only one-
tenth of these institutions can follow adult survivors of pediatric cancer.

The proportion of survivors of childhood cancer with a cancer center
visit within the past 2 years is about 35 percent at 7 years after cancer
therapy or from the cancer diagnosis, according to results from the Child-
hood Cancer Survivor Study published a few years ago.2  As the bottom line
on Figure 4-2 illustrates, the further survivors are from their cancer diagno-
sis, the less likely they are to have been seen at a cancer center. These results
are based on patients who were treated from 1970 to 1986. When the
cumulative incidence of late effects is superimposed, as shown in the top
line on Figure 4-2, a very significant gap becomes evident as they are 15, 20,

2See Oeffinger KC, Mertens AC, Hudson MM, Gurney JG, Casillas J, Chen H, Whitton J,
Yeazel M, Yasui Y, Robison LL. 2004. Health care of young adult survivors of childhood
cancer: a report from the Childhood Cancer Survivor Study. Annals of Family Medicine
2(1):61-70.

FIGURE 4-2  Cancer center visits and late effects: Results from the Childhood
Cancer Survivor Study.
NOTE: Top line represents percent of survivors with incidences of late effects;
bottom line represents percent of survivors seen during cancer center visits.
SOURCE: Oeffinger, 2006.
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and 25 years from their cancer therapy. By this time, they are experiencing
their highest rate of morbidity but are not being seen at a cancer center.

Some barriers to comprehensive survivorship care extend beyond the
reach of long-term follow-up programs. Primary care physicians are not
familiar with pediatric cancer survivors, which is not unexpected because,
on average, a general internist or a family physician has three to five pedi-
atric cancer survivors in their practice. One of these patients might be a
leukemia survivor, one a Hodgkin’s disease survivor, and one a brain tumor
survivor. Primary care physicians cannot be expected to keep up with this
complex and rapidly evolving area of medicine, when it so rarely relates to
their practices.

Insurance-related barriers are very significant for survivors of childhood
cancer. Many are uninsured, and if insured, their coverage may not ad-
equately cover components of follow-up care, or it may exclude specialized
care entirely if the long-term follow-up program is not a designated part of
their health care network. There are no survivor-based delivery models in
health maintenance organizations or U.S.-based single-payer systems.

Efforts to improve survivor health care have focused on increasing the
number and the quality of long-term follow-up programs in COG. Innova-
tive tools, such as the Passport for Care to be demonstrated at the work-
shop, will facilitate improvements in care not only at cancer centers but also
in community-based oncology practices. Work is also under way with in-
surance companies to develop cost-effective models of survivorship care.
Other efforts are aimed at bridging the gap as patients age and transition
from pediatric to adult care and transition from specialty to primary care.
Engaging primary care physicians in survivorship care is key to improved
care. If current practice is to change, efforts must extend beyond the dis-
semination efforts described.

It is important to note some key differences between pediatric and
adult cancer survivors. First, pediatric cancer is rare and, as mentioned, it
is not a commonly encountered problem in primary care. In contrast,
primary care physicians in the adult arena are engaged in cancer preven-
tion efforts as well as care for the over 10 million survivors of adult
cancer. Pediatric cancer survivors, especially as they age, do not maintain
strong ties with oncologists, whereas adults survivors, as we learned from
the Institute of Medicine (IOM) focus groups, tend to be “followed for
life” by their oncologist.

These features of pediatric and adult survivorship suggest different
approaches to knowledge transfer. Primary care physicians encountering a
pediatric cancer survivor in their practice need a single national site
or source of information. In contrast, primary care providers caring for
adult cancer survivors usually have a local source of information, the
community-based oncologist. In both cases, translating knowledge goes
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well beyond simply providing follow-up guidelines. Primary care providers
need contact with expertise and avenues for continued communication.

Disseminating clinical practice guidelines through journals, continuing
medical education opportunities, and postings on websites is insufficient to
change practice behavior. What will change practice behaviors? Some re-
cent research conducted at the University of Toronto has provided some
clues to effective knowledge translation and subsequent transfer of that
knowledge.3  These investigators have defined knowledge translation as the
“exchange, synthesis, and ethically sound application of researcher findings
within a complex system of relationships among researchers and knowl-
edge users.” To improve knowledge translation and transfer, mechanisms
must be developed to “strengthen relationships among health researchers
and users of health knowledge, enhance capacity for knowledge uptake,
and accelerate the flow of knowledge into beneficial health applications.”

In the context of survivorship care, components needed for knowledge
transfer include:

• a user-friendly version of survivorship guidelines;
• a patient version of the treatment summary and care plan;
• training to prepare practices for guideline adoption (both the office

staff and the clinicians);
• facilitated communication (e.g., between nurse managers, oncolo-

gists, and primary care physicians); and
• innovative technology (e.g., cross-platform electronic health records

or tools such as the Passport for Care).

In terms of models of care, Eva Grunfeld’s series of randomized clinical
trials illustrates how follow-up care for breast cancer survivors can be
accomplished in the primary care community.4  The shared care model can
be stratified by risk. Some high-risk survivors will need continued follow-
up with their oncologist. Lower-risk patients may not need the resources of

 3Information about this program is available at http://www.ktp.utoronto.ca/index.htm.
4Grunfeld E. et al., 2006. Randomized trial of long-term follow-up for early-stage breast

cancer: a comparison of family physician versus specialist care. Journal of Clinical Oncology
24(6):848-55. Grunfeld E. et al., 1999. Comparison of breast cancer patient satisfaction with
follow-up in primary care versus 2specialist care: Results from a randomized controlled trial.
British Journal of General Practice 49(446):705-710. Grunfeld E. et al., 1999. Follow-up of
breast cancer in primary care vs specialist care: Results of an ecomonic evaluation. British
Journal of General Practice 79(7-8):1227-1233. Grunfeld E. et al., 1995. Evaluating primary
care follow-up of breast cancer: Methods and preliminary results of three studies. Annals of
Oncology 6(Suppl 2):47-52.
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a cancer center or an oncologist and may be best seen by a primary care
physician. There is a unique opportunity to develop and test models of care
through partnerships of cancer centers, Community Clinical Oncology
Practices (CCOPs), and practice-based research networks supported by
the federal Agency for Healthcare Research and Quality (AHRQ). An
example of such a network is the Federation of Practice-Based Research
Networks, which was established in 1997. There are 50 different net-
works involving over 6,000 primary care clinicians, over 5 million pa-
tients, and 24 million patient encounters a year. There are over 100 active
research studies through these networks. There are opportunities for can-
cer centers and CCOPs to collaborate with these practice-based research
networks to develop and test survivorship care models and then dissemi-
nate successful models for adoption.

In engaging primary care providers in survivorship care, it is important
to remember that effective strategies tend to work from the bottom up, not
from the top down. Involving primary care physicians in the process at the
outset is critical. The American Academy of Family Physicians, the Ameri-
can College of Physicians, and the American Academy of Pediatrics have
been integrally involved in developing and disseminating guidelines for
many years and have an established process and experience working with
other professional societies. Some guideline strategies fail if: (1) there is a
“top-down” mentality; (2) guidelines are based on consensus rather than
good evidence; and (3) the focus is on who should do it, rather than what
should be done. To bring primary care providers and other constituencies
into the dialogue, a summit meeting could be held on collaborative ap-
proaches to survivorship care.

Survivorship researchers have examined issues related to quality of life,
late effects, and health outcomes, but what is needed now are research
initiatives to test models of care. A program announcement that established
a common set of outcomes, including measures for adherence to guidelines,
would allow the research community to test stratified risk models of care
and alternative methods to collaborate with primary care providers. A
funding mechanism is needed to encourage the development and testing of
innovative technology. Support could be used to explore the potential for
exciting technologies, like the Passport for Care and electronic health
records to further survivorship health care.

Additional research is also needed to better understand the survivor-
ship care paradigm. Cancer survivors are being characterized as having a
chronic condition, but cancer is quite distinct from cardiovascular disease
and diabetes. Cancer survivors may have a late effect that becomes a chronic
health problem, but often it is their risk for developing new problems that
presents a different paradigm.
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ASCO INITIATIVE

Presenter: Dr. Charles Shapiro

The American Society of Clinical Oncology’s (ASCO) initiative is to
develop long-term medical care guidelines for adult cancer survivors. The
effort began in 2005, and its purpose is to provide health care professionals
with the knowledge and expertise to decrease morbidity and to improve the
quality of life for adult cancer survivors. The initial audience for the guide-
lines is health care providers, but the effort could be expanded to include
companion patient-friendly survivorship guidelines. The ASCO guidelines
will address issues arising during the posttreatment phase of the cancer
trajectory.

In contrast to pediatrics, there are few guidelines for adult survivorship
care. A limited evidence base has impeded guideline development. The
ASCO initiative will be key to highlighting what is known and not known
for this phase of cancer care and suggesting critical areas for future survi-
vorship research.

In contrast to the treatment modality approach taken in pediatrics, the
ASCO guidelines will be developed using a symptom or organ site para-
digm. For many aspects of survivorship care there is limited clinical trial-
based evidence, and generalizations about care from cancer registries are
difficult because registries do not capture complete information on treat-
ment and late effects. Furthermore, adult cancer survivors often have
comorbid conditions that can confound interpretation of outcomes by re-
searchers as they attempt to establish relationships among treatments, late
effects, and health outcomes. It has been difficult, for example, to clearly
establish the link between doxorubicin and cardiac problems because heart
disease increases naturally as patients age. There is also a dependence on
surrogate endpoints, for example, using bone mineral density in research on
the effects of various treatments on fractures. The more clinically relevant
endpoint, fractures, has not been well studied because follow-up periods
have not been long enough.

Another challenge facing clinicians as they attempt to use evidence to
guide their practice is that data from long-term follow-up studies may
reflect outmoded treatment techniques. For example, 30 years ago, radia-
tion techniques were very different from what they are today. These older
techniques were associated with an increased incidence of cardiovascular
effects that presented in the second decade. With more modern techniques,
the latest data show a markedly reduced incidence of cardiac effects. With
treatments advancing rapidly, evaluation of late effects of treatments be-
comes a moving target. It is axiomatic that new therapies will be adopted
into standard practice based on short-term improvements in efficacy. For
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example, trastuzumab (Herceptin) is markedly beneficial in the early stage
of breast cancer according to clinical trials, but the median follow-up pe-
riod in these trials is 2 to 3 years. It has become the standard of care for
women with breast cancer who overexpress the growth factor protein
HER2. What is known of trastuzumab cardiotoxicity is reassuring, but
absent are long-term follow-up studies and information on interactions
between radiation and trastuzumab or anthracyclines and trastuzumab.
This represents another kind of moving target that necessitates a continu-
ous reexamination of guidelines after they are created.

The ASCO guidelines will focus on five areas in the following order:
cardiopulmonary late effects; bone health; second cancers; hormone defi-
ciency; and anxiety and depression. The guideline development process is
moving forward very quickly, and the first guideline is already being re-
viewed by the ASCO board. Many people have volunteered to expedite the
guidelines process.

The focus of the guidelines is on screening questions, for example,
whether asymptomatic adult survivors should be screened for pulmonary

Cardiopulmonary Guidelines: Focus

� Should asymptomatic adult survivors be 
screened for pulmonary dysfunction? 

� Should asymptomatic adult survivors be 
screened for cardiac disease? 

— Prior anthracyclines or cisplatin
— Prior mediastinal radiation 
— Prior trastuzumab

� Frequency and timing?

FIGURE 4-3  ASCO’s cardiopulmonary guidelines.
SOURCE: Shapiro, 2006.

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


74 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

dysfunction or cardiac disease (Figure 4-3), and if so, when should such
screening begin, and at what interval should it be repeated?

One of the recommendations included in the ASCO cardiopulmonary
guideline was based on consensus and may be considered controversial.
The ASCO guideline suggests screening of asymptomatic high-risk survi-
vors every 5 years and treatment for asymptomatic left ventricular (LV)
systolic or diastolic dysfunction based on recommendations of the Ameri-
can College of Cardiology, the American Heart Association, and the Heart
Failure Society. Survivors are considered to be at high risk if they have one
of the following: age less than 18 years at exposure; prior cardiac disease;
greater than 300 mg/m2 of doxorubicin; or mediastinal radiation. This
consensus-based recommendation seems to be reasonable, at least as a
starting point.

In terms of challenges and implementation barriers, the first is the
paradigm shift to thinking of cancer as a chronic condition. It will be
important to raise awareness that people live a long time with cancer and
that there are long-term consequences of treatment. A second issue relates
to the major legal and financial implications of guidelines. ASCO’s consen-
sus guideline states that it is reasonable to screen for cardiac dysfunction in
women who have had greater than 300 mg/m2 doxorubicin or who had
breast radiation that involved the chest wall. Such screening is not now
part of standard breast cancer follow-up. Physicians are being asked to
consider screening for cardiac dysfunction when they have not routinely
done so and when there is only consensus among experts to back up the
recommendation.

Another challenge in issuing guidelines is establishing who is to accept
responsibility for providing guideline-recommended care. ASCO originally
viewed this as a responsibility of the oncology community, but more re-
cently, and certainly at this meeting, primary care providers and survivors
themselves should be considered as potential constituents for taking action
based on the guidelines.

Publishing the guidelines is a starting point, and it may ultimately have
the most value in identifying gaps in knowledge and setting the research
agenda. The ASCO guideline effort is also an opportunity to link academic
and community centers to collaborate on research interventions, education,
and information dissemination. The Lance Armstrong Foundation Centers
of Excellence, to be described later today, are a model that needs to be
developed to fulfill its potential of driving the agenda for research and
improvements in survivorship care. The Quality Oncology Practice Initia-
tive (QOPI) is a potential mechanism to assess compliance with the ASCO
guidelines. The ASCO guideline initiative will attempt to learn from the
experiences of other clinical practice guideline efforts, such as those of the
National Comprehensive Cancer Network (NCCN). We need to under-
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stand what worked and what did not work, so as not to duplicate effort but
rather to learn from the experience of existing programs that are similar to
ASCO’s in scope and purpose.

Engaging survivors in efforts to improve care is also extremely impor-
tant. One recent example of a successful engagement is a survey on fertil-
ity conducted by a coalition of young cancer survivors. The Internet sur-
vey of the members of this coalition resulted in a peer-reviewed publication
in the Journal of Clinical Oncology. Fertility guidelines issued by ASCO
in May 2006 were in part completed as a result of this effort. Directly
asking survivors about what they need and want, as well as what is
lacking in their care, can inform development of practice guidelines. This
experience with the coalition of young survivors represents a good model
to emulate. There need to be more opportunities for survivors to be em-
powered to participate in their own path to wellness and health mainte-
nance. Survivorship care planning, including the development of guide-
lines, provides such an opportunity.

Discussion

Dr. Sheldon Greenfield asked the speakers whether the timing is right
for oncologists to meet with generalists to discuss survivorship care. He
suggested that a standing meeting be held, perhaps on a yearly or biennial
basis, to discuss advances in clinical practice guidelines and psychosocial
issues. Both Dr. Oeffinger and Dr. Shapiro agreed that such a meeting was
a very good idea. It would bring together relevant stakeholders and provide
an opportunity to collaborate and learn what each other wants and needs.
The reality is that the oncology community does not have the resources or
capacity to provide care for survivors, and until a partnership is established
with primary care providers, quality survivorship care will not be achieved.
There are some good precedents for collaboration. The American College
of Cardiology has worked with the American Academy of Family Physi-
cians and the American College of Physicians through the Society of Gen-
eral Internal Medicine to develop collaborative guidelines on myocardial
infarction posttreatment that have been widely adopted.

Dr. Lawrence Shulman of the Dana-Farber Cancer Institute made the
distinction between areas of survivorship care for which there is no or little
evidence and areas where there is incomplete evidence. For example, while
not all of the evidence is in, it is well established that premature menopause
after chemotherapy rapidly affects bone health. In this case, there are inter-
ventions to improve bone health. In Dr. Shulman’s opinion, the evidence is
weaker for the recommendation to screen asymptomatic survivors for car-
diac disease after doxorubicin therapy. Dr. Oeffinger reiterated that guide-
line development will highlight what is known and unknown and help to
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set a research agenda to fill in the identified gaps. Experience with the
pediatric guidelines illustrates the dynamic nature of guideline development
in terms of identifying gaps in knowledge, trying to fill those gaps with
current research, and then updating the guidelines as new findings are made
available.

Ms. Martha Gaines of the University of Wisconsin Law School pointed
out that there were many opportunities for survivors to be involved in their
own care from its very beginning. An analogy can be made between pa-
tients and the captain of a ship. The captain is not always at the helm, but
the ship neither leaves the shore nor heads for any destination without the
captain’s approval. Dr. Oeffinger agreed with this focus on patient empow-
erment and described how the pediatric survivorship guidelines include
over 50 health links that are written on specific topics that can be down-
loaded, read, and shared by survivors with their physicians. The Passport
for Care empowers survivors with information, clinical recommendations,
and guidance on improving their own health. Dr. Shapiro suggested that
the culture of oncologist practice will have to change to accommodate
broader survivor involvement in care.

PSYCHOSOCIAL SUPPORT RESOURCES

Presenter: Ms. Diane Blum

The IOM recommended that the Survivorship Care Plan include infor-
mation on the availability of community-based psychosocial services. That
information and a list of resources be provided to cancer patients at the
conclusion of treatment was also called for 3 years ago in the President’s
Cancer Panel report.5  It is imperative for an informed cancer survivor in
2006 to be able to use community-based resources. People are increasingly
on their own while they are being treated for cancer and in the posttreat-
ment phase of care. They are expected to make decisions, manage treat-
ment, and integrate the cancer experience into their lives as best they can
without resources that might have been provided in a hospital. Twenty
years ago, being a cancer patient was very much a full-time job. People
spent much of their time in a hospital and had access there to education and
support. Progress in treatment has shifted care to the outpatient setting. In
this environment, patients are seeing nurses less often and are rarely en-
countering social workers. While there has been a decline in onsite sources

5President’s Cancer Panel, 2004. Living Beyond Cancer: Finding a New Balance. Bethesda,
MD: National Cancer Institute.
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of education, counseling, and support, there has been tremendous growth
in Internet-based resources.

The problem for cancer survivors is not that there are too few re-
sources. There are many national and local resources. The American Can-
cer Society (ACS), for example, has 3,300 offices and thousands of people a
day telephone their call center. ACS also has an online searchable database
to find local resources by zip code. CancerCare, the National Coalition for
Cancer Survivorship (NCCS), the Lance Armstrong Foundation (LAF), the
Wellness Community, and numerous disease-specific organizations are
among the many other national organizations that provide services. There
are also many regional and local resources, particularly for women with
breast cancer. Excellent fact sheets and printed guides to resources are also
available. The National Cancer Institute (NCI) booklet Facing Forward: A
Guide for Cancer Survivors, for example, describes the roles of and access
to social workers, nutritionists, and physical therapists. CancerCare will
issue the fifth edition of its national guide to resources, A Helping Hand,
that includes tips on evaluating them.6 “People Living with Cancer” is
ASCO’s patient website that includes a wealth of information.7  NCCS, in
collaboration with the Oncology Nursing Society and the Association of
Oncology Social Work, has produced the Cancer Survivor Toolbox in CD
format and online. The toolbox addresses many survivorship issues, includ-
ing those related to employment and insurance.8  These sorts of materials
should be distributed to every person with cancer in the country, especially
those who have finished treatment. The bountiful resources available in
print, by telephone, and online are very underutilized.

According to a fairly recent survey of 2,000 oncology professionals,
fewer than 60 percent recommended support services or thought such ser-
vices were helpful. This survey, published in Cancer Practice in 2002, in-
cluded responses from members of professional organizations representing
oncologists, oncology nurses, and social workers.9  Professionals who
thought that support services were not helpful were least likely to make
referrals and least likely to know about them. These results are alarming,
given that the respondents were oncology professionals who belong to their
professional organizations. The lack of attention to the psychosocial needs

6Information on the guide can be found at http://www.cancercare.org/get_help/assistance/
helping_hand.php.

7ASCO’s People Living With Cancer website is at http://www.plwc.org/portal/site/PLWC.
8The toolbox can be found at http://www.cancersurvivaltoolbox.org/default.aspx.
9This study, “Healthcare Professionals’ Awareness of Cancer Support Services,” by B. Alex

Matthews, Frank Baker, and Rachel Spillers was published in Cancer Practice, Vol. 10, No.
1, January/February 2002 (pages 36-44).
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of cancer patients was also prominent in the findings from the IOM focus
groups (see Chapter 3).

The 2004 IOM report, Meeting Psychosocial Needs of Women with
Breast Cancer, found psychosocial interventions to be effective but under-
used for many reasons, including stigma, inadequate insurance coverage,
and, very importantly, lack of knowledge on the part of health care profes-
sionals.10

How can problems related to lack of knowledge and underutilization
be addressed? How can one ensure that available materials and services
reach the people they are intended to help? The problem lies in the absence
of a systematic distribution system and no clear-cut allocation of responsi-
bility. Pharmaceutical companies reach into every place where people with
cancer are treated, and they might be enjoined to hand resource materials to
a physician or a nurse, but experience suggests that such materials often do
not reach the patient. Social workers could assume some responsibilities,
but they rarely work in the community settings in which most people with
cancer are treated. An additional challenge is keeping resource guides and
materials up-to-date. Online guides are somewhat easier to update, but this
is time-consuming and has to be assumed as an ongoing responsibility.

Assessing individuals for their psychosocial needs allows providers to
refer survivors to a program that is more likely to be individually tailored to
their circumstances. Some survivors will require psychological support,
while others will need financial or insurance counseling. Making these
assessments, however, takes time and should be undertaken only when
appropriate resources are available to meet identified needs. Assessments
and referrals may be complicated in the case of special populations and the
“hard-to-reach.” Making resources available across differences in culture,
age, and literacy can be a major challenge. These challenges must be over-
come, because it is often the economically disadvantaged and individuals
with other limitations who are most in need of resources.

Examples of programs that offer resources and resource information to
survivors are CancerCare; www.plwc.org, the patient website of the Ameri-
can Society of Clinical Oncology; and the American Cancer Society.
CancerCare is a nonprofit organization that provides free professional sup-
port services to 90,000 individuals a year. Clients include people with all
cancers and their families and friends throughout the country. The services
offered include counseling, education, and financial assistance provided by
120 staff, 75 of whom are either trained social workers or health educators.
The social work staff works hard to offer quality service to the nearly 1,000
callers each week. CancerCare provides a number of special survivorship

10Information on this report can be found at: http://www.nap.edu/catalog/10909.html.
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programs. A three-part telephone education workshop on survivorship is
conducted annually. This program, supported by LAF and NCI, reaches
thousands of people with good survivorship educational material. The pro-
gram is archived on CancerCare’s website.11  CancerCare is part of the LAF
LIVESTRONG™ initiative and responds to calls to the foundation from
people who need psychosocial services. The potential demand for assistance
is very high, and with additional resources, many more individuals could be
helped.

ASCO’s website, People Living with Cancer, was developed as a mem-
ber benefit. ASCO members were going to be able to refer their patients to
the website for credible up-to-date information developed by a trusted
organization. Three million business cards were printed with the website’s
URL for members to distribute to their patients. Four years later, the website
is a success. It contains quality content, and hundreds of thousands of
people visit the site each year. However, it is not used well by ASCO
members. Plans are for the site to be promoted more to the public, who
seem to be enthusiastic users of it.

The American Cancer Society Call Center in Austin, Texas, is staffed
by 400 well-trained counselors who provide a 24-hour, 365-day service.
They receive about 2,500 calls a day that are patient related. The counse-
lors link callers to resources according to zip code, but this approach may
be limiting insofar as many resources are now virtual. An online service, for
example, may be extremely valuable, but it would not necessarily be linked
to a caller by zip code. The ACS has very high name recognition with the
public and, given the volume of calls and visits to their survivorship-related
web content, provides an important dissemination mechanism for informa-
tion on survivorship.

The ultimate goal in terms of psychosocial services for cancer survivors
is for each person at the completion of treatment to have a psychosocial
assessment. The distress guidelines developed by NCCN are reasonable.
Assessments are, however, appropriate only if resources are available to
address the identified needs. Optimally, up-to-date resource materials would
be distributed and tailored to the developmental needs of the patient—for
example, young adults, older adults, parents. Survivors would then be given
guidance on how to use the resources, when to use them, and how to
evaluate them. Follow-up with survivors would ensure that appropriate
resources were accessed. This is the optimal scenario. At a bare minimum,
people should receive at least a resource guide and some basic materials. If
every person who is completing treatment could be handed something, that

11Information on these cancer care programs can be found at: http://www.cancercare.org/
get_help/tew_calendar.php.
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would put them one step ahead of the game. Further steps could then be
taken toward the ideal.

Although admonitions to increase awareness have become a cliché,
some awareness campaigns have been very successful, for example, those
launched in mid-1980s to raise awareness of breast cancer. An organization
like the LAF could probably facilitate this kind of awareness program.
Going directly to the survivor is another strategy that has been successful.
Women have played a major role in changing the treatment of breast can-
cer, and they have also changed childbirth practices. Improvements in the
management of cancer pain have been made by going directly to the person
for whom pain is an issue. Physicians are key to change and also must
continue to be targeted through professional organizations to raise aware-
ness of psychosocial resources for their patients. Incentives might consid-
ered to aid in implementation efforts.

In conclusion, there are many quality resources, but no systematic
method of distributing them and no health care professional identified as
being in charge of this particular area of care, especially in community-
based practices, in which most people are receiving their care. Lacking also
are good evaluations of programs to assess their value.

Discussion

Dr. Lee Newcomer of the UnitedHealth Group started the discussion by
asking whether research has shown what steps a new cancer patient takes to
find information. Do we know, for example, where patients seek information
and their level of reliance on the Internet? Dr. Julia Rowland described some
unpublished research on information use that suggests that physicians are key
providers, nurses are important, especially during active treatment, and the
Internet is actively used by many. Ms. Blum mentioned that the “digital
divide” seemed to be decreasing, indicating that Internet services are becom-
ing accessible to more people. When the topic of finding information about
cancer was raised in several patient focus groups conducted by Dr. Catherine
Harvey, patients often said that they started with a neighbor, a church, a
friend, or somebody at work. Information was initially sought through one of
these informal networks. In the 10 to 12 communities in which focus groups
were held, there was never a mention of a systematic approach to providing
cancer-related information. This would seem to be a missed opportunity on
the part of both oncology and primary care providers.

Ms. Blum pointed out that many patients do not know how to seek
information and do not have the resources even to know where to start.
Half of the people who call CancerCare each week have trouble getting
transportation to treatment. That is their basic and overwhelming problem.

Dr. Lari Wenzel of the University of California, Irvine questioned
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whether use of psychosocial resources would increase if good evidence were
available on their effectiveness and, more specifically, who benefits and
when they benefit. Ms. Blum responded that there is already a robust body
of literature showing that a number of psychosocial interventions are effec-
tive. Much of the work has been in the context of women with breast
cancer and was reviewed in the IOM report on meeting psychosocial needs.
Some good evidence exists on the benefits of psychosocial interventions for
other diagnostic areas as well.

Dr. Al Marcus of the AMC Cancer Research Center mentioned that a
particular challenge from the perspective of a regional cancer center is
identifying resources for patients coming to the center from a broad and
diverse geographic area. Resources are needed to help patients get local
help as they return to their homes. Listing some of the national resources on
the care plan should be routine. Another resource, not yet mentioned, is
NCI’s 1-800-4-CANCER telephone resource, which could also be very
important in terms of providing referrals.

Dr. Rowland of the NCI Office of Cancer Survivorship suggested that
the cancer-related call centers analyze their data to better understand con-
sumers’ and patients’ information needs. The NCI cancer information ser-
vice will do so to determine who is calling and what kind of information is
being sought (e.g., prevention, diagnosis, treatment, survivorship, or end-
of-life concerns). The LAF and the ACS are also examining the content of
their calls. These data can help determine the adequacy of the available
information and referral resources.

RECOMMENDATIONS FOR HEALTHY LIFESTYLE BEHAVIORS

Presenter: Dr. Wendy Demark-Wahnefried

Lifestyle factors, such as diet, exercise, and smoking cessation, should be
considered in the care plans that are given to cancer patients as they finish
their primary treatment. Cancer survivors are at greater risk for cardiovascu-
lar disease, osteoporosis, and diabetes, and changes in health behaviors may
reduce these treatment-related conditions, cancer-related symptoms,
comorbidity, and functional declines. Accumulating evidence also suggests
that the pursuit of healthy lifestyles after treatment also may reduce cancer
recurrence and improve both cancer-specific and overall death rates.

Only about 20 percent of oncologists provide any sort of guidance to
patients on lifestyle issues. When counseling is offered, it is more often for
smoking cessation than for diet and exercise. When asked why they do not
provide this information, oncologists say that they lack time and are unsure
of the science, the appropriate messages, and how to deliver them. Primary
care providers have more familiarity and experience in this area. What
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messages regarding health behaviors have sufficient evidence to support
their delivery to cancer patients? What follows is a summary of a back-
ground paper prepared for the workshop in the areas of weight manage-
ment, nutrition and diet, exercise, smoking, alcohol consumption, bone
health, protection against skin cancer, and complementary and alternative
medicines.12

Weight Management: Weight management is a key concern for cancer
survivors since there are considerable risks associated with either under-
weight or overweight status. Anorexia and cachexia are prevalent problems
for patients with cancers in advanced stages and certain gastrointestinal,
respiratory, and childhood cancers. In these cases, weight gain is recom-
mended to speed recovery, improve well-being, and increase functional
status. These patients benefit from information and counseling to improve
their nutritional intake. Often this requires additional counseling to in-
crease their physical activity in an effort to stimulate appetite and reduce
constipation, and in some cases pharmacologic interventions are required,
for example, megestrol acetate.

In contrast, overweight and obesity are risk factors for several cancers,
including cancers of the endometrium, esophagus (adenocarcinoma), colon,
kidney, and postmenopausal breast cancer. The majority of breast and
prostate cancer survivors are overweight or obese, and the high prevalence
of overweight among these major subgroups of survivors is a key health
concern. Being overweight at diagnosis is a risk factor for subsequent can-
cers. Weight gain is common during and after cancer treatment and also is
linked with progressive disease, second primary cancers, and comorbid
conditions (e.g., diabetes, cardiovascular disease) that may play a role in
functional decline.

Shown in Figure 4-4 are data on breast cancer survivors enrolled in the
Nurses Health Study. Women who increased their body mass index from
0.5 to 2 units were at significantly higher risk for breast cancer recurrence,
breast cancer mortality, and overall mortality when compared with women
who maintained their weight (represented by the second set of bars from
the left). This unit increase in weight is not large and can be anywhere from
3 to 13 lb, depending on a woman’s height.

More definitive work needs to be done in the area of energy balance
and survivorship because these findings come from longitudinal observa-
tional studies. Intervention studies are needed to see if weight reduction and
maintenance of healthy weights are effective in reducing cancer recurrence
and mortality, as well as comorbidity and functional decline.

12For more information, see the background paper prepared by Dr. Demark-Wahnefried
and Dr. Lee Jones in Appendix D.2.
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FIGURE 4-4  Outcomes related to weight gain following breast cancer: Results
from the Nurses Health Study.
SOURCE: Demark-Wahnefried presentation of information adapted from Kroenke
et al., 2005.

Body composition changes that occur during or after treatment also are
a concern. Even if cancer survivors are able to maintain their prediagnostic
body weight, their body composition often changes, especially during treat-
ment with adjuvant chemotherapy. Figure 4-5 shows changes observed
among breast cancer patients who received adjuvant chemotherapy (solid
lines) or radiation therapy (dotted lines). The lightly shaded lines show the
changes in adipose tissue (in kilograms) from diagnosis to 1 year after
diagnosis. The darker lines show changes in lean body mass. Women who
received adjuvant chemotherapy had significant increases in fat mass and
significant decreases in lean mass, so that even if they were able to maintain
weight, they were significantly fatter by the end of the 1-year treatment
period. These changes in body composition are equivalent to what would
be observed during 10 years of normal aging. This unique form of weight
gain, called sarcopenic obesity, has implications for quality of life and
metabolically in terms of insulin resistance.

What can the oncologist or primary care provider advise for the patient
who come in following treatment with the same prediagnosis body weight,
but with complaints that they no longer fit into their clothes and have
increased body size? Resistance training is the hallmark treatment for
sarcopenic obesity, and recommendation of an exercise program that in-
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FIGURE 4-5  Body composition changes associated with treatment among women
with breast cancer.
NOTE: XRT = x-ray therapy; CT = chemotherapy.
SOURCE: Demark-Wahnefried et al., 2001.

cludes resistance training can be important for regaining lean body mass
and resuming previous body habitus.

Figure 4-6 shows the ACS guidelines for weight management. If under-
weight or at risk for underweight, patients should avoid further weight loss
and consider nutritional counseling, physical activity, and the possible use
of pharmacologic agents.

Patients of normal weight should try to maintain their weight with
exercise and a healthy diet. Overweight or obese patients should be encour-
aged to lose weight and adhere to guidelines published by the National
Heart Lung and Blood Institute (NHLBI). Research is needed to identify
weight loss interventions that are effective among cancer survivors.

Nutrition and Diet: ACS guidelines recommend a prudent diet for
cancer survivors that includes high proportional intakes of fruits, vegetables,
whole grains, and low-fat dairy and lower proportional intakes of meat,
refined grains, and high-fat dairy products. This guidance needs to be em-
phasized, because according to some surveys, fewer than 25 percent of
cancer survivors eat at least five servings of fruits and vegetables a day, and
fewer than half eat the recommended amounts of saturated fat.

The results of two studies, the Women’s Intervention Nutrition Study
(WINS) and the Women’s Healthy Eating and Living (WHEL) study should
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provide information to inform future guideline development. WINS is a
randomized trial comparing women with postmenopausal breast cancer
assigned either to a group asked to adhere to a very low-fat diet (15 percent
or less of calories from fat) or a control group that received counseling on a
well-balanced diet. Preliminary results of this study suggest a 24-percent
risk reduction in recurrence among women in the intervention group com-
pared with the control group, with the greatest reduction among estrogen
receptor–negative patients (Figure 4-7).

The WHEL study is currently examining the impact of increased fruit
and vegetable consumption and a low-fat diet on breast cancer recurrence
and mortality, and results are anticipated in 2008. More research is needed
on specific dietary components, for example, soy and flax.

The ACS publication Nutrition and Physical Activity During and After
Cancer Treatment: A Guide for Informed Choices was first published in
2003, was revised, and was rereleased in fall 2006. In 2004, the AHRQ also
published an evidence-based review on physical activity and cancer, Effec-
tiveness of Behavioral Interventions to Modify Physical Activity Behaviors
in General Populations and Cancer Patients and Survivors.

FIGURE 4-6 ACS recommendation for weight management.
NOTE: PA = physical activity; NHLBI = National Heart, Lung, and Blood Insti-
tute; NAASO = North American Association for the Study of Obesity.
SOURCE: Demark-Wahnefried, 2006.

• If underweight or at risk, avoid further weight loss      
(nutrition counseling, moderate PA & possibly 
pharmacologic agents)

• If normal weight, strive for                                    
weight maintenance (regular                                     
aerobic/strength training) &                                    
diet focused on nutrient-rich,                                             
lower energy density foods &                                    
portion control

• If overweight or obese,                                         
encourage weight loss – 
Practical Guide established by                                  
NHLBI & NAASO                                                   
(NIH – Pub 00-4084)

• More research needed to develop                                 
optimal programs of weight loss                                 
for cancer survivors
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Exercise: Systematic reviews of the literature and consensus reports
suggest that exercise is safe for cancer survivors and has consistent positive
effects on common symptom management issues, such as vigor, vitality,
cardiorespiratory fitness, quality of life, depression, anxiety, and fatigue. A
number of groups, including the ACS and the Centers for Disease Control
and Prevention (CDC), recommend at least 30 minutes of exercise a day, 5
days a week. There are some patient groups, however, that may need to be
evaluated before engaging in this level of exercise. For example, childhood
cancer survivors who received anthracycline-based chemotherapy or chest
radiation should undergo cardiac screening before starting an exercise regi-
men.

Data are accumulating to suggest that exercise has a protective effect in
terms of cancer recurrence and survival. While data suggest that cancer
survivors may exercise somewhat more (9 percent more, according to some
surveys) than the general population, most survivors still fail to achieve
recommended levels of exercise.

Shown in Figure 4-8 are data on cancer recurrence, breast cancer mor-
tality, and all-cause mortality among a cohort of breast cancer survivors
enrolled in the Nurses Health Study according to their levels of physical
activity. The sedentary referent group is represented by the far left-hand set
of bars. These sedentary women had significantly higher rates of recur-
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FIGURE 4-7 Preliminary results from the Women’s Intervention Nutrition Study
on cancer recurrence in postmenopausal women with primary breast cancer
(n=2,437).
NOTE: ER = estrogen receptor.
SOURCE: Demark-Wahnefried presentation of information adapted from Chle-
bowski et al., 2005.
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rence, breast cancer mortality, and all-cause mortality compared with
women who had increased physical activity. The cut point of 9 hours per
week is similar to the American College of Sports Medicine guidelines, that
is, 30 minutes a session, 5 sessions a week. The level of risk reduction
observed with exercise in this study is of the same magnitude (or better)
than that observed from chemotherapeutic agents. While encouraging, these
results must be interpreted with caution, because the data are observa-
tional. Randomized intervention studies to evaluate exercise with respect to
these outcomes has yet to be conducted.

These promising results are from only one study in breast cancer;
however, the Journal of Clinical Oncology has recently published two
similar studies regarding the association of physical activity and colon
cancer outcomes.13
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FIGURE 4-8  Exercise and cancer recurrence and mortality: Results from the
Nurse’s Health Study (n=2,987).
SOURCE: Demark-Wahnefried presentation of information adapted from Holmes
et al., 2005.

13Meyerhardt JA. et al., 2006. Physical Activity and Survival after Colorectal Cancer Diag-
nosis. Journal of Clinical Oncology 21(22):3527–3534. Meyerhardt JA. et al., 2006. Impact
of Physical Activity on Cancer Recurrence and Survival in Patients with Stage III Colon
Cancer: Findings from CALGB 89803. Journal of Clinical Oncology 24(22):3535–3541.
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Smoking: Many cancers are caused by smoking, and persistent tobacco
use is associated with complications of treatment, progressive disease, sec-
ond primary cancers, and increased comorbidity. Smokers diagnosed with
smoking-related cancers have relatively high quit rates; however, these
smokers often relapse. Clinicians must discuss smoking cessation during the
“teachable moments” surrounding diagnosis and treatment and then con-
sistently remind and support patients in sustaining healthy behaviors. The
vigilant, long-term follow-up recommended by the U.S. Preventive Services
Task Force needs to be applied to cancer survivors. Smokers represent a
group in need of attention, because people who smoke often have un-
healthy diet and poor exercise habits.

Alcohol Consumption: Alcohol is linked to cancers of the head and
neck, kidney and breast. Head and neck cancer survivors who continue to
drink have higher treatment-related complications, comorbidity, second
primary cancers, and mortality. These patients need to be warned about the
risk associated with alcohol consumption and referred to counseling ser-
vices if necessary.

The prevalence of “risky drinking” (more than 2 drinks a day for men
and more than 1 drink a day for women) among most cancer survivors is
really no different than that seen in the general population. Higher rates of
risky drinking have been noted among survivors of prostate cancer, head
and neck cancers, and lung cancer. Moderate alcohol consumption is pro-
tective for cardiovascular disease, and the recommendation from the Ameri-
can Cancer Society is that “if you do drink alcohol, do so in moderation.”

Bone Health: Bone health is an important survivorship concern because
various cancer therapies reduce skeletal integrity (e.g., luteinizing hormone-
releasing hormone [LHRH] antagonists, glucocorticoids, select chemothera-
peutic agents, radiation therapy). ASCO has published guidelines for breast
cancer patients that recommend monitoring bone density and intervening
as necessary with pharmacologic agents. For preventive measures, patients
should ingest adequate amounts of calcium and vitamin D, undertake
weight-bearing exercise, quit smoking, and curb excess consumption of
alcohol, protein, caffeine, and sodium. The role of calcium and vitamin D
needs further examination because, in the case of prostate cancer, evidence
suggests that increased calcium intake may be associated with more aggres-
sive disease.

Protection Against Skin Cancer: Cancer survivors who received X-ray
therapy are at higher risk for skin cancer, especially childhood cancer survi-
vors. Thus, skin examinations should be performed routinely. In general,
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sun protection should be encouraged among cancer survivors. Some con-
troversy has arisen, however, as to the degree of sun protection warranted
for survivors of other cancers, given evidence that vitamin D from sun
exposure may be protective against some solid tumors and their subsequent
progression (e.g., prostate cancer).

Complementary and Alternative Medicine: Complementary and alter-
native medicine (CAM) includes specific diet and exercise regimens, diet
and herbal supplements, acupuncture, massage, and mind-body therapies.
No CAM therapies have proven to be beneficial in terms of clinical out-
comes; however, some are effective in reducing anxiety (e.g., relaxation
therapy). Most cancer survivors use some form of CAM therapy, for ex-
ample, 60-89 percent of survivors take supplements, and 40-50 percent
initiate additional supplements at the time they are diagnosed. Providers
need to maintain open communication with their patients regarding CAM,
and they should refer patients to reliable sources of information (e.g., the
National Center for Complementary and Alternative Medicine). They also
should be aware of supplement use with harmful implications (e.g., beta-
carotene in smokers and PC-SPES use among men with prostate cancer) so
that they can advise their patients accordingly. Additional research is needed
to determine the effects of supplements to determine either their potential
benefits or adverse events in the survivor population.

In summary, cancer provides a teachable moment for making positive
lifestyle changes. Interventions need to be tested to determine how to best
capitalize on this opportunity so that healthy behaviors that are initiated
are sustained. Oncologists can play a key role in catalyzing behavior change.
Primary care providers, nurses, and allied health professionals have key
roles to play. Increasingly, Web-based programs, telephone counseling, and
mailed interventions may prove to be acceptable and effective in promoting
and sustaining lifestyle change. It is very difficult to change lifestyle behav-
iors, and sustained interventions to ensure long-term adherence are needed.

Cancer survivors are very interested in such lifestyle factors as diet,
exercise, and smoking. When asked “How do you like to receive assis-
tance?” survivors report the most interest in interventions that are delivered
via the mail, with less interest reported for clinic-based programs, telephone
counseling, and computer-based approaches. Recently, however, a tele-
phone-based intervention for smoking cessation in young adults was shown
to be highly effective.

A mailed material intervention called Fresh Start has been very success-
ful in changing behaviors of newly diagnosed breast and prostate cancer
patients. A new program called RENEW is currently testing a hybrid pro-
gram of mailed materials (exercise bands, portion-guided tableware and
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workbooks) and telephone counseling among long-term survivors of breast,
prostate and colorectal cancer. Its goal is to facilitate weight loss and diet
and exercise behaviors in an effort to improve functional status.

In summary, cancer survivors are at risk for cancer recurrence,
comorbidity, functional decline, and decreased survival. Adherence to be-
havioral health guidelines that have been developed for survivors may help
reduce these risks. More research is needed to determine the optimal con-
tent, formats, and delivery channels for interventions in these areas. It is
clear, however, that sustained lifestyle modification is crucial to achieving
optimal health among cancer survivors. Related assessments, education and
counseling, and appropriate referrals need to be incorporated into survivor-
ship care planning.

Discussion

Dr. Patricia Ganz questioned whether the education and counseling
needed in this area can be accomplished successfully by oncologists. She
advised establishing links with primary care physicians, who are providing
these interventions for many of their patients. Although it is very important
to sensitize the oncology community about these issues, primary care phy-
sicians, in following these patients over the long term, will need to be
especially vigilant in addressing them. It is critical for the oncologist to say,
“This is important,” because doctor recommendations are extremely pow-
erful motivators, but at the same time, it is important to somehow establish
linkages with other resources.

Dr. Demark-Wahnefried agreed, reinforcing the fact that oncologists
play an important role in persuading patients to change their behaviors and
in catalyzing appropriate action. If suggestions for behavioral change are
made and included in the care plan, primary care physicians will be
prompted to raise these issues and to be proactive when it comes to making
referrals.

As a primary care provider, Dr. Jean Kutner recommended that oncol-
ogy providers inform primary care providers of the increased risks facing
cancer survivors. Behavioral counseling is very central to what general
internists do, especially as preventive health is incorporated into pay for
performance initiatives. Primary care providers, however, are unlikely to be
familiar with the heightened risks facing cancer survivors.

Dr. Kenneth Schellhase, a family physician from Milwaukee, cautioned
that there is no evidence that primary care providers who counsel patients
to lose weight are effective. He pointed out that there is actually good
evidence that such counseling does not work. Cancer survivors, however,
are a motivated group, and so they provide a golden opportunity to test
whether, in this context, advice might actually be followed.
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PHYSICIAN AND SURVIVOR DECISION SUPPORT USING
INFORMATION TECHNOLOGY: THE PASSPORT FOR CARE

Presenters: Dr. David Poplack, Dr. Marc Horowitz,
and Dr. Michael Fordis

The Passport for Care is an online national resource for survivors of
childhood cancer that is under development by Baylor College of Medicine’s
Texas Children’s Cancer Center and Baylor’s Center for Collaborative and
Interactive Technologies, in collaboration with the COG through a work-
ing group and steering committee.14

As discussed throughout this workshop, cancer survivors face the fol-
lowing serious issues:

• Medical late effects;
• Lack of consistent long-term medical follow-up;
• Psychosocial concerns;
• Employment and insurance problems; and
• Discrimination.

Complicating their situation, childhood cancer survivors have frequent
changes in health care providers, and they often see primary care physicians
who are unfamiliar with survivorship issues. For example, a 28-year-old
survivor of Wilm’s tumor who received radiation therapy at age 4 and is
seeing a primary care provider because he has developed hematuria may
not know that this symptom may be associated with his history of cancer
treatment. The primary care physician is unlikely to make this connection,
especially if the survivor lacks details of his diagnosis and treatment history.

The IOM report identified the need for every survivor to have a Survivor-
ship Care Plan that contains detailed information regarding cancer diagnosis
and treatments, recommended follow-up evaluations, preventive practices
and health maintenance information, and guidance on available resources
related to psychosocial concerns, employment, and health insurance.

The Passport for Care is being developed to provide this care plan
information to childhood cancer survivors. It is an Internet-based resource
that provides survivors and their physicians or caregivers immediate access
to a portable care summary of the survivor’s treatment history, individual-
ized guidelines for care, information and links on prevention and healthy
lifestyles, alerts to guideline changes and new information on late effects of
therapies that the survivor may have received, general news on survivor-

14For additional information on the Passport For Care, see the background paper prepared
by Drs. Poplack, Horowitz, and Fordis in Appendix D.3.
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ship, a customized list of national and local resources, provider contact
information, and opportunities to participate in research. The passport also
provides access to a survivor forum, which allows the survivors to contact
others who have had the same disease or who have had similar treatments.
There are video stories of individual survivors with the same disease. The
Passport for Care is a means of empowering survivors and facilitating their
long-term follow-up.

Survivor participation in the Passport for Care will be voluntary and
will require consent. One of its most notable features is that the survivor
will control the sharing of information, both what is shared and how it is
shared. Both the information in the passport and the process of sharing
information are secured using encryption technology. The Passport for
Care has been designed to be in compliance with requirements of the Health
Insurance Portability and Accountability Act (HIPAA).

The Passport for Care will ultimately contain portals for the survivor,
the primary care physician, and the pediatric oncology physician following
survivors. The portal for pediatric oncology physicians is being developed
first in order to meet the needs of providers in the Children’s Oncology
Group, which treats over 90 percent of the children with cancer in the
United States.

The Passport for Care is based on the Comprehensive Long-term Fol-
low-up Guidelines for Survivors of Childhood, Adolescent, and Young
Adult Cancers that have been developed by COG’s nursing discipline and
late effects committee. COG members have enthusiastically endorsed
broader dissemination and use of the guidelines in helping childhood cancer
survivors and other health professionals who provide care to survivors to
recognize and manage health risks related to late effects of treatment. How-
ever, because of the length of the guidelines and the detail contained in
them, clinical utility of the paper-based version of the guidelines on a day-
to-day basis in a busy clinical practice is limited. It is precisely for this
reason that the Passport for Care, with its ability to generate individualized
follow-up recommendations, is anticipated to be attractive to the practicing
clinician.

Use of the guidelines is likely to increase when they are accessible
through the Passport for Care. It can serve as a clinical guide to the physi-
cian in terms of what questions he or she needs to ask the survivor, what the
physician should be looking for on the physical examination, what studies
need to be done, and how often. Physicians will have access to detailed
information embedded with the guidelines, including access to the latest
references that relate to any particular recommendation. They will also be
able to access links on the COG website that provide detailed information
on pediatric cancer and survivorship issues.

It is important to keep in mind that the Passport for Care is not a
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comprehensive medical record, nor is it intended to be a substitute for an
ongoing physician follow-up effort. Workshop participants were shown a
brief demonstration of the Passport for Care prototype to illustrate how the
passport will be used by survivors and their health care providers.

What is the current status of the Passport for Care? The COG guide-
lines are now housed in the passport’s database and can be easily updated
or modified. A consensus has been reached on the elements to be included
in the COG care summary, and these elements have been integrated into the
passport database. The survivor and primary care portals are being com-
pleted, and pilot testing is scheduled for selected COG clinics in early 2007.
An evaluation will be conducted to validate the feasibility, utility, and
impact of the Passport for Care on the follow-up of long-term survivors.

The passport as envisioned will play an important role in research. It
will serve as a way to recruit survivors into studies and will also provide
opportunities for educational and outcomes research. In terms of training,
continuing medical education credits could be given to those physicians
who use it.

What are some of the challenges faced in developing the Passport for
Care that are relevant when considering such a tool for survivors of adult
cancer? The first and most important prerequisite for such a tool is having
evidence-based guidelines and adapting them to online use. A care sum-
mary is then needed. A major problem in the development of the Passport
for Care has been securing financial support. Most representatives of fed-
eral funding agencies, although excited about the passport, do not have
funding mechanisms to support the development of these sorts of applied
tools. More readily available is funding for research to demonstrate the
value of the passport. For its development, support has come from a variety
of organizations, including the LAF, Ronald McDonald House Charities,
and the Hearst Foundations. What is needed for the long term is a source of
support to maintain this type of resource. Possibilities being considered
include the development of a survivorship foundation or an endowment
that would allow us to maintain and improve this technology over the long
term. The Passport for Care represents a paradigm and a model that could
potentially be applied to survivors of adult cancer. Adult oncology care
differs markedly from pediatric oncology care. Nevertheless, it is likely that
the Passport for Care could eventually be adapted for survivors of adult
cancers.

Discussion

Dr. Peter Raich of Denver Health Medical Center applauded how the
Passport for Care has been designed to meet the needs of survivors while at
the same time facilitating entry into clinical trials. Such a system for adults,
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even using some of the templates under discussion at the workshop, could
potentially increase clinical trial enrollment among adults, which now stands
at 3 to 5 percent. Dr. Poplack is optimistic that the passport can be adapted
for survivors of adult cancer, but he cautioned that “the devil is in the
details.” In the context of adult cancer, he advised starting with a discrete
population of patients, for example, breast cancer survivors. For this group,
evidence-based guidelines can be developed and integrated into a passport-
like tool that can be tested as a “proof of principle.”

Dr. Shapiro congratulated the passport developers for their outstand-
ing work and pointed out that the Passport for Care comprehensively ap-
plied principles embodied in the IOM report. He asked how the passport
works in practice, for example, “Who inputs data into the system?” Dr.
Poplack responded that, in the COG, the care summary information can be
entered by oncology physicians, nurse practitioners, or certified research
administrators. The physician checks and verifies the information. This
aspect of the passport is key, because the underlying algorithms use this
information to generate the individualized guidelines. Once the treatment
summary information is entered, the rest is automatically generated.

Dr. Poplack reiterated the monumental nature of the guideline devel-
opment process. While difficult, the process of adapting the guidelines
into the standard format required by the passport system has improved
the guidelines.

Dr. Ganz asked about interoperability and wondered if oncology pro-
viders could download guideline recommendations from the passport sys-
tem into the physician’s own electronic record. Dr. Poplack described how
physicians can read or can access and retrieve information electronically
and then can use it in their own systems. The passport will be interoperable,
and one of the goals will be to have automatic population of the passport
with information that is entered into the treatment summary record. The
COG has developed a very comprehensive care summary that, once com-
pleted, will be linked with the Passport for Care.

REACTION

Dr. Lawrence N. Shulman

As an invited reactant to the presentation given by Dr. Poplack and his
colleagues on the Passport for Care, Dr. Shulman credited the pediatric
community with leadership in all aspects of survivorship. Examples include
not only the Passport for Care effort, but also early adoption of survivor-
ship clinics and an organized system to develop comprehensive guidelines.
In his view, incorporating information technology into adult care systems
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presents some unique challenges. Dr. Shulman shared some of the lessons
he has learned over the 15 years he has applied information technology
solutions to improving adherence to guidelines and ensuring patient safety.

• Tools to create a Survivorship Care Plan must have a high usability
rating by the physicians, nurses, and certified research administrators who
are going to be completing it. Without their acceptance, the system will not
be adopted.

• Tools must be easily changeable as new information becomes avail-
able. Programmers or analysts must be able to enter new information into
the system overnight to reflect the latest scientific evidence.

• Decision support should be a component to improve the output and
benefit of the tool.

–In relation to completion of forms: knowing the last bit of data
should lead to entry of the next, for example, choosing breast cancer should
lead to breast cancer chemotherapy and hormonal regimens and breast
radiation options.

–In relation to delineation of risks and recommendations: selecting
certain treatments should preselect risks and follow-up recommendations.

• Development of tools should be iterative: if you try to develop and
deploy the perfect system, you will never implement any system. Start
simple and develop a system that can grow and improve with experience.

• Tools must be widely available for practicing clinicians in both aca-
demic and community settings, for those using and not using electronic
medical records. The vast majority of adult patients get their care in com-
munity-based programs.

• Tools should have customized output that may be different for pa-
tients, referring physicians, and oncology records.

• Tools should be able to use disease- and treatment-specific informa-
tion as decision supports to develop individualized risk assessments and
follow-up care recommendations.

• Tools might incorporate information for which there are different
levels of evidence. The level of evidence may be specified.

• Clinicians completing the form should be able to edit statements
regarding risks and recommendations on assessments.

• As risk factor and patient-specific information changes, the tool
needs to be able to incorporate new data, revising risk assessments and
recommendations.

• Tools should supply risk assessments and recommendations around:
–medical issues specific to individual cancer and treatment history;
–psychological issues and support; and
–routine health care, as indicated.
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Dr. Shulman presented slides showing a pilot tool being developed at the
Dana-Farber Cancer Institute. It represents a simple approach and a place
to start in adult survivorship care. The first slide shows the entry of the
diagnosis of Hodgkin’s lymphoma (Figure 4-9).

Once the diagnosis is entered, the chemotherapy page pulls up the
specific chemotherapies that are used for that cancer (Figure 4-10). The
provider can check the agents and then enter the total doses.

The radiation page profiles what the Hodgkin’s lymphoma patient is
likely to have gotten, and the provider specifies the doses and the dates
(Figure 4-11).

The information provided on chemotherapy and radiation therapy is
summarized on a treatment summary page (Figure 4-12).

An assessment/problem list is then generated based on the patient’s age,
sex, and treatments (Figure 4-13). The provider can then go down the list
and check risks—for example, in this case, azoospermia, cardiomyopathy,
coronary artery disease, depression and anxiety, and risk of second cancers.
The provider can indicate that the patient’s risk has been ruled out or that
the patient has the listed problem.

Once the provider has identified the pertinent risk factors, information
and recommendations can be generated in a bulleted format (the informa-
tion shown in the figure is in draft form and is shown only to illustrate how
the system might work) (Figure 4-14).

A patient summary can be generated and printed. This draft example is
written in patient-friendly language and is called an oncology long-term
follow-up summary (Figure 4-15). It instructs the survivor to share the
summary the doctors and to keep it in their personal files.

FIGURE 4-9  Diagnosis entry.
SOURCE: Shulman, 2006.
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A summary suitable for distribution to the primary care provider can
also be generated (Figure 4-16).

Dr. Shulman raised several questions for the workshop participants to
consider regarding implementation:

• Will physicians and nurses want to use such a tool? Will its potential
value make them feel that its use is worthwhile? Will peer pressure motivate
its use?

• Could the treatment summary become the equivalent of a clinic note
or admission note and be considered a part of normal practice?

• Could the treatment summary be required by regulatory agencies such
as the Joint Commission on the Accreditation of Healthcare Organizations?

• Could the use of this tool be tied to pay for performance and reim-
bursement to improve the quality and rationality of follow-up care? Payers
and insurers want well-codified care plans.

• Could patients help push this as an expectation of their care?

Dr. Shulman described mechanisms to encourage the development of
information technology that will facilitate survivorship care. A centralized,

FIGURE 4-10  Chemotherapy entry.
SOURCE: Shulman, 2006.
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FIGURE 4-11  Radiation entry.
SOURCE: Shulman, 2006.

FIGURE 4-12  Treatment summary.
SOURCE: Shulman, 2006.

national effort, similar to the COG guideline development project, is needed
in adult oncology. Teams will need to be assembled by cancer type to
achieve consensus on the content of the care plan—for example, the chemo-
therapy and radiation therapy regimens that need to be included, the risks
for late effects, and recommended follow-up. This collaborative effort might
be similar to the NCCN’s efforts to develop guidelines. There is a need to
start simply but on a platform that will facilitate enhancements with time.
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FIGURE 4-13  Assessment/problem list.
SOURCE: Shulman, 2006.

FIGURE 4-14  Recommendations.
SOURCE: Shulman, 2006.
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A central organization needs to be established to assume this task. It
will need an administrative arm, clinical teams, and an information tech-
nology group that manages the development of the tool. Funding will have
to support this effort—including the development, implementation, mainte-
nance, and evaluation costs.

REGIONAL APPROACHES TO
CANCER SURVIVORSHIP PLANNING

Presenter: Dr. Tim Byers

As clinicians become engaged in survivorship care planning and as
tools are developed to aid them, it is important to be thinking about the role
of organizations and institutional systems at the state, regional, and local

FIGURE 4-15  Patient treatment summary.
SOURCE: Shulman presentation, 2006.
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FIGURE 4-16  Primary care provider (PCP) summary.
SOURCE: Shulman, 2006.

levels.15  These could be involved in both responding to and perhaps moti-
vating national opportunities. A recent example of this interplay between
local and national opportunities is the decision by the companies making
Coca-Cola and Pepsi-Cola to remove high-calorie carbonated beverages
from U.S. schools. This national solution was reached because of activities
at the local level. It became clear to drink manufacturers that they were
going to lose their access to schools city by city, and so a number of bottom-
up efforts created a top-down solution. Both kinds of solutions will be
necessary to improve U.S. cancer survivorship care. There are going to be
national efforts, but also some state, regional, and local ideas and demon-
stration projects that will emerge.

15For additional information on regional approaches to cancer survivorship planning, see
the background paper prepared by Dr. Byers in Appendix D.4.
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State-level cancer control efforts are beginning to focus on cancer survi-
vorship. Across the country there are 44 states with comprehensive cancer
control plans. The CDC has a strategy to capitalize on their state-based
investments in epidemiologic surveillance, tobacco control, and breast and
cervical cancer screening. They are providing support to states to help them
coordinate these varied efforts into cohesive and comprehensive cancer
control programs.

States have received assistance for planning, but they now face the
challenge of implementing their plans with limited support. Most have
specified that they want to cut cancer death rates, decrease smoking, ad-
dress the problems of obesity and physical inactivity, and increase screening
for cervical and breast cancer. Without the necessary federal support, the
44 states that are implementing their plans are trying to identify new sources
of support and partners. In response to a question that Dr. Byers posed to
the audience about involvement with state plans, about 10 percent of the
workshop participants indicated that they were well engaged with their
state’s cancer control program, two-thirds indicated that they were unfa-
miliar with their state’s plan, and the balance fell somewhere in between.

Dr. Byers introduced Dr. Loria Pollack, a medical officer at CDC, and
asked her about its vision for state cancer programs over the next 5 years.
Dr. Pollack indicated that CDC sees itself as providing an impetus, guid-
ance, and expertise to states as they design their own plans. CDC does not
want to dictate how states create their plans or what goes into them. CDC
has provided guidance to address the entire continuum along the cancer
trajectory, from prevention and early detection to palliative and end-of-life
care. The budget for comprehensive cancer control planning has gone up,
but more and more states, tribes, and territories are getting this support.

CDC encourages states to create coalitions of clinicians, public health
departments, businesses, and advocacy organizations. The comprehensive
cancer control plan is an impetus to bring these divergent groups together.
CDC expects the partners to also provide some funding. In Georgia, to-
bacco settlement money has gone into the planning efforts. In Connecticut,
$6 million has been directed to cancer planning from the state budget, the
hospital fund, and other sources. CDC takes a background role as these
coalitions take ownership of the cancer control plan to serve their own
communities.

Dr. Byers noted the existence of a wide gap between public health and
clinical care in the United States, resulting in some state coalitions lacking
the necessary clinical partners. Most of the systems involved in care for
cancer patients are not represented in the cancer coalitions. Creative ways
to engage clinicians are needed. The cancer plans, in order to be considered
comprehensive, need to diversify to include clinical perspectives. A content
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analysis of the 44 state plans shows that tobacco control, epidemiologic
surveillance, and cancer screening goals are all well represented. There is
very little coverage of clinical issues.

There is an enormous opportunity to use the state cancer planning
groups and the state cancer coalitions to move survivorship care planning
forward into demonstration projects. Every one of the 44 state cancer plans
mentions cancer survivorship as an important issue. Most of these plans
mention survivorship only briefly. There are at least two states, Oregon and
Minnesota, that have some focus on cancer survivorship planning. All of
the states recognize that they need to do more to address the needs of cancer
survivors, and they are looking for something specific to do. Including
survivorship care issues in the state plans may engage some of the clinical
partners who have not yet come to the table, especially if they can partici-
pate in a specific demonstration project. Survivorship as a public health
issue is something that both NCI and CDC have been talking about, and
the LAF is now joining with both of those organizations to try to move this
forward.

There are opportunities in the short term to have demonstration projects
in partnership with public health agencies and some of the NCI-supported
cancer centers. There are 39 comprehensive cancer centers around the
United States whose primary mission is cancer research. Each one of them
has an unfunded mandate to earn that adjective “comprehensive” in its
name and provide community service through education and outreach.

In the short term, NCI-designated comprehensive cancer centers,
CCOPs, and other cancer care systems could take a look at their clinical
trials and examine the opportunities to answer questions related to cancer
survivorship. Dr. Raich, asked to comment on this suggestion, pointed out
that few adult cancer patients participate in clinical trials and that relatively
few trials have been designed with survivorship issues in mind. Neverthe-
less, these programs could provide excellent settings for doing pilot studies
in cancer survivorship care planning. The big obstacle is funding such
demonstration projects. CCOPs can receive “cancer control credits” for
conducting this kind of research, and this may represent a small motivator
for them to get involved.

Dr. Byers mentioned that many patients leaving clinical trials are not
given a Survivorship Care Plan at the conclusion of their treatment, and
they probably should have such a plan. This could be a good place to pilot
test paper- or Web-based versions that have been discussed. Cancer centers
are supposed to be innovative and cutting edge, and the treatment provided
as part of any trial is very well defined. This and the fact that quality-of-life
outcomes are often measured as part of trials would seem to make this an
ideal place to start.
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Other opportunities for demonstration programs at the state or re-
gional level may be through the Centers for Medicare and Medicaid Ser-
vices’ (CMS) quality improvement organizations (QIOs). QIOs may exam-
ine claims data to identify problems and work in concert with providers to
improve care. Some cancer quality programs have been undertaken, but
most of the successful efforts have been in the area of cardiovascular disease
and diabetes management. A QIO-run demonstration project would be
very natural because they already work closely with providers to monitor
and evaluate care. A joint project could be undertaken by two or three of
them around the country. If the demonstration project were successful,
both operationally and in terms of improved outcomes, then it would be
expected to become a standard of care. Once a program was established in
Medicare, other payers would be likely to come on board.

Sometimes local health care systems can have an enormous impact. For
example, if the Mayo Clinic adopts a new policy, then southern Minnesota
is affected as a region. When the Marshfield Clinic moves ahead with a new
program, then central Wisconsin is affected as a region. This is also the case
with large managed care programs such as Kaiser Permanente.

In summary, in terms of the various organizations that can affect state
and regional approaches to survivorship care planning, state public health
departments have a key role to play. They are the conveners of the state-
level cancer control programs. The state public health agencies will have to
learn how to accommodate multisectorial involvement, especially private-
sector involvement and leadership in improving the cancer situation in
states. State health agencies must be active partners in the process, but they
will need to step aside to let others move the process forward. Comprehen-
sive cancer centers have an important role to play, but they will need to
avoid ivory tower approaches and design demonstrations projects that have
a business model for the private sector so that they can be sustainable.
QIOs have statewide reach. They are generally not active partners in state
cancer programs, but there is an immediate opportunity for CMS to con-
duct demonstration projects and affect state-level practice along these lines.
Health professional societies tend to be more national than local, but in
some areas there are some active local health professional societies that
might come to bear on this.

To move the agenda forward, cancer survivorship planning should be a
key element in every state comprehensive cancer control plan. Inclusion in
the plan does not ensure its implementation. However, if there are action-
able items in the plans, and if there is interest in the community, then
putting some specific goals and objectives into plans for cancer survivorship
care planning could be very helpful.

Should the plan say that, statewide, by the year 2010 everybody is
going to have a care plan? That might be a long-term vision, but the most
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useful action item for the next 2 to 3 years would be to conduct some
demonstration projects, evaluate them, publicize the results, and then move
toward standardizing the practice. It may be the case that the imperative for
care planning will be established nationally in the next two to three years,
but it is also likely that local initiatives will be needed to motivate change at
the national level. As demonstrations are proceeding, business models must
be developed to sustain survivorship care planning.

Dr. Demark-Wahnefried suggested that for states to take an active role,
CDC will have to encourage demonstration projects on survivorship. Dr.
Pollack said that while CDC is very interested in this area, they have no
dedicated funds for survivorship projects.

Dr. Byers pointed out that CDC does not have the resources for 98
percent of the items that are in cancer plans. This is why diversification is
necessary. Dedicated tobacco tax revenues, the private sector, and nongov-
ernmental organizations can be mobilized to support the implementation of
these plans.

Dr. William Kraybill identified another potential partner in state or
regional cancer control, the American College of Surgeons’ Commission on
Cancer (ACS-COC). Most large and small cancer programs around the
country are organized in a multidisciplinary fashion and abide by a set of
standards promulgated by the ACS-COC. They are partially funded by the
American Cancer Society and are likely to be enthusiastic about moving
survivorship forward. Dr. Byers agreed and suggested that the combination
of the American Cancer Society, the ACS-COC, and the state tumor regis-
tries represent a potentially powerful triad that has not been fully taken
advantage of.

Dr. James Talcott characterized survivorship as crosscutting and men-
tioned organizational barriers that make it difficult to cut across disease
entities. Academic medicine is often organized by disease, and often, one
must duplicate effort for breast cancer, prostate cancer, lymphoma, and
every other oncology subspecialty. It is sometimes hard to engage in activi-
ties that cut across diagnoses. There are almost no opportunities for re-
searchers to work with other investigators who are doing the same thing
“one disease over.”

Finally, Dr. Byers discussed how the traditional public health role of
surveillance could be enhanced to further survivorship care planning. Per-
haps methods could be devised to routinely monitor outcomes of confu-
sion, anxiety, fatigue, dissatisfaction with care, and poor quality care. Sur-
vivorship-related quality-of-care measures could include those related to
poor transitions in care or underuse of tamoxifen among women with
breast cancer who were prescribed the medication. Cancer registries could
be monitoring outcomes after cancer apart from death and (in some) recur-
rence. Demonstration projects on enhanced cancer registration to capture
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some of these data elements could be considered. Extending cancer registra-
tion into these areas on a fairly routine basis would help to shine a light on
the problem.

In summary, Dr. Byers reiterated the value of working with state cancer
programs to build survivorship issues into the comprehensive cancer con-
trol plans. This planning effort should be moved out of public health agen-
cies, so that public health is a partner but not a convener of these plans.
Extending the public health function of surveillance to include cancer out-
comes that are common and important to cancer survivors should be con-
sidered and tested. Demonstration projects could be initiated soon to begin
to test these ideas and processes and to move them forward.
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5

Pilot Tests and Assessment
of Their Impact

INTRODUCTION

Moderator: Dr. Julia Rowland

This session of the workshop addresses pilot tests of survivorship care
planning and efforts under way to assess their impact. Craig Earle describes
the LIVESTRONG™ Survivorship Center of Excellence Network, which is
supported by the Lance Armstrong Foundation. The role that the American
Society of Clinical Oncology’s Quality Oncology Practice Initiative (QOPI)
could potentially play to improve survivorship care is then discussed by
Patricia Ganz. Martin Brown illustrates the potential for research networks
to promote applied survivorship research with the success of the National
Cancer Institute’s HMO Cancer Research Network in carrying out cancer-
related health services research. Peter Bach then describes the Centers for
Medicare and Medicaid Services’ (CMS) 2006 Oncology Demonstration
Program as an effort to learn more about the status and quality of contem-
porary cancer care. Lastly, Craig Earle returns to present a comprehensive
evaluation and research agenda for survivorship research.

LIVESTRONG™ SURVIVORSHIP
CENTER OF EXCELLENCE NETWORK

Presenter: Dr. Craig Earle

The Lance Armstrong Foundation (LAF) plans to accelerate progress in
addressing the complex needs of the rapidly growing number of cancer
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survivors through a collaborative network established to meet the follow-
ing goals:

• Transform how survivors are perceived, treated, and served;
• Help create a body of knowledge, understanding, and evidence;
• Develop and deliver evidence-based treatment and care interventions;
• Increase the quality and integration of survivorship services;
• Strengthen linkages between survivorship services and primary can-

cer treatment and care;
• Increase accessibility to services among ethnically diverse and under-

served survivors;
• Create insurance and reimbursement mechanisms to cover survivors’

care and services; and
• Help find sources of support to sustain survivorship centers over the

long term.

In establishing these goals, the LAF recognized the complexity of survivor-
ship care, the relative lack of experience with long-term survivorship care,
and the lack of training available for providers of survivorship care.

Centers of excellence have been established in five locations: (1) Memo-
rial Sloan-Kettering Cancer Center in New York City; (2) Dana-Farber
Cancer Institute in Boston; (3) Fred Hutchinson Cancer Research Center in
Seattle; (4) the University of Colorado in Denver; and (5) the Jonsson
Comprehensive Cancer Center at the University of California, Los Angeles.
These centers will be involved in the following activities:

• Collaborative clinical, biomedical, psychosocial, and health services
research;

• Accessible, relevant, and integrated quality care and services;
• Development and testing of new medical, psychosocial, and behav-

ioral interventions;
• Dissemination and delivery of new information, interventions, and

best practices to those in need; and
• Training the next generation of health care professionals, social ser-

vice providers, and researchers.

Each center of excellence will develop its own network of community-
based centers, which will provide direct services locally to survivors
 in traditionally underserved areas. Figure 5-1 shows the interactions
among the LAF, the centers of excellence, and their affiliated network of
community-based centers.

The LAF invited selected cancer centers to respond to a “closed” re-
quest for proposals (RFP). The following additional four cancer programs
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are not officially part of the network but have received support to develop
their survivorship programs:

• Cook Children’s Medical Center in Fort Worth, Texas;
• University of Pennsylvania in Philadelphia;
• Nevada Cancer Institute in Las Vegas; and
• Rainbow Babies and Children’s Hospital in Cleveland, Ohio.

The plan is to harness the expertise, experience, creativity, and produc-
tivity of the leading centers and have them share their knowledge and
resources to improve the delivery of services to survivors. This collabora-
tion is expected to accelerate the progress in cancer survivorship. The devel-
opment of a standardized Survivorship Care Plan is one of the priorities of
the network. The centers have a coordinated development plan under way
to pilot test templates at the centers of excellence and their community-
based partners. This program will serve as a large laboratory to promote
quality cancer survivorship care.

FIGURE 5-1 Interactions among participants in the Lance Armstrong Foundation
Center of Excellence Network.
SOURCE: Earle, 2006.
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Discussion

Dr. David Poplack of Texas Children’s Cancer Center asked Dr. Earle
about planned initiatives in the area of education and training, pointing out
that awareness of survivorship issues and care is absent from most contem-
porary programs. In fact, it is possible for a pediatrician to go through
training and never rotate through a hematology or oncology unit. Dr.
Shulman of the Dana-Farber Cancer Institute confirmed that at his institu-
tion the house staff are spending less and less time in cancer medicine and
are spending almost no time in the ambulatory setting, which is where
survivors are seen. There is a training system in place that will graduate a
group of primary care doctors who have essentially no experience in this
area.

Dr. Earle acknowledged the importance of training, adding that physi-
cians need not become experts in oncology, but they need at least to recog-
nize what the potential issues are when dealing with a cancer survivor and
have some idea of what to do and whom to refer to. The Dana-Farber
Center of Excellence is affiliated with a rural oncology practice in New
Hampshire and is collaborating with an urban community health center
and centers in New England that deliver pediatric cancer care. Specialists in
the center will be working with community-based primary care physicians,
pediatricians, and pediatric oncologists to raise awareness of survivorship
issues and how to address them.

Dr. Lee Newcomer of the UnitedHealth Group asked Dr. Earle to
describe how the Centers of Excellence would know if they were successful
in 3 years and how they planned to measure the achievement of success.
The centers have been measuring patient satisfaction and acceptance as well
as knowledge gained following interactions with the clinic. Dr. Earle recog-
nized the importance of looking at some other outcomes, such as anxiety,
and those relating to the coordination of the transition out of cancer
therapy. Dr. Lawrence Shulman suggested that the measure of the network’s
success will be the pace of accomplishment and the creation of collabora-
tive efforts. Ms. Mary McCabe added that, in terms of outcomes or metrics
for success, the collaborators from Memorial Sloan-Kettering decided to
start with two very simple but realistic aspects of the program, feasibility
and acceptability. The program changes the paradigm of care and extends it
to include the survivorship period. Important questions are, “Can this be
done in a cancer center?” and “Is it acceptable to the patients, the physi-
cians, the nurses, and the referring primary care providers?” A survey will
be conducted of these stakeholders to assess reactions to the program.
Another metric to be used is adequacy of screening among cancer survivors
followed in the institution.

In response to a question about future solicitations and participation in
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the LAF effort, Ms. Caroline Huffman said that a steering committee is
providing guidance and that, at this point, LAF plans to keep the closed
RFP model. The Centers of Excellence Network is viewed as bold and filled
with tremendous possibilities, but the immediate plans are to concentrate
on getting the network launched and initiating the ambitious collaborative
projects.

When questioned about educational materials used in the centers of
excellence clinics, Dr. Earle reported that, although they were not using the
Lance Armstrong LIVESTRONG notebook, they are incorporating all of
its elements in structured letters to patients that include the treatment plan,
the treatment summary, and the survivorship care plan. Structured consul-
tation notes are sent to the primary care providers and the oncologists
involved. Mr. Richard Boyajian added that the team at the Dana-Farber
Cancer Institute is involved with BlueCross and BlueShield in the develop-
ment and evaluation of a transition notebook for use among breast cancer
survivors.

Clinics in this network will be working toward developing and testing
a single template, rather than having each of the centers developing its own.
An attempt is being made to satisfy both the academic and community-
based providers.

Ms. Kathy Smolinski, representing the Association of Oncology Social
Work, asked whether there are staffing standards for the centers of excel-
lence. Dr. Earle responded that there were no standards, and that each
center has developed staffing levels for its own setting. The program started
with limited evidence and experience at hand. A tremendous amount has
been learned in the past year and a half, as the clinic has taken on this
relatively new area of survivorship care. Ms. McCabe, from the Memorial
Sloan-Kettering Center of Excellence, added that while each of the centers
has taken an institutional approach to what might work, the barriers and
the goals for each of the centers are the same. This common purpose is
behind the collaboration on specific tasks, such as the care plan and adher-
ence to screening. There are some important areas in which there is agree-
ment, but at the same time there is a realization that one size does not fit all.
Dr. Earle mentioned that the issue of acceptability of survivorship clinics
among oncology physicians is a critical one. Some physicians are very
threatened by the idea of a specialized survivorship clinic, worrying that
they will lose their patients if such a program is available.

Dr. Patricia Ganz of the University of California, Los Angeles described
the diversity represented in the five centers of excellence. Three are free-
standing cancer centers, and two are state-funded university programs. All
are comprehensive cancer centers, but they vary in their level of resources.
The kinds of models that each center develops will reflect this diversity and
that which exists in the various community-based partners. Oncology care
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delivered in America varies greatly by geography and setting, and different
models of excellence are likely to emerge to suit specific environments.

QUALITY ONCOLOGY PRACTICE INITIATIVE

Presenter: Dr. Patricia Ganz

Several years ago, as the American Society of Clinical Oncology (ASCO)
embarked on the National Initiative on Cancer Care Quality (NICCQ), it
became very apparent to the highly skilled health services researchers who
were running that project how arduous it was to collect oncology data from
medical chart reviews. The study involved reviews of 1,600 patients in
multiple cities. Unlike other data collection efforts related to diabetes, ar-
thritis, and heart disease, the review of oncology care was complicated by
records being in multiple places, completed by different kinds of providers,
and organized in a nonstandard fashion. The record abstractors felt lucky if
the record included an initial consultation note that might have spelled out
the planned treatment or a flow sheet that captured the course of treatment
received. Often, however, a nurse abstractor had the arduous task of going
through every page of the record to find out what drug doses were delivered
and if a doctor followed the recommended prescription for the adjuvant
therapy.

It became clear to ASCO that if the professional society was going to
advance quality-of-care assessment, there needed to be a better way of
getting this kind of data in a systematic way. With the publication of the
Institute of Medicine (IOM) report on cancer survivorship, it became clear
that survivorship care planning depends on having accurate and accessible
diagnostic and treatment information.

Dr. Deborah Schrag discussed in her presentation the steps that have
been taken to establish the content for the treatment summary (see Chapter
2). To test the draft template, five oncologists involved in ASCO’s QOPI
volunteered to try it in their group practices. Two versions were tested in
practices, most of which did not have an electronic medical record; a paper-
and-pencil and a dictatable form. Both formats seemed relatively easy to
use. The dictated form obtained more information because physicians may
have felt obligated to go back through the chart and dictate it as they would
a discharge summary. The paper version was completed more quickly than
the dictated form.

Disease-specific formats are undergoing development to be tested fur-
ther within the QOPI network because there are common regimens for
treatment that can be prefilled, making completion of the form easier. For
hematologic cancers, it may be difficult to decide when a patient needs an
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end-of-treatment summary, since for many of those individuals the disease
may be chronic in nature.

Based on this pilot work, it is clear that more work is needed on the
treatment summary. Physicians pilot testing the form felt strongly that it
needs to be brief. The form needs to synthesize succinctly what went on
without summarizing the entire chart. That said, some medical oncologists
have indicated that they want the information to be comprehensive and
complete so that the form could meet other recordkeeping requirements. It
will be critical to communicate the purpose and intent of the treatment
summary so that the appropriate elements are included on the standardized
template.

In terms of next steps, plans are to revise the forms and then broaden
the participation into more QOPI practices. The development process will
be iterative and will involve getting buy-in from all users. Physician and
nurse buy-in is a prerequisite to success. Ultimately, the design of the tem-
plate has to be adapted for electronic medical records. ASCO is actively
pursuing development of an oncology electronic record because those that
are available for primary care physicians are not well suited for oncology.

Dr. Rowland commented on the strictly medical content of the draft
templates and wondered what would happen if one added a psychosocial
component. Dr. Ganz responded by pointing out that the template is meant
to be a conversation piece. Like the informed consent form, it is not just
signing the document that is important. Transfer of information depends
on the verbal communication, the other supplementary materials given to
the patient, and then the reiteration of the information at every visit. Even
though the form is short, the piece of paper should be associated with a very
lengthy conversation, and it is something that the patient takes away. These
tools can serve as a catalyst for these in-depth conversations. The written
records are especially important, because patients do not always have ac-
cess to their medical records and may need them in the case of natural
disasters or doctors closing their practices. Having a concise synoptic state-
ment of what went on can go a long way to facilitate the conduct of
conversations.

Some doctors are better at engaging in these conversations than others.
Perhaps survivors can be encouraged and activated to ask at the end of
treatment “Well, how am I going to be followed now? How are you going
to know if my cancer is coming back?” When these questions arise, physi-
cians will at least have a document with the medical aspects of care spelled
out. We hope it is going to be backed up in many practices with the
resource information that Ms. Diane Blum described in her presentation
(see Chapter 4). Physicians, as part of their posttreatment conversation
should be ready to say, “By the way, I know this is a very stressful period;
would you want to talk to the social worker who works with me or the
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support group that I think would be helpful to you?” Setting time aside to
have a conversation is what the Survivorship Care Plan template will facili-
tate. It is a starting point, and there is agreement that we have to get started.

Dr. Michael Fordis of Baylor College of Medicine mentioned the possi-
bility of granting credit for continuing medical education (CME) as an
incentive for using the Survivorship Care Plan template. Some CME credits
are being granted to individuals who are participating in quality improve-
ment initiatives. Maintenance of certification was mentioned as another
potential incentive, but the experience nationally is that relatively few pro-
viders participate in quality programs in response to this incentive. Dr.
Ganz pointed out that there is a large group of physicians who completed
their training more than 10 years ago and who are now required to do
something for their American Board of Internal Medicine recertification.
This may provide an impetus for some to participate in the QOPI project.
The initial cohort of QOPI participants was motivated by competition and
an interest in peer evaluation. Once there is agreement on the treatment
summary, its completion could be considered for inclusion in the QOPI
quality measure set. This may occur in the next 2 to 3 years. ASCO is
discussing with the National Committee for Quality Assurance (NCQA)
the potential for a physician certification program in oncology, which could
be based on the QOPI initiative.

Dr. Al Marcus of the AMC Cancer Research Center agreed with the
need for treatment summaries and care plans as recommended in the IOM
report and elsewhere. He pointed out that pilot tests are under way to
assess usability and feasibility, but in the long term he thought that these
care plans must be evaluated for their effects on important survivorship
outcomes. Such evidence will be needed to persuade payers and others that
survivorship care planning is an essential component of care.

THE HMO CANCER RESEARCH NETWORK

Presenter: Dr. Martin Brown

The Cancer Research Network (CRN) is a cooperative agreement sup-
ported by the National Cancer Institute. It consists of research organiza-
tions affiliated with 12 large nonprofit health maintenance organizations in
the United States, including:

• Six Kaiser Permanente affiliates (Southern California, Northern Cali-
fornia, Oregon, Hawaii, Georgia, and Colorado);

• Group Health Cooperative, Seattle, Washington;
• Lovelace Sandia Health Clinic, Albuquerque, New Mexico;
• Henry Ford Health System, Detroit, Michigan;
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• Health Partners, Minneapolis, Minnesota;
• Harvard Pilgrim Health Care, Boston, Massachusetts;
• Meyers Primary Care Institute, Worcester, Massachusetts.

The CRN is a resource for which there are potential partnerships for survi-
vorship research. The network, originally funded in 1999, has been ap-
proved for renewal. Support will depend on peer review and the budget of
the National Cancer Institute (NCI) in 2007. If all goes well, this network
will be an available resource for at least 5 more years. The network is
ideally suited for pilot testing a treatment summary and care plan, because
the researchers in this network have access to health care systems that will
provide care to 15 million individuals by 2007. There were 37,503 incident
cancers in the network in 2003. CRN is especially well suited for studies of
survivorship and long-term outcomes because the majority of health main-
tenance organization (HMO) members diagnosed with cancer remain en-
rolled. Five-year retentions rates were 84 percent.

Most of the health systems involved in the CRN have integrated deliv-
ery systems and are on the cutting edge of having comprehensive and
integrated health information technology systems. These networks already
have automated data on enrollment, utilization, laboratory, pharmacy, and
hospitalizations. They are all in the third or fourth year of installing elec-
tronic medical records, and most of them are using the same vendor for the
electronic medical record. An oncology module is under development and
will be used across the network. All the networks are in the process of
building extensive Web applications to connect the management, the pro-
viders, and the patients of these networks. All of these resources are poten-
tially available for researchers who want to conduct intervention studies or
surveillance studies. Many of the sites have established linkages to local
Surveillance Epidemiology and End Results (SEER) tumor registries or main-
tain a local tumor registry.

There are several components of existing studies that relate to survivor-
ship. For example, one study assessed the efficacy of prophylactic mastec-
tomy for women at high risk for breast cancer. From that study a follow-up
cohort was constructed, and those women are being questioned about their
survivorship experience. Other studies are assessing psychosocial issues,
late effects of treatment, and palliative and end-of-life care. The network
has established a survivorship interest group, so there is interest and expe-
rience in this area. External members are welcome to join the survivorship
special interest group.

The network is open to the general research community. External in-
vestigators can propose studies to the network. The network has an
informatics resource that can do quick turnaround feasibility analyses to
determine how many patients are available, what kind of information is
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available on these patients through electronic medical records, what type of
patient is not available, and types of information that would require chart
review or a special survey.

A study can proceed if it is feasible, there is an interested scientific
partner in the network, and funding is available. Numerous studies have
been undertaken in collaboration with outside investigators. To make the
CRN more accessible to outside investigators, NCI is mandating in the
renewal requests for applications that additional resources go into a col-
laboration core, which will have dedicated resources to facilitate even
quicker and better kinds of studies. NCI is considering the possibility of a
funded competitive supplemental program dedicated to researchers who
want to do collaborative studies. This would be something of a fast-track
mechanism for getting these collaborative studies up and going.

A recent issue of the Journal of the NCI Monograph (No. 35, 2005) is
exclusively devoted to the CRN. It includes a very detailed description of its
structure, function, and governance and about 18 research articles, some of
them related to survivorship research.

Discussion

Dr. Rowland highlighted an attractive feature of the CRN, that inves-
tigators may access family data because families are usually enrolled in
the systems of care. A study can therefore include outcomes not only of
the survivor, but also of the secondary survivors’ health care utilization.
The CRN also allows assessments of the costs associated with interven-
tions and with utilization. This is a unique platform to ask some of the
very questions that have been raised during the workshop about the role
of care plans and their potential benefits for patients and their families,
payers, and society.

Dr. Tim Byers, of the University of Colorado Cancer Center, asked Dr.
Brown to comment on the availability of funding to support external inves-
tigators who wish to collaborate with the CRN. Dr. Brown expects that
when the new grant starts up again in March 2007, there will be substantial
pilot funds in the grant. However, if an investigator wants to do a major
study in collaboration with the CRN, they will have to apply for RO1
funding through the usual processes. The competitive supplemental funding
mechanisms mentioned may be available in a year or two. Some other
funding mechanisms might be relevant. One is a program announcement
for economic studies. It does not have any funds associated with it, but
these program announcements have been very useful in channeling grants
to the right program directors and study sections. The applicants are ad-
vised to some degree, and they have been quite successful. Cathy Bradley
has done some very interesting work on the employment experience of
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cancer survivors. She has had several grants funded through this program
announcement.

There is also a program announcement on the use of health claims data
for health services research. This has been used primarily to fund research
using the SEER-Medicare database, which is maintained by NCI, but it
could also be used for analyses of other types of health claims

THE CENTERS FOR MEDICARE AND MEDICAID SERVICE’S
2006 ONCOLOGY DEMONSTRATION PROGRAM

Presenter: Dr. Peter Bach

CMS conducts demonstration projects to identify and evaluate new
approaches to health services delivery and/or reimbursement. There are
many examples of demonstration projects turning into programmatic ini-
tiatives. One example is Medicare Advantage, which is a system in which
private plans receive a capitated payment amount for each Medicare ben-
eficiary who chooses to receive all their care from the plan. The Medicare
Part D program, which pays for prescription drugs, also began as a demon-
stration program. CMS is actively experimenting with different strategies,
for example, paying for quality metrics or paying for efficiency, in an
effort to move toward a delivery system that enhances quality and is
patient centered.

An oncology demonstration program began in 2005 to evaluate the use
of billing codes to gather data on cancer patient symptoms. Oncologists
submitted symptom G codes in association with codes used for infusion
chemotherapy administration. Under Medicare’s fee-for-service system, a
doctor submits a bill on a form (called the 1500 form) and codes are filled
in at the bottom of that bill signifying the patient’s diagnosis and the
services delivered. For this demonstration, CMS created additional codes to
capture physician assessments of pain control, nausea and vomiting, and
fatigue. Physicians were paid $130 for reporting on these three symptoms
in association with a chemotherapy treatment visit. By the end of the year,
more than 80 percent of oncologists were submitting data on chemotherapy
patients’ symptoms using these billing codes. This demonstration provided
the proof of principle that the billing system could work to capture data on
important patient outcomes. Mathematica has a contract to evaluate these
data and summarize lessons learned from this demonstration.

The 2005 demonstration was limited to patients undergoing intrave-
nous chemotherapy, and there was interest in broadening the scope of
measurement to extend to all cancer patients along the continuum of care.
In addition, there was an interest in developing longitudinal measures of
efficiency, that is, getting similar or better outcomes and well-coordinated
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care for less cost. Longitudinal data are also need to assess alternative
payment mechanisms, such as prospective or capitated payment.

Several steps have been taken in 2006 to augment the oncology demon-
stration program. In 2006, the demonstration will apply to nearly all oncol-
ogy patient visits, insofar as it will rely on evaluation and management
codes (called E&M codes) instead of G codes. Physicians use E&M codes
for doctor-patient interactions when the focus is on problems and care
planning. This shift in emphasis also removed the incentive for intravenous
treatments in place of alternative therapeutic choices, such as oral chemo-
therapy.

Under the 2006 demonstration, physicians submit claims for every
E&M visit, a process that creates a longitudinal record of claims. CMS is
paying $23 for each of these reports. This reimbursement level is lower per
claim ($130 in 2005), but physicians can apply the E&M code to more of
their patients. New measures have been incorporated into the 2006 demon-
stration, including disease status, visit focus, and guideline adherence for
each patient, on each visit. CMS created codes for 13 cancers, representing
about 85 percent of Medicare payments to hematologist oncologists and
medical oncologists (Box 5-1).

CMS created a set of stratification disease status codes for each of these
13 cancer types. There is a total of 60 disease status codes with three to
seven codes per cancer type.

Having measures of disease status was felt to be more valuable than
having information on stage alone. A patient’s disease status can change
over time. The six disease status codes for colon cancer shown in Figure 5-
2 incorporate information on stage.

The colon cancer codes include five categories representing a hybrid of
stage of presentation and current disease status, for example, presence of

BOX 5-1
Cancer Types Covered in the CMS

2006 Oncology Demonstration Project

1. Lung
2. Breast
3. Prostate
4. Colon
5. Rectum
6. Gastric
7. Pancreatic

8. Esophageal
9. Ovarian

10. Head and neck
11. Chronic myelogenous leukemia

(CML)
12. Non–Hodgkin’s lymphoma (NHL)
13. Multiple myeloma

SOURCE: Bach, 2006.
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recurrence or metastases. In creating these categories, there was some lump-
ing and some splitting. Code G9086, for example, is stage III colon cancer
after surgery, representing an important subgroup of patients who benefit
from adjuvant chemotherapy. In contrast, code G9088 represents a mix of
patients, ones presenting with metastatic disease as well as ones developing
local recurrences and metastatic disease after diagnosis. The sixth category,
code G9089, represents the situation when extent of disease is unknown, is
not yet determined, or under evaluation.

Oncology visits typically address multiple issues, and, under the dem-
onstration, clinicians are asked to code one of the following six activities as
the predominant focus of the visit:

1. Work-up, evaluation, or staging;
2. Decision making, supervising therapy, or managing toxicity;
3. Disease surveillance;
4. Expectant management;
5. Palliative therapy or end-of-life care (life prolongation not antici-

pated); or
6. Other.

The 2006 demonstration also asks clinicians to report on their adher-
ence to clinical practice guidelines issued by the National Comprehensive

FIGURE 5-2  Colon cancer disease status codes.
SOURCE: Bach, 2006.

T1-4, N1- 2, MO 
(i.e. Stage III)

M1, Metastatic , Locally 
recurrent, Progressive

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


120 IMPLEMENTING CANCER SURVIVORSHIP CARE PLANNING

Cancer Network (NCCN) and the American Society of Clinical Oncology.
Much of cancer care for the 13 cancer types included in the demonstration
is addressed by the guidelines of these two organizations. Clinicians, in
reporting whether or not they have adhered to guidelines, can use one of the
following response categories:

• Yes, treatment adherent to guidelines;
• No, patient on institutional review board (IRB)–approved clinical

trial;
• No, treating physician disagrees with guideline recommendations;
• No, patient prefers alternative or no treatment;
• No, patient comorbidity or performance status precludes guideline

treatment;
• There are no guidelines relevant to patient’s condition;
• No, another reason.

The focus of CMS on guideline adherence is based on the belief that
guidelines capture the current standards for most of cancer care. Most of
the guidelines are evidence based, and the extent of the evidence supporting
them is well annotated. When the guidelines are not evidence based, they
are at least based on a consensus of current opinion. In addition, using
guidelines is advantageous because they are generally kept up-to-date. Try-
ing to use CMS codes to keep up with changing standards of oncology care
would be difficult. An alternative to asking about guideline adherence would
be to measure directly the application of particular elements of care for
selected patient subgroups. Sometimes, such direct measures are embedded
in the guidelines. Included in the NCCN guidelines, for example, is that
stage III colon cancer patients after surgery should be offered adjuvant
chemotherapy.

This demonstration will help CMS learn whether asking about guide-
line adherence is an effective way to measure quality of care. The demon-
stration will allow CMS to determine when physicians disagree with guide-
lines, what clinical situations are not well addressed, and when patients
elect alternative treatments. Answers to these questions could inform medi-
cal educators, guideline developers, cancer advocacy and education, and
research policy.

More needs to be learned about how patient preferences affect treat-
ment decisions. If the 2006 demonstration data show that patients are
making choices that run counter to current guidelines, for example, refus-
ing radiotherapy when it is recommended, there will have to be further
analyses to understand what factors underlie these decisions. Does this
reflect patient preference, or does it represent the fact that there are no
accessible radiotherapy facilities?
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Dr. Bach provided an example of how the 2006 demonstration project
measures adherence to the standard of offering stage III colon cancer pa-
tients adjuvant chemotherapy after surgery. To determine the proportion of
patients for whom appropriate care is provided, a rate is assembled with a
numerator and a denominator. The denominator includes patients with an
ICD-9 code for colon cancer as well as the disease status code indicating
stage III cancer. The focus of the visit would be coded “supervising treat-
ment.” In this case, the physician would need to report whether their treat-
ment conformed to the relevant guideline for treatment. They could indi-
cate that the patient’s treatment adhered to guidelines or that the patient
preferred alternative or no treatment. The physician reports can be vali-
dated using claims data. CMS pays for individual chemotherapies using J
codes, so in this example, these claims can be used to assess whether adju-
vant chemotherapy is actually provided. A preliminary look at data from
January and February 2006 indicates that adjuvant therapy is provided in
about 82 percent of cases of stage III colon cancer, according to physician
reports. About 6 percent of patients are refusing this therapy.

The CMS 2006 oncology demonstration will provide some needed
basic information on disease status and treatment patterns. This is informa-
tion that even the cancer registries cannot provide. There may be opportu-
nities to learn more about the frequency and timing of recurrence and
cancer progression. The data may also provide valuable information on the
proportion of care directed at palliation. Very preliminary data from the
demonstration suggest that between 1 and 2 percent of cancer visits have
palliation as a primary focus.

The CMS 2006 demonstration also permits some examination of the
quality of cancer care. We will be able to document the extent to which
oncologists are at least self-reporting that they are following practice guide-
lines. It may be possible to generate feedback reports to physicians to
inform them how their practices compare with peers. Ultimately, the dem-
onstration may form the basis for publicly reported information on oncol-
ogy practices. A report card format could be used to present comparative
information on local oncology practices. These hypothetical applications
will require much more experience and evaluations of preliminary efforts.
This demonstration may also help to build the groundwork for estimating
prospective costs for disease management and for providing benchmarks
for measures of efficiency.

Dr. Bach asked the workshop audience to consider whether the 2006
CMS oncology demonstration represents the right approach to measure-
ment. A strength of the demonstration, in his view, is the reliance on
guideline-based standards from the oncology community. The demonstra-
tion represents a departure from other CMS efforts, for example, the physi-
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cian voluntary reporting program, in which internal standards have been
developed.

There are many challenges ahead. Coordinating the codes and the guide-
lines represents a technical challenge. Importantly, the guidelines that are
used in the program must be free of conflicts of interest. Agreement among
stakeholders will need to be reached to determine how assurances for
conflict-free guidelines can be made.

Discussion

Dr. James Talcott began the discussion by raising a concern about
basing the oncology demonstration on guidelines that are both evidence
based and based on expert opinion. There is sometimes a blurring of the
distinction between these two types of guidelines. When experts are con-
vened to develop guidelines, the recommendations for care often end up
reflecting how these experts happen to practice. The consensus guidelines
may not be consistent with evidence. Dr. Talcott also wanted clarification
on potential conflicts of interest. Are the concerns related primarily to
financial conflicts of interest? There is also an embedded self-interest of
experts on the guideline committees that needs to be considered. Dr. Talcott
asked if CMS has thought about the dependence on consensus guidelines as
part of the CMS 2006 demonstration.

Dr. Bach responded that more rigor is needed in terms of the content of
the guidelines, how CMS characterizes the guidelines, and how the doctors
evaluate whether or not they are following them. How to balance the use of
consensus-based standards versus evidence-based ones is very important.
Presumably, the guidelines will improve as they receive more scrutiny. In
many areas of oncology practice, there are limited data with which to
determine best practices. This reflects a shortcoming of the current knowl-
edge base, and the CMS demonstration is likely to help drive the develop-
ment of further knowledge.

Dr. Sheldon Greenfield pointed out that physicians’ adherence to guide-
lines is usually not based on reports from the physicians who are being
evaluated. Is it possible that the CMS 2006 demonstration is bringing about
changes in practice by raising physicians’ awareness of available clinical
practice guidelines? Dr. Bach agreed that there may be such an effect,
whereby practices are influenced by the very act of measuring their perfor-
mance. This “Hawthorne” effect is likely to diminish over time. There were
many hits on the NCCN guideline website following the announcement of
the 2006 demonstration. CMS expects clinicians to be familiar with the
guidelines. Hospitals self-report their adherence to quality measures, and
audits of the validity of these reports have been largely positive but mixed.
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CMS will have to conduct validation studies through analyses of adminis-
trative records and some fieldwork.

Dr. Ganz asked whether participation in the 2006 demonstration is as
high as that observed in the 2005 demonstration. What is required of
physicians in 2006 is much more challenging. The reporting categorization
and coding scheme is more complex and time-consuming in 2006. Dr. Bach
replied that while data are preliminary and from only the first few months
of the demonstration, participation appears to be high, with greater than 80
percent of physicians reporting data.

In the context of developing treatment summaries and care plans, Dr.
Ganz asked if in 2 to 3 years agreement is reached on content and format,
whether the use of these documents could be ascertained in the CMS dem-
onstration system. Dr. Bach indicated that it would likely be relatively easy
to integrate use of care plans into the demonstration, especially if a recom-
mendation for the use of treatment and care plans were incorporated into
recognized practice guidelines. Dr. Bach pointed out that the focus of the
visit coding used in the 2006 demonstration has not broken out survivor-
ship care planning. Ideally, one would like to be able to identify this aspect
of care, but the rules of E&M coding are complex, and changing them can
be quite involved. It is easier to nest this sort of information into the
existing codes for focus of the visit.

Dr. Byers asked whether CMS’s quality improvement organizations
(QIOs) could play a role in developing and demonstrating the effectiveness
of treatment and care plans. Dr. Bach agreed that the QIOs could be a
vehicle for independent demonstration projects. There are many examples
of pilot projects carried out in a single state QIO. For example, studies have
been conducted to see if mailing people fecal occult blood testing cards
improves screening rates. QIOs have a quality measurement infrastructure
that allows them to conduct such studies. QIOs are guided in their activities
by a nationally established scope of work. Over time, it may be possible to
incorporate aspects of survivorship care into those overarching goals set for
the program. Before CMS would act to incorporate treatment and planning
into programmatic initiatives, there would need to be evidence on effective-
ness and related costs.

Dr. Byers asked if there were ways to identify the potential misuse of
certain therapies. He pointed out that CMS sometimes pays for treatment
that is contraindicated according to guidelines. Trastuzumab (Herceptin),
for example, is sometimes prescribed for uses for which there is no evidence
that it is effective. Dr. Bach responded by stating that CMS does not have a
national coverage determination on Herceptin. This means that CMS does
not regulate its use at the national level. The use of Herceptin is managed by
CMS contractors, the local carriers. It is within their contractual discretion
to monitor the appropriateness of drugs and tests. CMS will pay for
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Herceptin for its listed off-label use in compendia. If CMS makes a national
coverage determination on an intervention, then payment policies can be
enforced. For example, CMS will not pay for an implantable cardiac
defibrillator for anyone with an ejection fraction over 35 percent.

AN EVALUATION AND RESEARCH AGENDA

Presenter: Dr. Craig Earle

The IOM asserted in its recent report that survivorship care plans have
strong face validity and can reasonably be assumed to improve care unless
and until evidence accumulates to the contrary. The report recommended
moving forward with implementation and at the same time engaging in
applied research to define optimal models of delivery and quantify effects
on survivors’ health and well-being. In the IOM report there is a strong
recommendation for action and also a charge going out to the research
community to accumulate the evidence surrounding use of survivorship
care planning. Creating survivorship care plans is time-consuming and re-
quires work from busy clinicians. Understanding the benefit to patients as
well as the costs to health systems and providers will be important factors
in disseminating survivorship care planning.

Research is needed to determine how the entire Survivorship Care Plan,
in addition to the following elements of it, affect outcomes:1

• Treatment summary;
• Description of possible clinical course (e.g., expected recovery from

acute toxicities);
• Surveillance plan for recurrence and late effects;
• Psychosocial issues and available resources; and
• Lifestyle recommendations.

There are research questions associated with each of these elements.
Are all of these elements needed for all cancer survivors? Are psychosocial
interventions as important for a stage II colon cancer as they are for a
woman with advanced breast cancer? Is the transition to survivorship really
a teachable moment, or is it the case that lifestyle issues would be better
addressed by a primary care provider 6 months later? These are empirical
questions that need to be answered.

Research outcomes that could be considered occur at both the patient
level and the systems level (Table 5-1).

1This presentation is supplemented by a commissioned background paper prepared by Dr.
Earle (see Appendix D.5).
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The IOM survivorship focus groups indicated that satisfaction with
care would improve with survivorship care planning. Some patients have
the feeling that they have been abandoned by their oncologists. While there
is a perception that doctors are not doing much for them in the posttreat-
ment period, in reality, many things are being done. Perhaps providers need
to discuss with patients what follow-up steps are being taken on their
behalf. Explicitly sitting down and saying, “Here is what I have been doing
for you; here is what I have been checking in your blood work in advance of
your visit” might improve the patient’s communication, knowledge, and
satisfaction.

Evaluating how survivorship care planning affects anxiety or depres-
sion is critically important, because while such planning is likely to address
these issues for most patients, it may increase anxiety or depression for
others. Implementing parts of the Survivorship Care Plan may assist in
identifying late effects of cancer treatment, and if interventions are avail-
able there is the possibility of relieving symptoms and improving quality of
life, functional status, and survival. Implementing surveillance strategies
might identify second malignancies earlier or recurrences of cancer at a time
when interventions could be beneficial. Survival could be considered as an
outcome of studies evaluating survivorship care plans. However, surveil-
lance studies require very large sample sizes to detect what are likely to be
very small differences, and so survival may not necessarily be the main
outcome by which to judge the success or failure of survivorship care
planning.

There are also systems-level outcomes that can be considered in evalu-
ations of survivorship care planning. These include communication and
coordination of care studies that could focus on potential improvements in

TABLE 5-1 Research Outcomes to Be Evaluated in Survivorship Research
Patient-Level Outcomes System-Level Outcomes

• Knowledge • Communication/coordination
• Satisfaction • Practice patterns
• Symptoms • Processes/quality of care

– Anxiety, depression • Efficiency
– Physical – Resource utilization, time, cost

• Quality of life
– Physical, psychosocial, and/or

spiritual wellbeing, perceived
health and functional status

• Survival

SOURCE: Earle, 2006.
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linkages between specialty and primary care, as well as increased involve-
ment of primary care physicians in posttreatment care.

Practice patterns and processes and quality of care—for example,
whether appropriate mammography surveillance occurs following breast
cancer treatment—could be affected by survivorship care planning and
should be evaluated. Efficiency is a very important measure. Better coordi-
nated, well-planned care is probably less costly. Care planning may help to
avoid duplication of follow-up tests or unnecessary tests. If patients are well
informed of their potential risks for late effects or recurrence, they may not
receive MRIs for headaches or other tests that are not likely to be informa-
tive. Survivorship care planning could, however, result in care that is more
expensive given the time and resources that will be needed to create and
then implement the plan. Care planning would also result in people receiv-
ing tests who, without care planning, would not have received recom-
mended surveillance. That is going to add to cost, one hopes with benefit,
but it will add to cost. How survivorship care planning affects resource use
and costs is an important area of research.

In testing survivorship care plans, attention will have to be paid to the
needs of subpopulations. Individuals with different cancers may have dis-
tinct issues to be addressed. Age, race/ethnicity, socioeconomic status, and
geography could all affect the optimal format and content of a care plan.
For example, the format that might work best for an adolescent or young
adult cancer survivor is probably different from a format suited to an
elderly person with prostate cancer or colon cancer. The health of patients
affects the health of their family members and other caregivers and so it is
reasonable to also look at the effects of survivorship care planning on
caregivers.

There are many researchable questions around the setting and person-
nel required for survivorship care planning. Demonstrations are needed to
evaluate whether the responsibility for care planning should rest primarily
with the oncology specialist, perhaps in conjunction with a nurse practi-
tioner, a team in a dedicated survivorship clinic, or through a shared care
model between the oncology and primary care provider. The optimal care
delivery model will be likely to vary according to patient preference and
circumstance. Demonstrations may also be tested to evaluate methods to
financially support the delivery of services.

Various formats for care plans can also be tested, for example, struc-
tured oral consultations, written paper copy, or electronic formats. How
structured or flexible the format needs to be to accommodate different
clinical practices also needs to be assessed. Critical is determining the mini-
mum essential elements of the care plan. Feasibility studies will be needed
to see if some parts of the care plan can be automatically generated, for
example, from electronic pharmacy record systems. It may be feasible to
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develop and test Web-based systems that are accessible by both patients
and their care providers.

Several types of research study designs may be applied to these various
questions. Qualitative research, such as focus groups and interviews, can
identify potential barriers to implementation and strategies to overcome
them. Observational studies, such as cross-sectional surveys of patients,
may be instructive to assess knowledge, needs, and gaps in care delivery.
Answers to some questions pertaining to surveillance patterns may be as-
certained through medical record review or analyses of administrative data.
Prospective cohort studies may also be informative. For example, a cohort
study that included a baseline measurement of knowledge, anxiety, or other
outcome of interest and then provided patients with all or part of the
Survivorship Care Plan could help determine how that variation in plan
content affects outcome.

Quasi-experimental studies, in which the experience before and after
administering care planning is assessed, could be informative. There may
also be some natural experiments in which comparisons could be made
between clinics that, for example, implemented just the treatment summary
and those that implemented both the treatment summary and the care plan.

Finally, randomized controlled trials could be conducted on aspects of
patient follow-up. Such trials are expensive and logistically difficult, but
they are very informative. Eva Grunfeld is an investigator who has com-
pleted several trials on alternative follow-up strategies for women with
breast cancer.2  Clinical trials would provide the best evidence on how
outcomes are affected by survivorship care planning. For the questions
pertaining to economic resource utilization, trials may be the only mecha-
nism to obtain good estimates. One of the challenges to conducting ran-
domized trials will be contamination. If randomization occurs at the level
of a patient, a physician who is providing care planning to some patients
and not to others is probably going to improve the survivorship care plan-
ning that they do with all patients. Because the IOM and other groups have
recommended survivorship care planning, there may also be ethical issues if
some patients are randomized to a group that does not receive care plans.

2Grunfeld E. et al., 2006. Randomized trial of long-term follow-up for early-stage breast
cancer: a comparison of family physician versus specialist care. Journal of Clinical Oncology
24(6):848-55. Grunfeld E. et al., 1999. Comparison of breast cancer patient satisfaction with
follow-up in primary care versus specialist care: Results from a randomized controlled trial.
British Journal of General Practice 49(446):705-710. Grunfeld E. et al., 1999. Follow-up of
breast cancer in primary care vs specialist care: Results of an ecomonic evaluation. British
Journal of General Practice 79(7-8):1227-1233. Grunfeld E. et al., 1995. Evaluating primary
care follow-up of breast cancer: Methods and preliminary results of three studies. Annals of
Oncology 6(Suppl 2):47-52.
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Any trial will probably have to test different levels or intensities of care
planning. In this case, large sample sizes will be necessary to detect differ-
ences between groups.

In conclusion, rigorous systematic studies are necessary in order to
determine what works and what does not work in survivorship care plan-
ning. The IOM report called for increased support for research and demon-
stration projects. The goal is to have good evidence on which to base
guidelines and standards of care and thereby improve care delivery and
optimize the health of survivors.

Discussion

Dr. Raich of Denver Health Medical Center suggested that multiinsti-
tutional, interdisciplinary collaborations will be needed to strengthen the
capacity to address the many research questions raised by Dr. Earle. Dr.
Earle agreed that a large collaborative venture was probably needed to
address the many challenges posed by this research. He noted, however,
that such collaborative networks were difficult to organize and fund. Dr.
Smita Bhatia of City of Hope Comprehensive Cancer Center emphasized
the need to learn from the experience of the pediatric oncology community,
which has organized a team effort to create care summaries and guidelines.
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6

Wrap-up Session

Ms. Ellen Stovall thanked the workshop speakers and participants for a
very informative meeting. On behalf of the sponsoring organization, the
National Coalition of Cancer Survivors, she thanked the workshop’s
partnering organizations, the Lance Armstrong Foundation and the Na-
tional Cancer Institute.

Dr. Sheldon Greenfield summarized the main themes that emerged
from the workshop. According to the discussions, he concluded that the
Survivorship Care Plan should: (1) recognize the interests of stakeholders,
including patients, primary care physicians, nurses, and insurers in its de-
velopment; (2) be portable and provided in both paper and digital formats;
(3) be designed in collaboration with the potential users, for example,
patients, physicians, and nurses; (4) include a set of elements that represent
a minimum standard, allowing individual providers the opportunity to
tailor the care plan to their circumstances; (5) optimally be shared with
patients, starting with the treatment plan at the time of diagnosis and
continuing with a follow-up care plan at the conclusion of primary treat-
ment, amended as needed over time; (6) be used as a communication tool to
enhance the patient-physician relationship and assist in addressing survi-
vors’ psychosocial concerns, with appropriate referrals to supportive ser-
vices; and (7) be designed as a dynamic tool that will evolve as evidence
from research and demonstration projects emerges.

Ms. Stovall noted the great interest expressed by cancer survivors to
have survivorship care plans and improved communication with their pro-
viders. She also acknowledged the many challenges ahead that were raised
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by workshop participants, for example, how to develop survivorship care
planning as a standard of care, how to support the generation of empirical
evidence to discover how best to implement survivorship care planning, and
how to pay for this service to ensure its availability. While some of these
challenges seem daunting, she was encouraged by the success of the pediat-
ric oncology community in collaboratively developing survivorship guide-
lines and innovative tools to implement survivorship care planning.

She concluded that the workshop had galvanized support for survivor-
ship care planning and was reassured that the many adult cancer survivors
in need of this service will have it available to them. Ms. Stovall stated that
the patient advocacy community will be taking the important themes emerg-
ing from the workshop and entering into productive collaborations with
physicians, nurses, social workers, insurers, and other stakeholders to en-
sure progress in implementation efforts.
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Workshop Agenda

Implementing Cancer Survivorship Care Planning
An Institute of Medicine, National Cancer Policy Forum Workshop

Sponsored by the National Coalition for Cancer Survivorship in
Partnership with the Lance Armstrong Foundation and

the National Cancer Institute

Date: May 15 and 16, 2006
Location: The Marriott Georgetown University Conference Hotel

3800 Reservoir Road NW, Washington DC

Workshop purpose: Review next steps to implementing survivorship care
planning focusing on: templates for treatment summaries and care plans;
overcoming barriers facing providers and health care systems; and pilot
tests.

Monday, May 15, 2006

8:30-9:00 Breakfast
9:00-9:15 Welcome and Introductions

Sheldon Greenfield and Ellen Stovall

Session I: Survivorship care planning: overview
9:15-9:45 Patricia Ganz-Implementing the survivorship care plan
9:45-10:30 Deborah Schrag-The status of treatment summaries for

oncology care

10:30-10:45 Break
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Session II: Perspectives on survivorship care planning
10:45-12:30 Presentation of IOM-commissioned qualitative research

• Survivors-Rebecca Day and Reynolds Kinzey
• Nurses-Catherine Harvey
• Physicians-Annette Bamundo

12:30-1:30 Lunch

1:30-5:00 Discussion
• What are the essential elements of the care plan? Will

a single template work?
• Who is responsible for creating the plan and discuss-

ing the plan with patients?
• What are the respective roles of oncology/primary care

and physicians/nurses?
• What economic strategies could encourage implemen-

tation of care planning?
• What barriers exist to creating the care plan? How can

they be overcome?

Moderator: Sheldon Greenfield

Tuesday, May 16, 2006

8:00-8:30 Breakfast

Session III: Implementation issues
8:30-10:30 Resources for completing the care plan

• Kevin Oeffinger and Charles Shapiro-Survivorship
guidelines

• Diane Blum-Psychosocial support resources
• Wendy Demark-Wahnefried-Recommendations for

healthy lifestyle behaviors

10:30-10:45 Break

10:45-11:30 Information technology
• David Poplack, Marc Horowitz, and Michael Fordis-

Passport for Care, an online resource for survivors
of  childhood cancer

• Reactant: Lawrence Shulman
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11:30-12:30 Public health approaches
• Tim Byers-Regional approaches to cancer survivor-

ship planning

12:30-1:30 Lunch

Session IV: Pilot tests and assessment of their impact
1:30-3:15 Implementation through practice networks

• Craig Earle-LIVESTRONG Survivorship Center of
Excellence Network

• Patricia Ganz-ASCO’s Quality Oncology Practice
Initiative (QOPI)

• Martin Brown-The HMO Cancer Research Network
(CRN)

• Peter Bach-CMS’s 2006 oncology demonstration
program

3:15-4:00 Craig Earle-An evaluation and research agenda

Session V: Wrap-up
4:00-5:00 Moderators: Patricia Ganz, Caroline Huffman, Julia

Rowland, and Ellen Stovall
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Participant Names and Affiliations

Noreen M. Aziz, MD, PHD, MPH, National Cancer Institute
Peter Bach, MD, Centers for Medicare & Medicaid Services
Annette Bamundo, Bamundo Qualitative Research
Michael Bergin, National Coalition for Cancer Survivorship
Smitia Bhatia, MD, City of Hope Comprehensive Cancer Center
Judith Blanchard, MS, National Coalition for Cancer Survivorship
Diane Blum, MSW, CancerCare Inc.
Richard N. Boyajian, RN, MS, Dana Farber Cancer Institute
Martin Brown, PhD, National Cancer Institute
Patricia Buchsel, RN, MSN, FAAN, University of Washington School of

Nursing
Tim Byers, MD, MPH, University of Colorado Cancer Center
Jackie Casillas, MD, MSHS, David Geffen School of Medicine at UCLA
Charles Catcher, MD, New Hampshire Oncology-Hematology
Carol P. Curtiss, MSN, RNC, Massachusetts Pain Initiative
Sarah Davis, JD, MPA, University of Wisconsin Law School
Rebecca Day, Kinzey & Day Market Research
Wendy Demark-Wahnefried, PhD, RD, LDN, Duke University Medical

Center
Molla Donaldson, DrPH, MS, American Society of Clinical Oncology
Craig Earle, MD, MSc, Dana-Farber Cancer Institute
Betty R. Ferrell, PHD, RN, FAAN, City of Hope National Medical

Center
Michael Fordis, MD, Baylor College of Medicine
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Debra L. Friedman, MD, Fred Hutchinson Cancer Research Center
Martha E. Gaines, JD, LLM, University of Wisconsin Law School
Patricia A. Ganz, MD, UCLA Jonsson Comprehensive Cancer Center
Mark Gorman, National Coalition for Cancer Survivorship
Elizabeth Goss, Ropes & Gray
Sheldon Greenfield, MD, University of California at Irvine
Stacia Grosso, MA, National Coalition for Cancer Survivorship
Wendy S. Harpham, MD, FACP, Author/Speaker/Patient Advocate
Catherine Harvey, RN, DrPH, The Oncology Group
Pamela J. (PJ) Haylock, RN, MA, Oncology Consultant and Doctoral

Student, School of Nursing, University of Texas Medical Branch,
Galveston

Marc Horowitz, MD, Texas Children’s Cancer Center
Caroline Huffman, LCSW, MEd, Lance Armstrong Foundation
Linda Jacobs, PhD, CRNP, Abramson Cancer Center of the University of

Pennsylvania
Sherry Kaplan, PhD, University of California at Irvine
Suzanne Kho, Lance Armstrong Foundation
William G. Kraybill, MD, Roswell Park Cancer Institute
Jean Kutner, MD, University of Colorado Health Sciences Center
Wendy Landier, RN, MSN, CPNP, CPON, City of Hope National

Medical Center
Susan Leigh, BSN, RN, Cancer Survivorship Consultant
Frances Lewis, PhD, MN, University of Washington
Jean Mandelblatt, MD, MPH, Georgetown University Medical Center
Al Marcus, MD, AMC Cancer Research Center
Ross D. Martin, MD, MHA, Pfizer Human Health
Mary McCabe, RN, MA, Memorial Sloan-Kettering Cancer Center
Lee Newcomer, MD, UnitedHealth Group
Kevin Oeffinger, MD, Memorial Sloan-Kettering Cancer Center
Loria Pollack, MD, Centers for Disease Control and Prevention
David Poplack, MD, Texas Children’s Cancer Center
Peter Raich, MD, Denver Health Medical Center
John Rainey, MD, Louisiana Oncology Associates
Eddie Reed, MD, Centers for Disease Control and Prevention
Julia Rowland, PhD, National Cancer Institute Office of Cancer

Survivorship
Carolyn D. Runowicz, MD, University of Connecticut Health Center
Sheila Santacroce, APRN, PhD, Yale University School of Nursing
Aziza Shad, MD, Georgetown University Medical Center
Lawrence N. Shulman, MD, Dana-Farber Cancer Institute
Charles L. Shapiro, MD, Arthur G. James Cancer Hospital and Richard

J. Solove Research Institute
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Kenneth G. Schellhase, MD, Medical College of Wisconsin
Neil Schlackman, MD, National Coalition for Cancer Survivorship
Deborah Schrag, MD, Memorial Sloan-Kettering Cancer Center
Kathryn M. Smolinski, MSW, Association of Oncology Social Work
Ellen Stovall, National Coalition for Cancer Survivorship
James Talcott, MD, Massachusetts General Hospital
Ed Wagner, MD, Group Health Cooperative
Lari Wenzel, PhD, University of California at Irvine
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Excerpt
From Cancer Patient to Cancer Survivor:

Lost in Transition

PROVIDING A CARE PLAN FOR SURVIVORSHIP

A strategy is needed for the ongoing clinical care of cancer survivors.
There are many opportunities for improving care—psychosocial distress
can be assessed and support provided; cancer recurrences and second can-
cers may be caught early and treated; bothersome symptoms can be effec-
tively managed; preventable conditions such as osteoporosis may be
avoided; and potentially lethal late effects such as heart failure averted.

Recommendation 2: Patients completing primary treatment should be
provided with a comprehensive care summary and follow-up plan that
is clearly and effectively explained. This “Survivorship Care Plan”
should be written by the principal provider(s) that coordinated oncol-
ogy treatment. This service should be reimbursed by third-party payors
of health care.

Such a care plan would summarize critical information needed for the
survivor’s long-term care:
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• Cancer type, treatments received, and their potential consequences;
• Specific information about the timing and content of recommended

follow-up;
• Recommendations regarding preventive practices and how to main-

tain health and well-being;
• Information on legal protections regarding employment and access

to health insurance; and
• The availability of psychosocial services in the community.

These content areas, adapted from those recommended by the
President’s Cancer Panel (President’s Cancer Panel, 2004), are elaborated
upon in Box 3-16.

The content of the survivorship care plan could be reviewed with a
patient during a formal discharge consultation. Clinicians would likely
have discussed some aspects of the survivorship care plan before or during
treatment, for example, short- and long-term treatment effects and their
implications for work and quality of life.1  However, during acute treat-
ment, much time is spent dealing with the acute toxicities of treatment that
little emphasis is given to the post-treatment care plan. A substantial amount
of information needs to be communicated during this consultation and then
documented in an end-of-treatment consultation note. Appropriate reim-
bursement should be provided for such a visit, given the complexity and
importance of the consultation.

The member of the oncology treating team who would be responsible
for this visit could vary depending on the exact course of treatment. The
responsibility could be assigned either to the oncology specialist coordinat-
ing care or to the provider responsible for the last component of treatment.
Oncology nurses could play a key role. The survivorship care plan may
need revision as new knowledge concerning late effects and interventions to
ameliorate them, genetic disorders, and surveillance methods is identified.
Cancer survivors can help to ensure that the plan is followed. The consulta-
tion at the conclusion of primary treatment could serve as a teaching event
for survivors and their family members and provide opportunities to dis-
cuss with clinicians their prognosis, concerns, lifestyle issues, and follow-up
schedules. The plan could be used by survivors subsequently to raise ques-
tions with doctors and prompt appropriate care during follow-up visits.

1Providing a survivorship care plan may prove difficult for those individuals who cease
treatment prematurely and do not return for the remainder of their care. Primary care physi-
cians involved in subsequent care of such patients may need to contact oncology providers to
obtain a survivorship care plan.
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BOX 3-16
Survivorship Care Plan

Upon discharge from cancer treatment, including treatment of recurrences, every
patient should be given a record of all care received and important disease charac-
teristics. This should include, at a minimum:

1. Diagnostic tests performed and results.
2. Tumor characteristics (e.g., site[s], stage and grade, hormone receptor sta-

tus, marker information).
3. Dates of treatment initiation and completion.
4. Surgery, chemotherapy, radiotherapy, transplant, hormonal therapy, or gene

or other therapies provided, including agents used, treatment regimen, total
dosage, identifying number and title of clinical trials (if any), indicators of
treatment response, and toxicities experienced during treatment.

5. Psychosocial, nutritional, and other supportive services provided.
6. Full contact information on treating institutions and key individual providers.
7. Identification of a key point of contact and coordinator of continuing care.

Upon discharge from cancer treatment, every patient and his/her primary health
care provider should receive a written follow-up care plan incorporating available
evidence-based standards of care. This should include, at a minimum:

1. The likely course of recovery from treatment toxicities, as well as the need
for ongoing health maintenance/adjuvant therapy.

2. A description of recommended cancer screening and other periodic testing
and examinations, and the schedule on which they should be performed
(and who should provide them).

3. Information on possible late and long-term effects of treatment and symp-
toms of such effects.

4. Information on possible signs of recurrence and second tumors.
5. Information on the possible effects of cancer on marital/partner relation-

ship, sexual functioning, work, and parenting, and the potential future need
for psychosocial support.

6. Information on the potential insurance, employment, and financial conse-
quences of cancer and, as necessary, referral to counseling, legal aid, and
financial assistance.

7. Specific recommendations for healthy behaviors (e.g., diet, exercise,
healthy weight, sunscreen use, immunizations, smoking cessation, os-
teoporosis prevention). When appropriate, recommendations that first-de-
gree relatives be informed about their increased risk and the need for can-
cer screening (e.g., breast cancer, colorectal cancer, prostate cancer).

8. As appropriate, information on genetic counseling and testing to identify
high-risk individuals who could benefit from more comprehensive cancer
surveillance, chemoprevention, or risk-reducing surgery.

9. As appropriate, information on known effective chemoprevention strate-
gies for secondary prevention (e.g., tamoxifen in women at high risk for
breast cancer; aspirin for colorectal cancer prevention).

10. Referrals to specific follow-up care providers (e.g., rehabilitation, fertility,
psychology), support groups, and/or the patient’s primary care provider.

11. A listing of cancer-related resources and information (e.g., Internet-based
sources and telephone listings for major cancer support organizations).

SOURCE: Adapted from the President’s Cancer Panel (2004).
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Agencies that accredit health plans and other providers could build compli-
ance with the recommended consultation into their evaluation criteria (see
discussion of quality measures in chapter 4). With 61 percent of cancer
survivors aged 65 and older, the Medicare program could play a key role in
ensuring that the survivorship care plan is written, communicated, and
reimbursed. A formal assessment of survivorship care planning should be
undertaken to assess its value.

Survivorship care plans have been recommended by the President’s
Cancer Panel and by the IOM committee; however, the implementation of
such plans has not yet been formally evaluated. Despite the lack of evidence
to support the use of survivorship care plans, the committee concluded that
some elements of care simply make sense—that is, they have strong face
validity and can reasonably be assumed to improve care unless and until
evidence accumulates to the contrary. Having an agreed upon care plan
that outlines goals of care falls into this “common sense” area. Health
services research should be undertaken to assess the impact and costs asso-
ciated with survivorship care plans and to evaluate their acceptance by both
cancer survivors and health care providers.
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The Cancer Treatment Plan and
Summary:

Re-Engineering the Culture of
Documentation to Facilitate High

Quality Cancer Care

Deborah Schrag, MD, MPH*

Molla Donaldson, DrPH**

Abstract:

Cancer chemotherapy is typically administered over many days,
sometimes in the hospital and sometimes in office settings. It is
notoriously difficult, and often impossible, to recreate cancer treat-
ment histories from medical records. This impedes communication
between and among health care systems, physicians, and patients as
they traverse the spectrum of cancer care. Medical record keeping
does not include preparation of synoptic overviews when patients
transition from one therapy to another. For these reasons, it can be
difficult for patients and physicians to assemble an accurate under-
standing of individual chemotherapy treatments as well as the over-
all trajectory of a patient’s cancer care. The availability of new and
better drugs for treating cancer means that patients are living longer,
receiving more treatment, and managing the consequences of these
therapies. In turn, living longer means that cancer patients’ medical
records become thicker and it becomes even more challenging and
time-consuming to create a history from those written records. In
addition, like society as a whole, cancer patients are increasingly
mobile, seeking care at multiple settings and interacting with a vari-
ety of health care and allied professionals. In conjunction with the

**Health Outcomes Research Group, Memorial Sloan-Kettering Cancer Center
**American Society of Clinical Oncology
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National Coalition for Cancer Survivorship(NCCS) and other pa-
tient advocacy groups, the American Society of Clinical Oncology
(ASCO), the major professional organization representing medical
oncologists, is developing strategies to encourage medical oncologists
to prepare synoptic documents that provide an overview of care at
key transition points. The goal is two-pronged: to create a synoptic
document which can not only be used by other providers to quickly
recreate patient medical histories, but also to serve as a springboard
for discussion with patients at key transition points. This background
paper first outlines the rationale for developing cancer treatment
plans and summaries as a strategy to improve the quality of cancer
care and then describes progress to date towards achieving this goal.

I. Overview

Cancer care in the 21st century is exceedingly complex. As cancer
patients live longer and the range of chemotherapy treatment options ex-
pands, patients are ever more likely to receive care from multiple physi-
cians, across diverse delivery systems, over periods of many years. Both the
longer periods of survival and the multiplicity of providers make it espe-
cially challenging for oncologists to assemble all the information that is
necessary to understand a patient’s cancer treatment history. It is not just
that obtaining the actual physical records is problematic—although it can
be—rather, the more common challenge is obtaining a coherent summation
of myriad relevant events from a series of chronologically organized records.
Without a summary available to them, patients who have experienced a
series of complex treatments have great difficulty becoming partners in
their own care after completion of curative treatment.

Cancer survivors typically receive care from both oncology and non-
oncology providers and eventually transition back to the “regular” health
care system, where their care is usually provided by clinicians with no
special oncology training. Cancer survivors report that their providers are
sometimes uncertain about what, if any, special care might be required
given their cancer history.

To understand the cancer history, patients and their noncancer physi-
cians face a choice between requesting entire oncology records (on the one
hand) or a few key documents (on the other). The drawback of obtaining
entire records from multiple settings is that they are time-consuming to
review and inefficient to transmit and store. Furthermore, only a small
fraction of the contents of those records is likely to be relevant for ongoing
care. However, the drawback of asking for select key documents is that
detail may be missing. Medical oncology treatment can be viewed as a story
which begins with a detailed chapter (the new visit note) and unfolds over
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time in a series of follow-up chapters in office notes, chemotherapy flow
sheets, surgical, radiation, imaging and laboratory reports, referrals, and
possibly hospital discharge summaries. What both patients and providers
often need, however, is a brief summary of this story. At present, there is no
standard for preparing a “treatment summary,” and it is not part of the
culture of routine oncology practice.

Cancer quality-of-care research has highlighted the importance of care
coordination for cancer patients. One strategy for improving coordination
is to change the culture of medical records documentation so that prepara-
tion of synoptic treatment summaries becomes routine. The goal of this
background paper is to: (1) describe the current practice of medical records
documentation with a special focus on oncology; (2) discuss the rationale
for a treatment summary; (3) address challenges for implementation and;
(4) identify key components of these summaries with illustrations from
sample templates developed in conjunction with the American Society of
Clinical Oncology (ASCO).

This background paper focuses on the overall goal of changing the
culture of medical records documentation to include treatment summaries
for all patients, but highlights aspects of care that have special relevance for
survivors. The “transition to survivorship” care plan is simply a special
type of chemotherapy treatment summary that requires special attention to
issues of long-term follow-up such as fertility, management of late- and
long-term effects of cancer, and screening recommendations. The objective
of ASCO and the National Coalition for Cancer Survivorship’s (NCCS)
treatment plan/treatment summary initiative is to ensure that synopses of
care are provided for all cancer patients, including long-term survivors.
Successful implementation of this initiative will require the collaboration of
multiple stakeholders.

Medical oncologists are usually the providers who coordinate care for
cancer patients receiving multimodality treatment. For this reason, this
background paper emphasizes preparation of treatment plans and summa-
ries by medical oncologists. Moreover, medical oncology treatments are
especially challenging to track in medical records because, in contrast to
surgery and radiation, they unfold over lengthy time intervals. However, it
is important to emphasize that the preparation of treatment summaries is
relevant for other cancer providers and indeed, for all health care providers
who deliver care to persons with complex chronic conditions.

II. Background and Rationale:
Why Cancer Treatment Summaries Are Necessary

The development of a treatment summary can help achieve three objec-
tives related to improving the quality of cancer care:1 (1) to improve coor-
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dination of care as patients transition among various health care providers;
(2) to improve communication between patients and physicians; and (3) to
improve the efficiency of cancer care delivery by streamlining documenta-
tion for clinicians and clinical support staff. Box D.1-1 describes three
components of care—care coordination, communication, and efficiency—
that could be improved by changing the culture of oncology practice to
include treatment summaries.

The Need for Treatment Summaries—Insights from Quality of
Care Research

A series of influential reports by the Institute of Medicine (IOM) called
attention to systemic problems in the general health care delivery system and

BOX D.1-1
Objectives of Adoption of Oncology Treatment Summaries

Adoption of a treatment summary could improve three interrelated aspects of can-
cer care delivery:

1) Care Coordination: between providers.
2) Communication: between patients and providers.
3) Efficiency: document tracking, recordkeeping for patients, providers, sys-

tems, and research.

Care Coordination is especially important because:
• Cancer survival has improved.
• Cancer treatment is increasingly complex.
• Society is increasingly mobile and patients transition across practice sites.
• Unexpected events—hurricanes and other disasters—happen.
• More fragmentation occurs as care teams include many subspecialized

members.

Communication is especially important because:
• It is a prerequisite for shared decision making.
• More complex treatments and preference-sensitive options now exist.
• Patients desire it.

Efficiency is especially important because:
• It limits time spent reviewing/obtaining/providing medical records.
• It facilitates tracking of processes and outcomes of care for quality improve-

ment initiatives.
• It facilitates document storage, retrieval, copying, and transmission.
• It facilitates tracking of care for public health and research data collection–

e.g., cancer registries.
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recommended several strategies to improve the quality of health care.2-4 With
the release in 1999 of the IOM report Ensuring Quality Cancer Care and
subsequent work of the National Cancer Policy Board, it has become clear
that in the United States, many cancer patients, even those with adequate
health insurance, do not receive the most effective available treatments in a
timely fashion.2-4 Since these reports’ publication, the quality of cancer care
has remained in the national spotlight. Major efforts to measure, understand,
and improve the quality of cancer care have also been undertaken. In particu-
lar, the NCI and ASCO have conducted large-scale studies to characterize the
state of cancer treatment and more recently to develop “Navigator” pro-
grams to prevent patients from becoming lost in the web of a complex
system.5,6 Starting in 1998, ASCO and the Susan G. Komen Foundation
sponsored the National Initiative on Cancer Care Quality (NICCQ). Re-
searchers from Harvard University and the RAND Corporation reviewed
medical records and interviewed patients diagnosed with breast and colorectal
cancer in five U.S. cities in order to characterize the quality of their care. 6

This study underscored how difficult and time-consuming it was for highly
trained researchers to locate patient data and accurately determine the treat-
ments patients had received in order to assess whether those patients had
received appropriate adjuvant chemotherapy. Even after Institutional Re-
view Board (IRB) approval to review these records was received, many
barriers to ascertaining chemotherapy use from medical record review re-
mained. First, patients were seen by many physicians and sometimes by
more than one medical oncologist. Second, most oncologists practice alone
or in small-group settings and usually have paper records. Third, even when
researchers were able to access oncology records, information about che-
motherapy use was not easy to abstract because of highly variable patterns
of documentation. Although many oncologists use flow sheets to record
their use of chemotherapy, the organization and style of these documents
varies considerably. Although these records may be relatively easy for
oncologists to understand, they are less comprehensible to other clinicians
because they include many oncology abbreviations and details of concern
only to the treating oncologist, such as the white blood cell count after each
dose of therapy. Information about treatment in medical oncology charts is
usually recorded in an event-by-event chronological format; as a result,
researchers often had to sift through many pages of notes to obtain key
information about a patient’s treatment. It was even more difficult to glean
from medical records whether patients had completed prescribed courses of
treatment, the reasons for treatment discontinuation, and the planned next
steps. Fourth, even determining diagnosis was challenging. Although initial
consultation notes usually record an initial diagnosis, records often contain
incomplete information because the diagnosis may evolve as more informa-
tion is obtained.
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The Harvard-RAND researchers presented their work to an advisory
group of ASCO members interested in quality of care, representatives from
the Susan G. Komen Breast Cancer Foundation, and other advocacy groups
such as the NCCS. In a discussion of “lessons” learned from this large scale
observational study, the utility of a chemotherapy treatment summary was
recognized as a logical and potentially effective quality improvement tool.
The emerging idea of an oncology treatment summary coincided with na-
tional initiatives by the NCCS, ASCO, the Lance Armstrong Foundation,
the National Cancer Institute (NCI), the American Cancer Society, and the
IOM to improve the care of cancer survivors.

The need for a treatment summary was also evident in other research
initiatives, including the NCI’s Cancer Care Outcomes Research and Sur-
veillance Consortium (CanCORS),5 in research from the Cancer Research
Network, an affiliation of large HMOs,5 as well as large interview studies
highlighting problems with care coordination as especially prevalent in
cancer.

The treatment summary was also recognized as a potentially valuable
tool to address problems with communication between patients and pro-
viders. In a recent population-based study of 1,067 colorectal cancer pa-
tients from Northern California, cancer patients completed surveys modi-
fied from the Picker Institute to report on their access to care, symptom
control, psychosocial support, health information, treatment-specific infor-
mation, confidence in providers and coordination of care. They identified
access to information, psychosocial support, and care coordination as the
three most deficient aspects of their care.7 Black, Hispanic and other non-
English speaking patients reported significantly more problems than white
English speakers, and this was especially pronounced in the domains of
communication and coordination of care. Despite health information being
readily available in multiple media formats, this and other research indi-
cates that patients are dissatisfied with communication with their physi-
cians. This is in part because patients value having health information that
is filtered by a trusted and knowledgeable source, synthesized and custom-
tailored to their individual circumstances.

Coordination of Care Among Oncologists and Other Health Care
Professionals

Coordination of care involves facilitating patients’ access to practition-
ers whose expertise may improve their health outcomes or experience.
These providers must have key clinical information at hand to formulate
recommendations and then function collaboratively as a team to deliver
care. Some practices are multispecialty and multidisciplinary, though even
in these settings coordination can be a challenge. In other cases, cancer care
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involves providers who practice in different locations, health systems, and
specialties. Coordination is generally improved when one provider—typi-
cally the medical oncologist, but sometimes the surgeon or the primary care
physician—assumes responsibility for orchestrating and overseeing all as-
pects of care. This critical coordination function helps to ensure that health
care providers work together to provide care. This role may extend well
beyond making referrals. The coordinating physician must be actively en-
gaged to ensure that neither essential pieces of information, nor the patient
himself or herself, gets lost within the complex system. The coordinating
physician must also ensure that other practitioners’ expertise is obtained to
address frequently overlooked needs, such as psychosocial distress.

Not all providers involved in a patient’s care need or want the entire
oncology record. A cardiologist, for example, needs to know how much
doxorubicin a patient has received, and a dentist must know what precau-
tions are needed for a patient with a MediPort in place or when there is a
history of low platelets. However, synoptic treatment plans and summaries
are not simply intended to make care safer and more effective for cancer
patients in nononcology settings; they can also help oncologists with coordi-
nation. When communicating with other oncologists and between oncologists
and their colleagues in closely related fields like surgery and radiation oncol-
ogy, every oncologist has confronted the onerous task of reading through
reams of office notes and flow sheets to ascertain what chemotherapy was
delivered, why it was delivered, and how it was tolerated.

Communication of the Treatment Plan and Summary, and the Post-
Treatment Plan Between Medical Oncologists and Patients

Oncologists have complex communication responsibilities when talk-
ing with patients. They must explain the patient’s diagnosis, prognosis, and
therapeutic options in a comprehensible way, and listen to and incorporate
patient preferences while formulating a treatment plan. Documenting treat-
ment plans can serve as a valuable springboard for discussion about current
and future chemotherapy. That is, systematic review of the information
with the patient may help him or her understand the purpose of treatment,
and to structure conversations about treatment decisions. Providing pa-
tients with a copy of the treatment plan may also empower them to begin
conversations with family members and other health care practitioners, as
well as their oncologist. Creating documents that patients can review at a
later time also addresses the widely recognized phenomenon that patients
remember only a small proportion of the information provided during an
office visit. A physical (or access to an electronic) record enables patients to
review the key content in a more relaxed setting at a place and time when
information may be more easily absorbed and shared with others.
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 After a course of chemotherapy is complete, the summary and plan for
follow-up, including surveillance for recurrence and late effects may serve
as a valuable foundation for discussion. Providing patients with a docu-
ment empowers them to communicate effectively with other providers.
whether or not they understand every sentence in the document. This may
be especially important for non-English speaking patients

Practice Efficiency: Minimize the Administrative Burden for
Administrators and Staff

Information about medical oncology treatment is not recorded in a
single place or in a standardized format in health care records. As a result,
when multiple oncologists are involved in a patient’s care, they typically
request a patient’s entire record and thus create a workload that burdens
office staff and physicians. A chemotherapy treatment plan outlining the
planned regimen and a subsequent treatment summary describing how treat-
ment was tolerated and the outcomes of care could streamline communica-
tion among oncologists and between oncologists and other key cancer-care
providers, such as surgeons and radiation oncologists.

Facilitate Quality of Care Monitoring and Improvement

In order to evaluate the quality of cancer care, it is not necessary to
know the number of milligrams of every treatment dose. Neither is it neces-
sary to know the specifics of every dose delay or reduction. The inclusion of
chemotherapy treatment summaries in medical charts would have greatly
simplified the work of the NICCQ investigators by reducing the need to sift
through pages of records that were not relevant to assessing quality.

More generally, quality of care monitoring also involves ensuring pa-
tients’ safety, both individually and as a member of a group receiving
similar chemotherapeutic agents. For example, it is critical to identify
harmful effects of chemotherapy drugs that emerge after these drugs have
received FDA approval (sometimes called, “after market” monitoring).
Treatment summaries that track and aggregate the toxicities that patients
experience could greatly facilitate monitoring such unexpected effects, es-
pecially if the treatment summary is developed in electronic form with
flexible reporting capability.

III. The Culture of Medical Records Keeping by Physicians

Physicians are required to keep medical records that describe health
care delivery. These records serve multiple purposes. They enable the indi-
vidual physician to recall his or her thoughts and plans from one visit to the
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next. Documentation also provides key information to other health care
providers working with the oncologist as well as clinicians at other sites.
Documentation fulfills a legal function by creating a permanent record of
health care.

Although some new electronic systems are changing the status quo,
medical records are almost always organized chronologically by events,
such as visits. The abstraction necessary to create a synopsis is challeng-
ing, time-consuming and requires physician input. However, electronic
systems can be structured to facilitate this activity by populating specific
fields of key relevance such as diagnostic information; for example, site,
histology and stage. When care evolves over time, these records become
progressively denser and more difficult to review. It is common practice to
focus on the most recent history, and for this reason key information may
become buried in a thick stack of documents. Consider the challenge for
an emergency room (ER) physician evaluating a dehydrated patient with
longstanding metastatic breast cancer. The ER physician can easily deter-
mine what operations have been performed by searching the record for
operative and pathology reports. Episodes of radiation are summarized.
Hospitalizations are described with a discharge summary. However, re-
creating the trajectory of the cancer care history requires review of medi-
cal oncology notes to determine the drugs given and the context of treat-
ment. Although this information is available, it is often spread across
multiple visit notes, flow sheets, and treatment administration records. It
can be sufficiently difficult to reconstruct a cancer history from a medical
record that a physician in the ER may avoid the chart altogether and
instead try to obtain this history directly from the patient. When patients
are careful historians and attentive to important detail, this strategy works
reasonably well. However, when patients are too ill to provide history,
lack informed caregivers, or have language barriers, they may not be able
to provide important information.

In addition, records include detail that may not be helpful, even to
treating oncologists. A key example is documentation for the purpose of
billing. In the mid-1990s, the Health Care Financing Administration
(HCFA, now the Centers for Medicare and Medicaid Services or CMS)
developed a detailed set of rules delineating documentation standards for
billing Medicare. These rules specified the number of items in the physical
exam (for example three aspects of the respiratory system) and the number
of body systems that need to be included in a systems review in order to
bill for complex “evaluation and management” visits. These requirements
led to burgeoning detail in medical records and widespread use of tem-
plates with detailed physical exams and reviews of systems to support
reimbursement. However, this information often has minimal value for
either patients or providers. Physicians developed standardized templates
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as workarounds to circumvent the repetitive and onerous task of docu-
mentation. Although these billing templates may provide a reasonably
accurate assessment of a patient’s status at a point in time, they are noto-
riously poor for conveying the larger picture of a patient’s overall trajec-
tory for a chronic disease such as cancer. Nor does this documentation
provide useful information for quality reporting or practice improvement.
Unlike HFCA rules for reimbursement, the purpose of the treatment plan/
treatment summary initiative is to infuse meaning into medical record-
keeping.

Some medical events are straightforward to describe because they in-
volve a particular date or procedure. When physicians want to know which
surgical treatment a cancer patient has had, they know to ask for two
critical documents: the operative report and the pathology report. Although
these documents do not provide a summary of postoperative complications,
they set forth—in a fairly standardized format—the reason for performing
the operation, the procedure planned and actually performed, and any
immediate complications.

In radiation oncology, the concept of a radiation treatment summary
is widely accepted. When meeting with a patient who reports prior radia-
tion at an outside hospital, physicians know to ask for this summary
document. In most circumstances, they neither need nor want more detail
than is included in this summary: typically the reason for radiation, the
area radiated, the treatment planned, and the treatment actually deliv-
ered. Radiation oncologists may use different templates for this summary,
some providing more or less accompanying narrative detail. However, the
culture of radiation oncology is that all providers prepare some version of
this key document.

In contrast to radiation and surgery, which constitute discrete episodes
of care, a chemotherapy regimen has less clear boundaries. A regimen may
be given once or over a period of years, and the amount of information that
needs to be summarized may vary significantly. In some cases, patients may
be given a three-drug regimen, develop an allergy to one drug, and have a
component of the initial regimen discontinued or an alternative drug substi-
tuted. Patients may embark on long-term maintenance therapy with hor-
mones. They sometimes temporarily stop treatment to relieve symptoms, to
take a needed break from medication, or to attend to personal obligations.
In this fashion, the boundaries of a chemotherapy regimen may become
indistinct. Nevertheless, it is possible to provide some guidelines regarding
what is meant by a “chemotherapy regimen” for those who will complete
treatment summaries.

Oncologists share with other clinicians the challenge of complementing
the chronological longitudinal approach to recordkeeping with succinct
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synopses. Treatment summaries are also recognized as important in the
management of complex chronic care conditions such as mental illness with
psychosis, diabetes, inflammatory bowel disease, and multiple sclerosis.
Progress towards developing and implementing treatment summaries in
these areas has been slower.

On the other hand, other health care professionals do create summary
documents that provide overviews for lengthy episodes of health care that
do not occur on a single date. For example, obstetricians have overviews
that detail antepartum, pre-, intra- and postpartum care on a single page.
These summaries are invaluable when a woman presents for a second
pregnancy because the obstetrician can quickly determine a woman’s level
of obstetrical risk. Similarly, pediatricians have summary documents that
record a child’s immunization record, growth and development, and ma-
jor childhood illnesses. These documents work well because most obstet-
rical and pediatric care adheres to a similar routine. Pediatric oncology
offers another example. In pediatric oncology the Children’s Oncology
Group (COG) has drafted a treatment summary template for survivors of
childhood cancer. In comparison, there are as of yet no accepted oncol-
ogy-specific prototypes for adult oncology. Several promising initiatives
are underway, however, to implement the recommendation of both the
President’s Cancer Panel and the IOM Committee on Cancer Survivor-
ship. These efforts are focused on developing a care plan, treatment sum-
mary, and follow-up plan for patients finishing their primary treatment.
With input from key stakeholders, ASCO has developed and has begun
pilot testing a chemotherapy treatment summary. Certain cancer centers
have developed their own treatment summaries (e.g., Memorial Sloan-
Kettering Cancer Center, The Massey Cancer Center) and survivorship
care plans (UCLA, Memorial Sloan-Kettering). These interrelated and
complementary efforts have not yet converged on a single well-accepted
standard. What is clear, however, is that the concept and goal is univer-
sally recognized and considered valuable by both patients and providers.
The challenge is to develop consensus regarding the intended target audi-
ence for the summaries, how these documents should be structured, what
they should contain, at what level of detail, and the timing for their
completion. The objective of the ASCO initiative is to develop treatment
plans in stages, beginning with core elements of a treatment plan and
summary for other clinicians and for patients. Later stages will include
cancer-specific versions, patient-oriented versions, and electronic versions
that can be used as templates by electronic oncology record vendors.
There is no expectation that we will arrive at a single document that will
work in all circumstances. However, providing practitioners with a vari-
ety of templates that can be customized for particular practice needs and
patient populations is a starting point.
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IV. What Are the Key Elements in a Chemotherapy
Treatment Plan and Treatment Summary?

Chemotherapy Treatment Plan

A chemotherapy treatment plan is a one-page document. It should
include:

• Diagnosis: cancer site, histology and stage;
• Goals of therapy, anticipated benefits;
• Name of the regimen, the component drugs in the regimen, and the

starting dosages;
• Duration of treatment and number of planned cycles;
• Strategy for assessing response;
• Side effects and precautions*;
• Assessment of risks and benefits; and alternatives.

Ideally, the document should be reviewed with the patient and his or
her family member when a treatment is started. Because patients are often
overwhelmed by information at the time of diagnosis and have difficulty
assimilating information after receiving bad news, having a written treat-
ment plan that could be referred to later by patients, family members, and
potentially by other physicians, is a logical and sensible strategy. This is
particularly relevant for non-English speakers and low-income patients,
whose cancer care is often fragmented across providers or rotating trainees.

Chemotherapy Treatment Summary

A chemotherapy treatment summary is a succinct, ideally one-page
document prepared at the end of a course of treatment or when a patient
completes adjuvant therapy when a regimen is discontinued because of
toxicity. The summary might be appended to the treatment plan. The treat-
ment summary should include:

• The duration of treatment or the number of treatments planned and
the number actually delivered;

• Whether any drugs were dropped from the regimen;

*The treatment summary is not designed to review every side effect of every agent since this
information can be better provided on “chemotherapy fact cards” and through provision of
other educational materials about what to anticipate during treatment. It is critical to empha-
size that these are synopses, not comprehensive overviews.
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• Any major toxicity and hospitalization resulting from treatment com-
plications such as febrile neutropenia;

• Response to treatment (based on radiographic, biochemical, or clini-
cal criteria, or combinations of these criteria;

• The reason treatment was discontinued;
• Planned next steps (e.g. hospice care, an alternative regimen, expect-

ant management, posttreatment surveillance etc.);
• Who is responsible for performing follow-up and any other special

monitoring.

Survivorship Care Plan

When cancer patients transition from active treatment to surveillance,
and then from close surveillance to long-term survivorship, it is important
to generate both a summary document that specifies any ongoing problems
for that patient and schedules for follow-up evaluations and procedures.

Figure D.1-1 illustrates a draft ASCO treatment summary for a patient
with stage III colon cancer. It was completed at the end of adjuvant therapy.
This document is synoptic; that is, it does not include all details about the
care provided. Although it is intended to be shared with patients, it includes
enough detail for other treating health practitioners. These documents are
not meant to replicate the medical record. The treatment plan/summary
should include no more detail than two sides of a sheet of paper. This is
consistent with most operative reports, hospital discharge summaries, pa-
thology reports, pediatric records of growth and immunization, and other
key synopses that are well-accepted in health care. The goal of the ASCO
treatment summary initiative is to obtain consensus among oncology pro-
fessionals about key elements. For now, it focuses on care coordination and
traditional medical issues rather than on psychological well-being or sec-
ondary prevention such as tobacco use, nutrition, or exercise, though these
are nonetheless recognized as very important.

V. Challenges for Implementation of Cancer
Treatment Plans and Summaries

Changing the professional culture of medical oncology to include prepa-
ration of treatment plans and treatment summaries will be extremely chal-
lenging. Previous pilot work conducted by ASCO with volunteer physician
practices indicates that although physicians think that treatment plans and
summaries are important and worthwhile, the main obstacle to preparing
them is limited time given their busy and demanding practices. Demonstrat-
ing that this mode of documentation can ultimately save rather than add
time—particularly with development of electronic versions that are easy to
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complete—will be necessary for their widespread adoption as a part of
routine practice. Reimbursement for completing the summaries and liabil-
ity issues are secondary concerns. Overall, a profound cultural shift will be
required to change entrenched practice patterns.

Who Is the Primary Target Audience?

This section addresses some of the most frequent questions and con-
cerns that have been raised by oncologists, primary care physicians, active
patients, and survivors during the early development phases of the ASCO
initiative.

The target audience for treatment plans and summaries includes both
patients and health care providers; however, it is a challenge to address
both audiences effectively with the same document. ASCO’s early versions
of a summary (Figure D.1-1) are geared more towards health care providers
than patients. Although technical, rather than lay language is used to con-
vey material succinctly, the goal is for oncologists to use these summaries as
a springboard for discussion with patients. A treatment plan/summary pre-
pared for the patient would look somewhat different but could constitute
the next phase of development.

For any version, the core elements would be consistent but the language
and terminology would vary based on who the primary user will be. If it is
the patient, then the summary should use Standard English and avoid medi-
cal terminology. If nononcology health care providers are the intended
recipients, medical terminology without the use of oncology-specific abbre-
viations and jargon is appropriate. If other oncologists are the intended
audience, details including regimen names and oncology-specific abbrevia-
tions are appropriate and helpful.

It is neither feasible nor practical to have separate documents geared
towards distinct audiences because of the time and workload required to
prepare these documents. At present, the goal is to develop a version that is
relatively free of oncology-specific jargon and therefore suitable for non-
oncology medical providers. Ideally, preparation of these documents will
trigger conversations between patients and physicians that clarify meaning
and any unfamiliar terms. To some extent, the level of the detail and tone of
the document should also vary based on the disease context. For example,
patients with advanced metastatic cancer are cared for by oncology profes-
sionals or palliative care professionals who are familiar with cancer-related
terms and abbreviations. A patient with chronic myelogenous leukemia,
metastatic breast, ovarian, or prostate cancer may be followed for many
years and across many sites of care. However, a primary oncologist is likely
to remain involved in management. In these situations, it is reasonable to
anticipate that the summary will be reviewed most frequently by other
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oncologists. In contrast, when patients complete treatment for early stage
disease such as adjuvant or primary therapy (and pass through the custom-
ary subsequent period of close surveillance) they will transition to a non-
oncologist, likely their primary care physician. In this case, the target audi-
ence will be a nononcology health care professional and the context of care
should influence the detail oncologists provide.

The ASCO draft summaries are intended to be used by patients and
providers of all types, but they focus primarily on use by nononcologist
physicians, based on the presumption that they are the group most likely to
need to know the details of prior treatment. ASCO’s rationale for this is
that the primary goal of the treatment summary is to facilitate coordination
of care for patients as they navigate through a complex fragmented health
care system. Patients themselves should be encouraged not only to keep but
also to provide a copy of their treatment summary and plan for follow up to
future health care provider. Because of the documents’ more general medi-
cal language, many patients will understand their details with little diffi-
culty. Some patients will use these summary documents as the basis of
discussion.

When Should a Summary Be Prepared?

There are many situations in oncology where it makes sense to prepare
a summary: for example, at the end of a course of adjuvant therapy, or at
the completion of primary curative therapy. There are other situations
where it is less clear. For patients with chronic diseases like low-grade
lymphoma, the duration of one treatment may be many months. It is not
possible to define the precise time interval of various treatments. In general,
whenever there is a substantial change in treatment or a regimen is com-
pleted, a summary should be prepared. Specific time points, such as those
developed by the National Comprehensive Cancer Network, can be built
into guidelines.8 However, these determinations will also involve judgment
on the part of individual physicians.

What Is the Right Platform—Paper or Computer?

The optimal strategy for development of treatment summaries is to
integrate them as components of electronic health record systems. If these
documents are three-dimensional with branching logic, drop-down menus,
and checklists, they will be able to capture more important detail more
succinctly and efficiently. ASCO is committed to developing electronic ver-
sions that can be downloaded, used, and modified.

However, many oncology practices still rely entirely on paper for
recordkeeping and of the few oncology practices that have true electronic
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medical records, many use systems that are hard to adapt. Therefore, devel-
opment must proceed on several fronts simultaneously: paper versions that
can be completed by pen, templates for telephone dictation, and electronic
versions. Priority should be given to developing an electronic version, given
its greater capabilities. Health information technology vendors are compet-
ing to develop oncology products, and achieving consensus on the core
elements of summary documents will advance their timely incorporation
into electronic health record systems.

Static or Living Document?

Treatment summaries will need to be updated as screening recommen-
dations change, as recurrences that warrant additional testing arise, and as
new evidence on late effects emerge. For patients with metastatic disease, an
old treatment plan and summary will be superseded by a new one. For
patients who have completed therapy, recommendations for screening or
follow-up may change. However, because the goal is not to replace the
medical record, which provides a longitudinal comprehensive record of
care, even a summary that is not updated is still likely to be valuable.

Some physicians are concerned about their liability exposure: for ex-
ample, if a screening recommendation changes but a form is not updated. A
solution may be to date the documents and make it clear to patients that
recommendations included in summaries may become outdated. Such con-
cerns, however, should not impede the ultimate goal of having useful sum-
maries that can be shared.

Can This Activity Be Reimbursed?

Preparation of a treatment summary and reviewing the material with a
patient is considered complex coordination of care and can be submitted
for payment using level four or level five codes for evaluation and manage-
ment. There is no reason to expect that insurers would not reimburse
providers for this service; however, it is not clear that preparation of the
summary would be a reimbursed service if it did not include face-to-face
interaction with the patient.

Should There Be One or Several Versions of the Treatment Plan/Summary?

Developing a template that works for all situations in oncology is a
challenge. ASCO’s goal is to make sample templates freely available to
encourage its membership to prepare these documents, review them with
patients, and adapt and improve them. Pilot experience suggests that the
information that is needed on a summary for patients with metastatic dis-
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ease who transition from one treatment to the next is quite different from
what is needed for patients who have completed adjuvant or primary cura-
tive therapy. For this reason, at least two templates are needed: one for
patients following a course of adjuvant/neoadjuvant therapy, and one for
patients with advanced disease. These synoptic documents will be most
useful if they are tailored to the specific disease. If these templates are
available in modifiable format, oncologists will be able to customize and
adapt them to suit their own specific purposes based on the types of pa-
tients they see. ASCO can create a repository to serve as a clearinghouse for
sharing these documents as different versions are developed. The goal is to
create a source for open-access to nonproprietary templates that include
core elements and standard vocabularies for those elements (e.g., staging).
Adaptations based on extent and type of disease could build on these core
elements.

How Can Implementation Be Encouraged?

Few patients currently receive a treatment plan or summary. Ensuring
that all cancer patients receive these summaries will require fundamental
change in how oncologists deliver care. Changing deeply embedded prac-
tice and documentation patterns, however, will not be easy. Even with its
strong influence, ASCO may not be able to accomplish this without support
and encouragement from other stakeholders. For adoption of treatment
plans and summaries on a widespread basis, implementation will need to
proceed along several fronts. Patient advocacy groups like NCCS can en-
courage patients to ask for these documents. Other organizations such as
the American Board of Internal Medicine and the National Committee for
Quality Assurance can include this aspect of oncology care in their provider
evaluations. Improvements in care could be made by adopting as a standard
measure of quality patients’ receipt of treatment plans and summaries and
through initiatives designed to reengineer the culture of medical record-
keeping.

Electronic medical record vendors can embed treatment plan and sum-
mary templates in their systems. Payors could facilitate their adoption by
explicitly reimbursing providers for the work of developing treatment plans
and summaries and posttreatment planning and reviewing them with
patients.

 Coordinating care and communicating with patients about their treat-
ments may be the most valued services oncologists provide and should be
encouraged. Currently, oncologists are not well compensated for develop-
ing mutually agreed-upon treatment plans or posttreatment surveillance
plans following completion of adjuvant therapy, for engaging in discussions
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regarding whether or not to administer chemotherapy, or for implementing
an end-of-life care plan.

Altering traditions and entrenched systems requires great effort. How-
ever, it is imperative to align the reimbursement system with services that
can foster patient-centered high quality care. In collaboration with major
health care payers, particularly the Centers for Medicare and Medicaid
Services, policymakers must work to modify the current reimbursement
system to ensure that providers are appropriately compensated for these
essential cognitive services that are highly valued by patients rather than
rewarded for spending inordinate amounts of time complying with billing
rules mandating documentation of detailed physical exams and reviews of
systems that do not improve care.

Can Nononcology Professionals Prepare These Summaries?

Some hospitals rely on nononcology professionals to prepare discharge
summaries. This is particularly the case when these discharge summaries
are focused on maximizing reimbursement. However, because the goal of
this treatment planning/summary effort is to foster dialogue between
oncologists and their patients, oncologists should engage directly in this
process. Some aspects of the plan or summary could be completed by
support staff or nurses in the hospital or oncology practice. In fully elec-
tronic environments, the formulary and pharmacy records of treatments
given could populate fields in a treatment plan and treatment summary
Both oncology physicians and oncology nurses can, and should, review the
treatment summary with their patients. Ultimately the treatment summary
is not a valuable activity if it is purely an administrative or secretarial chore.

VI. Conclusion

Increasingly, problems relating to coordination and communication
have been recognized as hampering the delivery of high quality cancer care.
The goal of the treatment plan and summary is to achieve meaningful
improvement in cancer care delivery and the patient experience. Changing
the culture of documentation is intended to facilitate improved dialogue
between patients and their health care providers. With some behavior
change and restructuring of documentation requirements, it should be pos-
sible to foster better coordination and communication and more readily
track cancer treatment histories in medical records. This initiative will de-
pend upon standardized forms, ideally in electronic formats that are made
freely available. As a first step, pilot work will be necessary to develop
templates that work across diverse practice sites and in diverse clinical
situations. The transition to survivorship for patients who have completed
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curative therapy or adjuvant/neoadjuvant treatment is a logical and impor-
tant starting place because of the large and increasing numbers of cancer
patients who are making this transition. Patients, payors, and providers
must all engage in this process. If a critical mass of providers engages in this
effort, a “tipping point” will be reached such that all providers will begin to
participate in this process to conform to the standards of their peers. Profes-
sional organizations like ASCO, in partnership with patient advocacy orga-
nizations, can facilitate this process by developing consensus regarding
what key elements these documents should include and by ensuring that
reimbursement is linked to documentation that is accessible and useful to
patients and physicians. Changing the professional culture and accepted
practices of documentation and aligning incentives to support this effort
should promote better communication and coordination. As a result, we
can achieve meaningful improvement in the quality of cancer care.
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Recommendations for Health Behavior
and Wellness Following Primary

Treatment for Cancer

Lee W. Jones, PhD*
Wendy Demark-Wahnefried, PhD, RD, LDN**

Introduction

Every 23 seconds, an American is diagnosed with cancer.1 Given ad-
vances in early detection and treatment, 64% of those diagnosed with this
disease can expect to be alive in 5 years.1 These individuals will join the
ever-expanding numbers of cancer survivors who now number over 10
million and constitute 3-4% of the U.S. population.2,3 While these numbers
are encouraging, it is important to acknowledge that the impact of cancer is
significant and associated with several long-term health and psychosocial
sequelae.2-15 Indeed, cancer survivors constitute a vulnerable population
who have distinct health care needs.7,16 Data clearly show that compared to
general age- and race-matched populations, cancer survivors are at greater
risk for developing second malignancies and other diseases, such as cardio-
vascular disease (CVD), diabetes, and osteoporosis.2-16 An early compari-
son by Brown et al.6 of over 1.2 million patient records obtained from the
SEER database with those obtained from the National Center for Health
Statistics found a significantly higher noncancer relative hazards ratio for
cancer patients of 1.37 and concluded that “the evidence that cancer pa-
tients die of noncancer causes at a higher rate than persons in the general
population is overwhelming.” Data collected over the past decade confirm
these findings.2-4,8,17 These competing causes of death and comorbid condi-
tions are believed to result from cancer treatment, genetic predisposition,
and/or common lifestyle factors.2,4,13-15
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**Department of Surgery and School of Nursing, Duke University Medical Center
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Hewitt et al.10 also report that cancer survivors have almost a two-
fold increase in having at least one functional limitation, and in the pres-
ence of another comorbid condition the odds ratio increases to 5.06
(95%CI 4.47-5.72). These findings have been confirmed by other studies
in diverse populations of cancer survivors.18-23 From an economic per-
spective, an analysis by Chirikos et al.24 indicated that “the economic
consequence of functional impairment exacts an enormous toll each year
on cancer survivors, their families and the American economy at large” 24,
findings confirmed by others.25-28

Based on these national trends, cancer survivorship is fast emerging as
a public health concern and has been set as a national priority.2-5,8,13 In a
recent Institute of Medicine (IOM) report entitled “From Cancer Patient to
Cancer Survivor: Lost in Transition,”29 the numerous health issues of can-
cer survivors were summarized, and the potential benefits of lifestyle modi-
fications were briefly reviewed. From this report, recommendations were
put forth to guide health care providers, patient advocates, and other stake-
holders in an effort to improve the health and well-being of this rapidly
expanding and high-risk population—a population that heretofore “has
been relatively neglected in terms of advocacy, education, clinical practice
and research.”29 The goal of this paper is to review these recommendations
in light of more recent advances, with the following topic areas addressed:
(1) strength of evidence for recommendations in areas of weight manage-
ment, diet, exercise, smoking cessation, as well as other areas, such as
alcohol and sunscreen use, complementary and alternative therapies, man-
agement of osteoporosis, and immunizations; (2) perceived needs of cancer
survivors for health information and preferred channels of delivery; and (3)
resources available to providers and patients regarding healthful lifestyle
practices. To this end, gaps in the IOM report were identified and in addi-
tion, an updated search of literature published within the past 2 years
was performed using CancerLit, PubMed, and Medline databases and
employing search terms of cancer survivor(s) or neoplasms/survivor cross-
referenced with MeSH terms of lifestyle, health behavior, cardiovascular train-
ing, rehabilitation, physical fitness, physical activity, exercise, body weight,
obesity, weight loss, diet, nutrition, complementary therapies, dietary supple-
ments, tobacco, smoking cessation, alcohol drinking, sunprotective agents,
osteoporosis, immunization and intervention studies. Relevant articles were
then hand-searched for pertinent previously published papers.

Health Promotion Concerns for Cancer Survivors

Weight Management

Positive and negative energy balance are dual concerns in cancer popu-
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lations. For some groups of survivors, such as those diagnosed with select
respiratory, gastrointestinal or childhood cancers, or those living with
advanced-staged disease, anorexia and cachexia may be problems that per-
sist after primary treatment.30-32 For these survivors, continued supportive
care therapies including dietary counseling and the potential use of pharma-
cotherapy (e.g., megestrol acetate) and/or nutritional support may be criti-
cal for recovery and may enhance the ability to eat and to maintain ad-
equate nutritional stores30,31,33 that are important for improved functional
status and well-being.34 Physical activity also may help to increase appetite,
relieve constipation, and improve quality of life in these survivors.35 As
noted in the IOM report,29 as critical as anorexia and cachexia are to
cancer care, for the majority of cancer survivors, obesity and overweight
are problems that are far more prevalent.35-37 Obesity is a well-established
risk factor for cancers of the breast (postmenopausal), colon, kidney (renal
cell), esophagus (adenocarcinoma), and endometrium;38,39 thus a high pro-
portion of cancer survivors are overweight or obese at the time of diagnosis.
Furthermore, increased premorbid body weight has been associated with
cancer mortality for cancers of the breast, esophagus, colon and rectum,
cervix, uterus, liver, gallbladder, stomach, pancreas, prostate, kidney, non-
Hodgkin’s lymphoma and multiple myeloma, as well as all cancers com-
bined.40-42 Finally, additional weight gain is common during or after treat-
ment for various cancers, and may exacerbate risk for functional decline,
comorbidity and perhaps even cancer recurrence and cancer-related
death.43-45 While studies exploring the relationship of post-diagnosis weight
gain and survival have been somewhat inconsistent,45-50 the most recent
published study by Kroenke and colleagues,45 the largest to date (N=5,204),
suggests that breast cancer survivors who increased their BMI by 0.5 to 2
units were found to have a relative risk (RR) of recurrence of 1.40 (95% CI:
1.02-1.92) and those who gained more than 2.0 BMI units had a RR of
1.53 (95% CI: 1.54-2.34); both groups also experienced significantly higher
all-cause mortality. In addition, several studies have reported that increased
body weight post-diagnosis negatively impacts quality of life.37,44,51 This
accumulating evidence of adverse effects of obesity in cancer survivors, plus
evidence indicating that obesity has negative consequences for overall health
and physical function make the pursuit of weight management a priority
for cancer survivors,35,37,52-55—a priority that is substantiated through vi-
able physiologic mechanisms,55-57 as well as concern that the health issues
of this population are overlaid upon the pandemic of overweight and obe-
sity currently existing in this nation.41,58

Despite the demonstrated adverse effects of obesity in cancer survivors,
only five reported studies have examined weight management in cancer
populations and all were conducted among women with breast cancer.
Two of these studies were performed largely on survivors who had com-
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pleted active treatment, and found that individualized dietary counseling
provided by a dietitian was effective in promoting weight loss.59,60 The
more recent study by Djuric and colleagues60 found that counseling by a
dietitian was most effective if combined with a structured Weight Watch-
ers® program which included exercise with weight change at 12 months
being +.85 + 6.0 kg vs. –8.0 + 5.5 kg or –9.4 + 8.6 kg in the control versus
dietitian or dietitian plus Weight Watchers® program, respectively. Mul-
tiple behavior interventions that utilize a comprehensive approach to en-
ergy balance, and that include both diet and exercise components may have
the potential to be more effective than interventions relying on either com-
ponent alone.61 In their evaluation of a diet and exercise intervention among
early stage breast cancer patients which was begun during the time of
treatment and extended throughout the year following diagnosis, Goodwin
et al. found that exercise was the strongest predictor of weight loss.62,211,212

Given evidence that sarcopenic obesity (gain of adipose tissue at the ex-
pense of lean body mass) is a documented side effect of both chemotherapy
and hormonal therapy,63-67 exercise, especially strength training exercise,
may be of particular importance for cancer survivors since it is considered
the cornerstone of treatment for this condition.68 To date, however, only
one study has reported the physiologic effects of resistance training exercise
in cancer survivors, a pilot study by McKenzie and Kalda69 where prelimi-
nary data suggest that arm exercises among breast cancer patients are safe
and not associated with increased risk of lymphedema, but where no out-
comes exist regarding body composition.69

As noted in the IOM report29 and the research of others,70 cancer
survivors also may have particular problems with self-esteem and depres-
sion that may undermine the ultimate success of weight management pro-
grams. More research is needed to develop interventions that not only
address the unique physiological needs of this population, but also their
distinct psychological issues as well. Until more is known, guidelines estab-
lished for weight management in general populations should be applied to
cancer survivors, and include not only dietary and exercise components,
but also behavior therapy.71 With research indicating that 70% of cancer
survivors are overweight or obese, there is a definite need to develop effec-
tive weight management interventions for this needy population.52

Nutrition and Diet

Energy Restriction

As noted in the previous section, accumulating evidence suggests that
weight management should be the uppermost nutritional priority for cancer

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


170 APPENDIX D.2

survivors. Thus, for the majority of cancer survivors who are overweight,
energy-restricted diets are recommended. 35,52,54,55 Moderate energy deficits
of up to 1,000 calories/day can be achieved by concomitantly increasing
energy expenditure (via exercise) and reducing energy intake. Energy re-
striction can be achieved by reducing the energy density of the diet by
substituting low-energy density foods (e.g., water-rich vegetables, fruits,
cooked whole grains, soups) for foods that are higher in calories.72 This
“volumetric approach” can enhance satiety and reduce feelings of hunger
and deprivation that often serve to undermine energy-restricted diets. An
additional strategy is limiting portion sizes of energy dense foods.73-77 Newly
issued dietary guidelines for cancer survivors will emphasize energy balance
and by and large endorse dietary recommendations that have been estab-
lished for the primary prevention of cancer and other chronic
diseases.28,35,52,78,79

Balancing Fat, Protein, and Carbohydrate Intake

Protein, carbohydrate, and fat all contribute energy (calories) in the
diet, and each of these dietary constituents is available from a wide variety
of foods. Making informed choices about foods that provide these macro-
nutrients can ensure variety and nutrient adequacy. In general, the choice of
foods and their proportions within an overall diet (dietary pattern) may be
more important than absolute amounts.35,37,58 Given that cancer survivors
are at high risk for other chronic diseases, the recommended amounts and
type of fat, protein, and carbohydrate to reduce these disease risks also are
germane.35 A 2005 study by Kroenke et al. of 2,619 breast cancer survivors
participating in the Nurse’s Health study suggests that those who report a
prudent diet (e.g., high proportional intakes of fruits, vegetables, whole
grains, and low-fat dairy products) had significantly lower mortality from
non-breast cancer causes compared to those who reported a Western-type
diet (e.g., high proportional intakes of meat, refined grains, high-fat dairy
products, and desserts).79

Fat

To date, 14 studies examining the relationship between fat intake and
survival after the diagnosis of breast cancer have been reported, and the
results are notably inconsistent.80 In prostate cancer, only one study has
explored the association between fat intake and survival and found that
saturated fat intake (but not total fat) was associated with worse survival.81

One recently completed study (Women’s Intervention Nutrition Study
[WINS]) and one ongoing study (Women’s Healthy Eating and Living study
[WHEL]), were designed to test whether a reduction in fat intake can reduce
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risk for recurrence and increase overall survival in women who were diag-
nosed with early stage breast cancer.82,83 Preliminary results from the WINS
study suggest that women assigned to the low-fat diet arm (< 15% energy
from fat) exhibited a 24% reduction in risk for recurrence; with subset
analyses suggesting that this effect was even greater among women with ER-
disease ( i.e., 42%).82 The main results from the WHEL Study are anticipated
by 2008; however to date, the low fat, high fruit and vegetable intervention
has been found to significantly reduce estradiol levels.84 It should be noted
that four other randomized controlled trials have been reported among can-
cer survivors that were aimed at determining the efficacy of individualized
counseling, group classes or volunteer-led programs in reducing fat intake.
All of these programs were effective in promoting dietary change, and three
of the four studies resulted in significant weight loss.85-88

Some types of fat, such as monounsaturates, are associated with re-
duced risk for heart disease and possibly cancer, whereas others, such as
saturated fats, are associated with increased risks.58,89 Some studies have
suggested that omega-3 fatty acids may have specific benefits for cancer
survivors.89 However, in light of a recent systematic review by MacLean et
al. 90 which found little support for any protective association between
omega-3 fatty acids and cancer risk, more research is required. That said,
consuming foods that are rich in omega-3 fatty acids, such as fish and
walnuts, should be encouraged because of the strong relationship between
omega 3 intake and reduced risk for cardiovascular disease (CVD) and
overall mortality.90-92 Currently, the recommended level of fat in the diet is
20-35% of energy, with saturated fat intake limited to <10% and trans
fatty acids limited to <3% of total energy intake.58

Protein

To date, few studies have examined the relationship between protein
intake and cancer specific outcomes in humans. One study, however, found
that, increased intakes of red meat, bacon and liver were associated with
recurrence among early-stage breast cancer survivors.93 Given these data,
as well as strong evidence that red meat and processed meat are associated
with increased primary risk for colorectal cancer, survivors are encouraged
to limit their consumption of these foods.35,89 Protein intakes of roughly 0.8
g/kg of body weight are recommended with 10-35% of energy coming from
protein.94

Carbohydrates

As with protein, little research has been undertaken with regard to
carbohydrates (starches, sugars and fiber) and cancer survival, though fiber
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has been explored extensively with regard to recurrence of precancerous
lesions (e.g., colorectal adenomas),95,96 where it’s role may be influenced by
gender and is still unclear. Given that glycemic control is a newly emerging
area of interest in relation to cancer, more research is anticipated in this
area in the next few years.97 Given a lack of definitive data, survivors are
encouraged to follow dietary guidelines established for the prevention of
chronic diseases that endorse intakes of carbohydrates ranging from 45-
65% of total energy intake and fiber intakes of 14 g. per 1,000 kcal.58

Carbohydrates should come primarily from nutrient-dense food sources,
such as vegetables, whole fruits, and whole grains—low-energy density
foods that promote satiety, and weight control, while enhancing nutrient
adequacy.35,58,75 Refined carbohydrates and sugars are discouraged given
their relative lack of nutritional benefit and their contribution to energy
intake.35,58,91

Vegetables and Fruits

Given high concentrations of various phytochemicals, anti-oxidants,
and fiber, vegetables and fruits have been promoted not only among healthy
populations for the prevention of cancer, but also among cancer survi-
vors.35,75,89 In the 10 observational studies that have examined the relation-
ship between intakes of vegetables and fruit (or nutrients indicative of those
foods) and risk for cancer recurrence, the evidence has been mixed. Half of
the studies have observed a significant protective effect of fruits or veg-
etables in general, or specific items or families of items, such as tomato
sauce or cruciferae, and the other half found no associations.35 However,
plasma carotenoids (a marker of vegetable and fruit intake) have been
associated with greater likelihood of recurrence-free survival in one obser-
vational study.98 Results of the WHEL study, which not only promotes a
low fat diet, but also daily minimum intakes of five vegetable and three fruit
servings, 16 oz. of vegetable juice, and 30 g of dietary fiber should be
helpful in assessing the impact of a high vegetable and fruit diet among
survivors.83,99 In the meantime, cancer survivors are encouraged to con-
sume amounts consistent with guidelines established for survivors and the
U.S. Dietary Guidelines, i.e., at least five daily servings, with an ultimate
goal of at least seven (for women) to nine (for men) daily servings.35,58,91

Specific Foods or Dietary Regimens

While various functional foods and dietary regimens have been identi-
fied as being potentially helpful in hindering progressive or recurrent dis-
ease among cancer survivors, to date, there is little consensus or results
from randomized controlled trials, to support the use of specific foods, such
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as soy or regimens, such as macrobiotic diets. Guidelines therefore call for
a varied diet that is based on principles of moderation.35,89

Exercise

In recent years, several research groups have started to examine the
potential effects of exercise as a supportive care intervention that may
compliment existing anticancer therapies and address a multitude of con-
cerns associated with cancer and its treatment. The Institute of Medicine
report on exercise behavior for cancer survivors was primarily based on the
2004 Agency for Healthcare Research and Quality (AHRQ) evidence re-
view.61 In the interim, four other systematic reviews have been published
and summarize current evidence on exercise and adult cancer survivors.100-

103 In total, these five reviews identified 16 independent research investiga-
tions that examined the role of exercise in cancer survivors following the
completion of primary therapy. To summarize, most studies were con-
ducted in breast cancer survivors with fewer studies in colorectal, non-
Hodgkin’s lymphoma, or mixed cancer populations. All studies either tested
the effects of endurance or mixed (endurance combined with progressive
resistance training) exercise training programs prescribed at a moderate-
vigorous intensity (50-75% of baseline exercise capacity), 3 or more days
per week, for 10 to 60 minutes per exercise session. The length of the
exercise programs lasted from 2 to 15 weeks. Major outcomes of these
reports were varied and included cardiorespiratory fitness, strength, quality
of life, pain, immune parameters, and depression. Overall, these reports
conclude that exercise interventions following completion of primary treat-
ment were associated with consistent and positive effects on the following
outcomes: (1) vigor and vitality; (2) cardiorespiratory fitness; (3) quality of
life; (4) depression; (5) anxiety; and (6) fatigue.61,101-103 Despite these posi-
tive findings, all four reviews concluded that the current putative literature
provides promising preliminary evidence of the potential role of exercise in
this setting and that additional large-scale, well-controlled intervention stud-
ies are required.61,101-103

In this updated review, we have examined eight additional independent
studies104-111 that have been published during the past year and evaluate
them against the back-drop of published reviews and reports. Similar to the
studies reviewed in the IOM (AHRQ) report and the three prior systematic
reviews, these recent studies continue to predominantly focus on breast
cancer104-106,108,110,111 with one study each in lung109 and mixed cancer
patients.107 Most studies tested the effects of a combined endurance and
progressive resistance training program,104-111 two used endurance
only,110,111 and one used resistance training only.105 The intervention length
ranged from 2 to 12 months, and study endpoints were varied and included
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cardiorespiratory fitness, quality of life indices, lymphedema, body compo-
sition, and metabolic hormone profile. Overall, the results of these eight
recent studies support previous findings; significant benefits of exercise on
several identified study endpoints are presented in Table D.2-1.

These findings corroborate the conclusions of the 2004 AHRQ report
and the other systematic reviews suggesting that exercise is associated with
a moderately positive effect on cardiorespiratory fitness and quality of
life.61,101-103 Exercise also was generally associated with a small positive
effect on other outcomes of interest, such as fatigue, anxiety, and depres-
sion. Importantly, no study reported any exercise-related adverse events.
However, additional large-scale, well-controlled intervention studies in
other cancer populations, as well as breast cancer survivors, are required
that provide a comprehensive examination of safety issues.

Since the IOM report, two recent landmark studies have been reported
that examined the association between physical activity and cancer recur-
rence and overall survival in persons diagnosed with breast112 and colon
cancer.113 In the first study, Holmes and colleagues examined the associa-
tion between self-reported physical activity levels and breast cancer recur-
rence and mortality in a cohort of 2,987 female nurses participating in the
Nurses Health Study who had been diagnosed with early-stage breast can-
cer.112 Results indicated that women who engaged in 9 or more metabolic
equivalent (MET) hours per week (equivalent to brisk walking for 1 hour,
5 days/wk) had an unadjusted absolute mortality risk reduction of 6% at
10 years compared with women who engaged in less than 3 MET hours per
week (equivalent to walking at an average pace for 1 hour).112 In the second
study, Meyerhardt et al.113 examined the influence of self-reported physical
activity on outcome in 816 patients with colon cancer. After adjustment for
medical and demographic variables, preliminary results indicated that men
and women who engaged in more than 25 MET-hours of physical activity
per week had a hazards ratio for disease-free survival of 0.65 (95% CI,
0.38-1.11; p for trend = 0.02) compared with patients who reported low
levels of physical activity.113 These are the first reports to examine the
association between exercise behavior and cancer recurrence and survival.
Overall, these results significantly strengthen the evidence supporting the
role of exercise for cancer survivors following the completion of primary
treatment. Large-scale randomized controlled trials are now required to
confirm these exciting and important findings.

Although much work remains to be done, the current literature pro-
vides sufficient evidence that exercise is a safe and well-tolerated supportive
intervention that physicians can recommend to their patients following the
completion of primary therapy. Clearly, as in other clinical and nonclinical
populations, cancer survivors should obtain physician/oncologist clearance
before embarking on any exercise intervention or program. This may be
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particularly important in cancer survivors who may be at high risk for late-
occurring toxicity secondary to treatment. For example, anthracycline-based
chemotherapy regimens and left-sided chest radiotherapy are associated
with acute and late-occurring cardiac toxicity,114-117 whereas conventional
anticancer therapies are associated with several progressive disorders such
as endothelial dysfunction,118 and weight gain.63,119 Either one or a combi-
nation of these disorders increases patients’ risk of CVD. Thus, appropriate
CVD and cardiac screening procedures are recommended prior to the ini-
tiation of an exercise program. One additional long-term concern in breast
cancer survivors initiating an exercise program is lymphedema. Although
few studies have examined this question, the current evidence suggests that
upper body exercise does not induce or exacerbate lymphedema.61 How-
ever, as stated in the IOM report, further research is required on this topic
to formulate appropriate exercise prescriptions for women with or at risk
for lymphedema;61 it is important to note that a gap in research still re-
mains, since there have been no published studies in the interim. Until more
evidence is available, current recommendations of the American Cancer
Society, the Centers for Disease Control, and the American College of
Sports Medicine are advised: engage in at least moderate activity for 30
minutes or more on 5 or more days per week (see Table D.2-2).35,89

Smoking Cessation

As noted in the IOM report, nearly one-third of all cancers are caused
by smoking; thus, there is a high likelihood of tobacco use among survivors,
especially those who have been diagnosed with smoking-related malignan-
cies, i.e., lung, head and neck, cervix, bladder, kidney, pancreas, and my-
eloid leukemia.120,121 Persistent tobacco use postdiagnosis also is associated
with poorer outcomes, including increased complications of treatment, pro-
gressive disease, second primaries, and increased comorbidity.122,123 Thus,
while smoking cessation plays a substantial role in prevention and primary
care, it is perhaps even more critical for cancer survivors to quit smok-
ing.124 Fortunately, many survivors respond to the “teachable moment”
that a cancer diagnosis provides,125 and high quit rates are noted (~50%)
among survivors with smoking-related tumors.78,126 Unfortunately, many
survivors are unable to remain smoke-free, with approximately one-third of
smokers continuing to smoke after their cancer diagnosis.78 Recent data
from the National Health Interview Survey also suggest that current smok-
ing rates may be especially high in younger cancer survivors (ages 18-40)
than in the general population,127 though subsequent controlled analyses
on data with longer follow-up suggest that these differences may not be as
discrepant as previously thought.128

Given evidence that combined interventions that utilize behavioral
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TABLE D.2-1  Exercise Studies Following the Completion of Primary
Therapy (authors in alphabetical order)
Authors, Year Site Sample Age Design Exercise Intervention

Damush et al.111 Breast 34 survivors 59.6 Pre-Post Oncologist-referred
an average of self-management
3 yr post program to increase
treatment physical activity

Lane et al.104 Breast 16 dragon boat 52.4 Pre-Post Resistance and endur-
participants ance exercise training
with no history program with dragon
lymphedema boat training

Ohira et al.105 Breast 86 survivors Exercise RCT Progressive resistance
an average of (53) exercise training
2 yr post Control program
diagnosis (53)

Pinto et al. 106 Breast 86 survivors an Exercise RCT Home-based physical
average of 2 yr (53) activity intervention
post diagnosis Control program

(53)

Thorsen et al.107 Mixed 139 lymphoma, Exercise RCT Home-based
breast, gyneco- (39) endurance and
logic, or testicu- Control resistance exercise
lar survivors  an (39) training program
average of 1
month post
treatment

Cheema et al.108 Breast 34 dragon-boat 57.7 Pre-Post Combined supervised
survivors an resistance and endur-
average of 5 yr ance exercise training
post treatment program

Spruit et al. 109 Lung 10 survivors an 65.5 Pre-post Combined supervised
average of 3 resistance and
months post endurance exercise
treatment training program

Wilson et al. 110 Breast 24 African- 55 Pre-post Theory-based
American community-based
survivors an walking program
average of 3
month post
treatment

ABBREVIATIONS: IGF-II, Insulin-like growth factor II; METs, metabolic equivalent; QOL, quality of life;
RCT, randomized controlled trial; RPE, rate of perceived exertion; VO2peak, Peak Oxygen
Consumption (mL.kg.min–1).
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Duration Frequency/ Intensity Results

6 months 3×/wk1-hr sessions for 3 weeks Statistically significant ↑ in self-reported
and telephone support physical activity, physical fitness,

perceived barriers to exercise, and QOL

5 months 3×/wk resistance (8-12 repetitions of 6 Statistically significant ↑ in upper
different exercises) and  3×/wk extremity strength and volume over the
endurance (60% of maximum heart course of the intervention. Changes
rate) exercise training. Dragon boat consistent on both arms
training 2×/wk for 90 min

6 months 2×/wk1-hr supervised sessions for Statistically significant ↑ overall QOL,
13 weeks followed by 2×/wk home- upper and lower body strength,
based sessions for 13 weeks ↓ body fat and IGF-II. Changes in

strength were correlated with changes
in some psychosocial outcomes

3 months 5×/wk for 12 weeks at 55% to 65% of Statistically significant ↑ total and
(follow-up maximum heart rate moderate physical activity minutes and
at 6 and 9 physical fitness. Exercise group reported
months) ↑ vigor and ↓ fatigue

14 weeks Minimum of 2 sessions/wk at 60% to Exercise had greater increase in
70% of maximum heart rate cardiorespiratory fitness and fatigue in

comparison with control group

2 months 2×/wk resistance (8-12 repetitions Statistically significant ↑ in body
of 10 different exercises) and 3×/wk composition, upper and lower body
endurance (65% to 85% of strength, aerobic endurance and overall
maximum heart rate) exercise QOL
training sessions

2 months Daily cycle ergometry, treadmill Statistically significant ↑ in peak and
walking, weight training and endurance exercise capacity. No
gymnastics  at a moderate intensity improvements in pulmonary function

2 months 8 weekly 75 minute large and small Statistically significant ↑ in number of
(follow-up physical activity counseling sessions steps & exercise beliefs. Significant ↓
at 3 body mass index & body weight
months)
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counseling along with pharmacotherapy are effective, definitive guidelines
exist for providing care as it relates to smoking cessation.29 The 5-A ap-
proach endorsed by the U.S. Preventive Services Task Force provides a
concrete framework for health care providers to deliver appropriate care
regarding smoking cessation and is a featured element within the IOM
report.29,129 Despite this extant framework, the barriers to longstanding
smoking cessation success are substantial and findings from intervention
trials have been mixed; the IOM report provides a solid overview of studies

TABLE D.2-2  Exercise Prescription Guidelines for Cancer Survivors
after Completion of Primary Treatment
Low Intensity (Light Effort) Endurance Exercise

• 20–39% of HRreserve; 40–50% VO2peak; RPE of 10–11; 2–4 METs
• 45–60 minutes per day (total exercise minutes can be accumulated by performing

short bouts of light intensity endurance exercise throughout the day)
• 5–7 days of week
• Gardening, carrying groceries, raking lawn

Moderate Intensity (Moderate Effort) Endurance Exercise
• 40–59% of HRreserve; 60–75% VO2peak; RPE of 12–13; 4–6 METs
• 20–60 minutes per day (total exercise minutes can be accumulated by performing

short bouts of moderate intensity endurance exercise throughout the day)

• 3–5 days of week
• Brisk walking, (≥ 2.5−4.0 mph), swimming, cycling

Vigorous Intensity (Strenuous Effort) Endurance Exercise
• 60–84% of HRreserve; ≥ 75% VO2peak; RPE of 14–16; 6–8 METs
• 20–45 minutes per day (total exercise minutes can be accumulated by performing

short bouts of vigorous intensity endurance exercise throughout the day)

• 3–5 days of week
• Jogging (≥ 5.0mph), vigorous swimming, vigorous cycling

Progressive Resistance Exercise (Weight-Bearing)
• 1–2 sets (each of 8–12 repetitions) of 8–10 different resistance large-muscle

group exercises at moderate intensity
• 2–3 nonconsecutive days of week

Flexibility/Stretching Exercise (Weight-Bearing)
• Gentle reaching, bending and stretching of the large muscle groups
• Hold each stretch for 20–30 seconds; perform each stretch at least twice
• 3–7 days per week

CALCULATIONS: HRreserve = maximal heart rate (HRmax) minus resting heart rate (HRrest).
Multiply HRreserve by .20 to .84 to obtain target heart rate for desired intensity of exercise.
SOURCE:  Adapted from Courneya208, Brown et al.,35 and Warburton et al.209,210.
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conducted up until 2005 and notes the significance of smoking cessation
within the survivor population and the numerous barriers that exist.29

Fortunately, the early trials of Gritz et al.130 as well as the most recent trial
of Emmons et al.131 provide success stories that can guide future treatment,
research, and practice. The randomized controlled trial by Emmons et al.131

tested a peer telephone counseling intervention with tailored materials
against standardized self-help materials (both with optional nicotine re-
placement) among 796 currently smoking adult childhood cancer survi-
vors. They found that quit rates were significantly higher in the counseling
group compared to the self-help group at both the 8-month (16.8% vs.
8.5%; p < .01) and 12-month follow-up (15% vs. 9%; p < .01).131 This
home-based intervention also was found to be cost-effective. This recent
positive trial not only is important for its contribution to smoking cessation
research, but it also paves the way more generally for future health promo-
tion programs by testing innovative strategies that are well accepted and
more readily disseminable to survivor populations who often are hard to
reach. As noted in the IOM report,29 opportunities also exist for interven-
tions that incorporate social or familial support as a key element. An ongo-
ing trial that is currently testing the efficacy of such a family-based interven-
tion is entitled “Family Ties” (CA92622) and results are anticipated within
the next 2 years. As in areas of diet and exercise, more research is necessary
to determine interventions that are optimally effective and promote perma-
nent smoking cessation—acknowledging that continued tobacco-use may
be particularly resistant in cancer survivors. It is also worth noting that
smokers may represent a prime population not only for smoking cessation
efforts, but also for multiple risk factor interventions, since findings of
Butterfield et al.132 suggest that the majority (63%) of cancer survivors who
smoke also are likely to engage in at least two to three other unhealthful
lifestyle behaviors, such as sedentary behavior, high red meat consumption,
and excessive alcohol use.

Other Areas (Alcohol and Sunscreen-Use, Complementary and
Alternative Therapies, Osteoporosis Prevention, and Immunizations)

Alcohol Use

Alcohol, like tobacco, is an addictive substance, with the use of both
being highly correlated and associated with higher risk of similar cancers,
such as kidney and head and neck cancers. Given these similarities, a need
for multiple behavior interventions that integrate both smoking cessation
with alcohol abstinence,133,134 particularly in high-risk populations (e.g.,
veterans) are needed.133 To date, the only intervention undertaken that has
addressed both behaviors has been in 64 adolescent cancer survivors and
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from the perspective of preventing high risk behaviors rather than actively
intervening in those who have longstanding addictions.135 This intervention
by Hollen et al.135 was effective in modifying attitudes and behaviors short-
term (1-month follow-up), but not long term (6-month follow-up).

In considering alcohol as an independent risk factor, data suggest that
head and neck patients who continue to drink at least 15 servings of
alcohol per week have roughly a four-fold increased risk of developing a
second primary tumor compared to those who abstain.136 Morbidity due
to other causes such as pulmonary and cardiovascular disease, as well as
alcohol-related conditions, also is significantly higher among survivors
who continue to drink.137 In contrast, current evidence does not suggest
that continued alcohol-use increases risk of recurrence or all-cause mor-
tality among breast cancer survivors, even though alcohol-use is associ-
ated with the development of mammary carcinoma.37 Differences in dose
and the reduced prevalence of alcoholism within this population may
explain the lack of an association. Indeed, recent analyses of the 2000
National Health Interview Survey, suggest that overall cancer survivors
do not drink any more than those in the general population, though
moderate-to-heavy drinking is noted more frequently among select groups,
such as survivors of head, neck and lung cancers (24.1%), as well as
prostate cancer (22.3%).127,128 Like smoking, however, alcohol-use di-
minishes significantly with age,127,128 and “risky-use” (> 2 drinks per day
for men and >1 drink/day in women) is noted among only 4.1% of cancer
survivors who are age 65 and older. The low prevalence of risky drinking
among the majority of cancer survivors, plus established findings indicat-
ing that light-to-moderate alcohol-use is protective against CVD are taken
into account in diet and physical activity recommendations established by
the American Cancer Society.35,89 These recommendations parallel those
purported in the U.S. Dietary Guidelines,58 and the American Heart Asso-
ciation,138 i.e., those who choose to drink alcohol, should do so sensibly
(up to 2 drinks/day for men and up to 1 drink/day for women) and should
not be taking medications or have conditions for which alcohol is con-
traindicated.

Complementary and Alternative Medicine:

As noted in the IOM report, the use of complementary and alternative
medicine (CAM) is prevalent both in the general population and particu-
larly among cancer survivors.29 Common categories of CAM include spe-
cific dietary or exercise regimens (e.g. the Gonzales diet, Reiki, yoga, etc),
dietary and herbal supplements, acupuncture, massage and psychological
or mind-body therapies (e.g. imagery, journaling, support groups). A recent
paper by Hann et al.139 suggests that up to two-thirds of adult cancer
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survivors use some form of CAM therapy, with 69% reporting a belief that
it will prevent recurrence and 25% stating that it will offer cure. A 2005
review by Monti and Yang,140 reports that CAM-use fulfills psychosocial
needs that are inadequately addressed by the conventional biomedical sys-
tem, and as the IOM report suggests, survivors may derive potential benefit
for managing select side effects, as well as reducing pain and anxiety.
Therefore physicians are encouraged to recommend select CAM therapies,
such as support groups, massage, and relaxation therapy that appear safe
for cancer survivors. However, given the paucity of evidence on the biologi-
cal agents (e.g., chelation therapy, restrictive dietary regimens or dietary
supplements), current guidelines do not endorse the use of these products or
regimens.35,89,141 Instead, patients are encouraged to access reliable sources
of information, such as the National Center for Complementary and Alter-
native Medicine (http://nccam.nih.gov) and to follow key points when con-
sidering CAM therapies (see Table D.2-3). Open dialogues with physicians
and other health care providers play an integral role in this process, espe-
cially given the potential for deleterious interactions between various CAM
therapies and prescribed treatments. However, as noted in the IOM re-
view,29 patients are often reluctant to divulge such information. Thus, phy-
sicians are encouraged to initiate and maintain open communication re-
garding CAM.29,139-141

TABLE D.2-3  Patient Guidelines for Complementary and Alternative
Medicine

• Take charge of your health by being an informed consumer. Find out what
scientific studies have been done on the safety and effectiveness of the CAM
treatment in which you are interested.

• Decisions about medical care and treatment should be made in consultation with
a health care provider and based on the condition and needs of each person.
Discuss information on CAM with your health care provider before making any
decisions about treatment or care.

• If you use any CAM therapy, inform your primary health care provider. This is
for your safety and so your health care provider can develop a comprehensive
treatment plan.

• If you use a CAM therapy provided by a practitioner, such as acupuncture,
choose the practitioner with care. Check with your insurer to see if the services
will be covered. (To learn more about selecting a CAM practitioner, see our fact
sheet, “Selecting a Complementary and Alternative Medicine Practitioner.”)

xx
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Sun-Protective Behaviors:

Skin cancer is the most common form of cancer in the United States.1 In
2006, it is expected that more than one million men and women will be
diagnosed with one of three forms of skin cancer – basal cell carcinoma,
squamous cell carcinoma, or melanoma. High levels of exposure to UV
radiation increase the risk of all three types of skin cancer, and approxi-
mately 65% to 90% of melanomas are caused by UV exposure. As such,
risk of skin cancer can be substantially reduced by adopting sun-protective
behaviors (i.e., sunscreen-use, wearing clothing, seeking shade) that limit
exposure to sunlight – the primary source of UV radiation.142

Given the central role of radiation-induced DNA damage in the etiolo-
gies of both melanoma and basal cell carcinoma, cancer survivors who have
previously received locoregional radiotherapy, particularly childhood and
hematopoietic cell transplantation cancer survivors, are at increased risk
for certain forms of melanoma and basal cell skin cancers.143-146 In these
reports, nonmelanoma cancer development occurred after a considerable
latency period (10 to 20 years after radiation) suggesting that younger
patients (particularly children) may have a greater inherent sensitivity to
radiation.147 Given this evidence, cancer survivors, particularly those who
have received radiation at a young age (i.e., childhood cancer survivors,
hematopoietic cell transplant survivors) should be closely monitored for
skin cancers. Physicians are encouraged to perform regular examinations
during patient follow-up visits as well as recommend sun-protective behav-
iors demonstrated to reduce skin cancer incidence.

Despite convincing evidence that sun protective behaviors can reduce
the primary incidence of benign and malignant skin lesions, only one study
has attempted to increase these behaviors in cancer survivors. In this study,
200 patient-caregiver dyads were given an education-based, sun-protective
intervention at 2 and 6 months following skin cancer surgery. Results
indicated that both patients and caregivers reported higher sun-protective
knowledge, intentions, and behavior at 1 year postsurgery.148 Although
more research in cancer survivors is required, the extensive available litera-
ture documenting the benefits of these behaviors on the primary prevention
of skin cancer provides sufficient evidence for physicians to recommend sun
protective behaviors as part of comprehensive cancer care in these high risk
patients. It is important to note, however that a controversy currently exists
regarding the pros and cons of sunlight exposure in other cancers, most
notably lung, prostate and colorectal cancers. The findings of Giovannuci
et al.149 and others150-151 suggest that modest sunlight exposure may be
protective, not only for the primary risk of cancer, but also in survival.149-

151 These data call into question current guidelines and underscore the need
for further research.
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Osteoporosis Prevention

Osteoporosis is a common disease in healthy adults over the age of 50
years, with one in three women and one in four men being affected world-
wide;152 it is a condition for which diet and physical activity play important
roles. Epidemiologic findings suggest that bone density may be biomarker
of cancer risk, with lower bone density being a risk factor for colorectal
cancer and increased bone density being positively associated with uterine
and post-menopausal breast cancer.153-157 Even though lower bone density
may be protective for breast cancer in older women, clinical studies suggest
that osteoporosis is still a prevalent health problem even in these survivors;
data of Twiss et al.158 indicate that 80% of older breast cancer patients
have t-scores less than –1 and thus have clinically confirmed osteopenia or
frank osteoporosis at the time of their initial appointment.158 Thus, sub-
stantial proportions of colorectal and breast cancer patients may have sub-
optimal bone density at the time of diagnosis.

In addition, various cancer therapies, such as gonadotropin-releasing
hormone agonists (hormone therapy), glucocorticoids, certain chemothera-
peutics (e.g., methotrexate, cyclophosphamide, doxorubicin), radiation
therapy, and thyroid-stimulating hormone suppressive therapy all enhance
bone turnover and act to further compromise bone integrity.159,160 As such,
osteo-penia, osteoporosis, and increased rates of fracture have been noted
in a wide spectrum of cancer survivors, including breast, prostate, testicu-
lar, thyroid, gastric, and central nervous system cancers, as well as non-
Hodgkin’s lymphoma and various hematologic malignancies.160-163

Osteoporosis is a well-documented problem not only among older adult
survivors, but also among young adult survivors of childhood cancers.27,164-

167 The goals of patient care are early recognition of those patients at high
risk for osteoporosis and to prevent fractures in patients with documented
bone deterioration. The American Society of Clinical Oncology (ASCO)
has outlined a management strategy to promote bone health that includes
baseline bone density assessment with continued monitoring and treatment
based on bone density results.168 As reviewed by Chlebowski,159 these guide-
lines focus largely on pharmacologic means (e.g., pamidronate, zoledronic
acid) and selective estrogen-receptor modulators (e.g., raloxifene) to im-
prove bone density and reduce risk of fracture. Lifestyle interventions are
also postulated to play an important role in addressing this issue. In healthy
adults, current recommendations for osteoporosis prevention and treat-
ment include dietary and lifestyle changes (e.g., weight-bearing exercise,
consumption of adequate amounts of calcium (800-1,500 mg/day depend-
ing on age range and gender) and adequate amounts of vitamin D (400-600
iu/day), as well as reduction of ancillary risk factors found to affect intake,
calcium absorption, or bone turnover, such as smoking, caffeine, alcohol,
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sodium, and excessive protein consumption).169 Potential improvements on
bone mineral density of lifestyle interventions are yet to be tested specifi-
cally among cancer survivors.170 To date, the only research that has been
reported is a pilot study by Waltman and colleagues171 who examined the
effects of a 12-month multicomponent program of progressive resistance
training, alendronate, calcium, and vitamin D on preventing osteoporosis
in 21 postmenopausal breast cancer survivors who had completed primary
treatment. All participants experienced a significant increase in bone min-
eral density (BMD) of the spine and hip. Clearly, preliminary data from this
study combined with the demonstrated effects of combined regimens of
exercise, diet and pharmacologic agents on BMD in healthy adults provides
strong suggestive evidence for future larger randomized trials to investigate
the effects of multicomponent interventions that include exercise and diet
on skeletal health in cancer survivors; until then the guidelines established
by ASCO appear the most germane.168

Immunizations

Infections are responsible for more than half a million cancer cases
worldwide each year. Of the numerous infections that have been associated
with increased cancer risk, the human papillomavirus (HPV) is the most
commonly recognized. The association between HPV and malignancies of
the lower anogential tract, particularly the cervix, is well established.172 In
the United States, comprehensive cervical cancer screening programs (the
papanicolaou [pap] test) has dramatically decreased the risk of cervical
cancer.172

Although the role of vaccinations in the prevention of certain forms of
cancer and other diseases is an established part of clinical practice, the role
of these therapies in persons who have been diagnosed with cancer remains
largely unknown.173 Individuals diagnosed with cancer are often immuno-
compromised as a result of treatment (e.g., chemotherapy, high-dose ste-
roids) or the disease itself (hematologic malignancies are immunosuppres-
sive). Thus, it appears logical that immunizations may play a beneficial role
in cancer survivors who may be susceptible to bacterial, viral, and fungal
infections. However, there is concern that cancer patients may be unable to
provide a protective response to immunizations and, paradoxically, immu-
nizations may even increase the risk of clinical infection.173

A recent systematic review examined the available published evidence
on the role of immunizations in cancer patients who had not undergone
bone marrow transplantation.173 The authors reviewed the efficacy and
safety of vaccination against nine preventable diseases (i.e., haemophilus
influenzae type b, hepatitis B, influenza, measles, meningococcal meningi-
tis, poliomyelitis, 23-valent polysaccharide pneumococcus, tetanus, and
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varicella) that are associated with considerable morbidity and mortality
among cancer survivors. After the completion of primary treatments, the
influenza vaccine response in patients with solid tumors was similar to that
of healthy adults and side effects were mild. Overall, influenza vaccinations
appear to be safe and well-tolerated by cancer patients both during and
following primary treatments and may confer some protection against
influenza-related morbidity and mortality. Fewer studies have examined
the efficacy of measles vaccinations in cancer survivors because of the risks
involved with vaccinating immunocompromised individuals with live vac-
cines. Therefore, the Centers for Disease Control and Prevention recom-
mends that cancer patients undergoing chemotherapy should not receive
measles vaccinations. In patients who have completed primary treatment,
there are currently insufficient data to support measles vaccinations or
vaccinations against the other preventable diseases listed. As a general rule,
any patient considering vaccination should obtain physician clearance and
wait at least 4 weeks after the completion of primary treatment.173

Perceived Needs for Health Promotion and Preferences for
Delivery Among Cancer Survivors

Health Beliefs

Surveys conducted among cancer survivors over the past two to three
decades have produced consistent findings regarding survivors’ attributions
of the cause of their disease. The most frequently reported reasons (attribu-
tions) are heredity, environmental pollutants, occupation, stress, and to-
bacco use.174-179 These findings were confirmed in a recent population-
based study by Wold et al.,180 who found attributions of cause for the
following nonmodifiable and modifiable risk factors (reported as the per-
centage response of breast, prostate, and colorectal cancer survivors
[N=670]): family history (83%); smoking (79%); environmental pollutants
(69%); occupational exposures (59%); stress (56%); various dietary fac-
tors (47-51%); obesity (45%); and lack of exercise (28%). The authors
concluded that public health organizations and providers need to educate
survivors, as well as their healthy counterparts, on modifiable risk factors
associated with the primary prevention of cancer and related morbidity.

Therefore, while most survivors attribute their cancer diagnosis to fac-
tors beyond their control (with the exception of tobacco use), relatively few
credit dietary factors and obesity, and less than one-third attribute, lack of
exercise. Despite these attributions, other surveys among survivor popula-
tions suggest high levels of interest in diet (54%) and exercise (51%) inter-
ventions, as well as comparable levels of interest in smoking cessation
programs (60%), among adult cancer survivors who currently smoke, with
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this interest in behavioral change attributed to a desire to “prevent recur-
rence.”181 These findings are remarkably similar in pediatric cancer survi-
vor populations (with even higher levels of interest noted among their
parents).36 Van Weert et al.182 recently reported even higher levels of inter-
est (80%) in multiple behavior interventions. Thus, the cancer diagnosis
may signal a notable “about-face” in terms of health beliefs and may be an
opportune time or a “teachable moment” for undertaking health behavior
change.

Behavior Change Postdiagnosis

To date, published findings exist on 30 studies that have explored
persistent lifestyle practices (those that extend beyond the initial treatment
year) among cancer survivors; a majority of these studies were systemati-
cally reviewed by Demark-Wahnefried et al.52 The preponderance of earlier
research suggested that the practice of healthy lifestyle behaviors was higher
among cancer survivors than in the population at large; however, many of
these studies relied on modest-sized convenience samples and were limited
in terms of length of follow-up and heterogeneity of cancer type.52 Three
recent reports emanating from much larger datasets and assessing behav-
iors in longer-term survivors indicate that few health behavior differences
exist between cancer survivors and healthy populations or noncancer
controls.43,127,128

Two of these studies relied on data collected from survivors of several
different cancers and who were nested within a national sample that in-
cluded both cancer cases and controls, thus yielding data that are less likely
to be influenced by responder bias.127,128 Analyses by Coups and Ostroff127

and Bellizzi et al.128 on health behaviors of cancer cases compared to age-
and race-matched controls participating in the National Health Initiative
Survey-2000 indicate that while cancer survivors are 9% (95% CI, 1.03-
1.16) more likely to adhere to physical activity guidelines, for the most part
their health behaviors parallel those of the general population—a popula-
tion marked by inactivity, overweight or obesity, suboptimal fruit, veg-
etable, and fiber consumption, and high intakes of fat.58,129,130 Similar
results were found in another study that exclusively tracked lifestyle behav-
iors in a cohort of women (N=2,321) with early-stage breast cancer.43

Thus, findings of these larger, more recent studies are in direct contrast to
prior findings—differences that may be attributable to more heterogeneous
samples of survivors who were followed for longer periods of time. These
recent data provide us with a paradigm shift and the potential realization
that although many cancer patients report healthful lifestyle changes after
diagnosis, these changes may not generalize to all populations of cancer
survivors or may be temporary. Given higher rates of comorbidity within
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this population and evidence that diet, exercise, and tobacco use affect risk
for other cancers and other chronic diseases, these recent data support a
need for lifestyle interventions that target this vulnerable population, and
perhaps with greater need than previously thought.2,3,5-7,11-13,16,17,21,22,

27,29,45,79,129,130

When Is the Best Time to Intervene?

Few data exist as to when cancer survivors may be most receptive to
health behavior interventions. An early study of 988 breast and prostate
cancer survivors,181 suggests that most (57%) reported a preference for
diet, exercise, and/or smoking cessation information “at diagnosis or soon
thereafter” and that a significant decrease (p=.003) was noted as time
elapsed from diagnosis. These results are supported by unpublished data
that show response rates among elderly cancer survivors to a home-based
diet and exercise intervention are 34.3% among those within 18 months of
diagnosis, as compared to 13.9% among those who are 5 or more years
out.183 Factors such as age and gender also may affect interest and uptake
of lifestyle interventions. For example, McBride et al.184 found that interest
levels for lifestyle interventions may be sustained over time among women,
but not in men, since the psychological impact of disease diminishes signifi-
cantly with time from diagnosis among male, but not in female survivors.

Timing of interventions also is dependent upon the targeted behavior
(diet, exercise, smoking cessation, etc); the channel of delivery (clinic- or
home-based), treatments received (e.g., surgery, radiation, chemotherapy),
side effects (fatigue, pain, nausea, etc.), and desired outcomes (short-term
symptom management or overall long-term health). Furthermore, issues
such as time, transportation, child care, and patients’ willingness to under-
take new lifestyle behaviors may undermine the success of health promo-
tion efforts and require careful consideration regarding timing, content,
delivery channel, and patient selection. Also important is the realization
that several strategic iterations may be necessary in order to create an
intervention that not only has proven efficacy, but that also is well accepted
and generalizable to the patient population at large.

Preferred Channels for Delivery

As with intervention timing, there are relatively few studies that have
explored preferences with regard to intervention delivery channel and even
fewer that have compared the relative efficacy of different methods. In one
study of 307 cancer survivors, Jones et al.185 found that 85% of cancer
survivors preferred face-to-face exercise counseling for a one-session class.
Other researchers have found that distance and accompanying issues of
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time and transportation pose significant barriers for in-person programs,
especially among older cancer survivors (61% of cancer survivors are com-
prised of those 65 years of age or older).181,186-188 Such barriers also are
present among survivors of more rarely occurring cancers who often have
to travel great distances to receive specialized care in appropriate clinical
settings, i.e., childhood survivors.36 In a recent review of exercise interven-
tions, van der Bij et al.189 leveled criticism that most health promotion
interventions and programs “never reach the people who would benefit
most from them.” Given the relative prevalence of cancer within the Ameri-
can population, as compared to more common health disorders such as
CVD and diabetes, there is an enhanced need to develop interventions that,
if not initially—then ultimately are disseminable to populations of cancer
survivors at large. In two separate survey studies among breast and prostate
cancer survivors (N=988, mean age 63 + 11 years) and childhood cancer
survivors (N=209; mean age 20 + 6 years), Demark-Wahnefried and col-
leagues36,181 found that distance medicine-based or home-based programs
were significantly favored over clinic-based venues with the proportions of
survivors (breast and prostate versus childhood cancer) reporting “ex-
tremely high” to “high” levels of interest in the following delivery channels:
mailed interventions (53%/59%); computer-based interventions (CD-ROM
or internet) (not assessed/45-47%); and telephone counseling (23%/10%).
The surprising result that mailed interventions garnered higher preference
scores than computer-based formats among younger cancer survivors also
is supported by the findings of Im and Chee,190 who found that cancer
survivors report several barriers to computer-based programs. Also worthy
to note are the recent findings of a review by Rutten et al.191 who found
that cancer survivors were twice as likely to report reliance on print mate-
rials as sources of health information rather than the internet or other
media sources.191 It is currently unknown whether these results are apt to
change over time or whether there is a definite hardset preference for print
materials over computer-based venues. Given that cancer is a disease asso-
ciated with aging and that receptivity for computer-based formats is even
lower in older populations, it is safe to say that although web-based pro-
grams offer future promise; full penetrance of such programs, especially
among the most underserved populations of cancer survivors, is currently
questionable.52

To date, the preponderance of reported health promotion efforts among
cancer survivors have utilized clinic-based interventions and 11 studies
have employed hybrid programs that rely on both clinic-based sessions and
telephone counseling.60,99,187,192-195 Far fewer studies have tested interven-
tions that were delivered exclusively via home-based approaches. As re-
ferred to previously, the recent successful smoking cessation trial of Emmons
et al.131 which tested the efficacy of a telephone counseling and mailed
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material-based intervention is a foundational effort in this arena. In another
study of 86 sedentary breast cancer survivors, Pinto et al.106 found that
women randomized to a 12-week telephone counseling-print material inter-
vention, as compared to an attention control, experienced significantly
greater improvements in fitness and vigor, and reduced fatigue, though no
significant differences were noted in weight status or percent body fat. To
date, there have been no reported findings of interventions that have been
delivered exclusively through mailed or computer-based approaches, though
favorable results of the Fresh Start Trial, a diet and exercise intervention
delivered exclusively via series of sequentially-tailored mailed print materi-
als, will be released at this year’s ASCO meeting. By-in-large most health
promotion interventions among cancer survivors have reported favorable
findings with only one study by Segal et al.196 comparing relatively efficacy
between interventions delivered via clinic-based versus clinic-based plus
telephone counseling formats. In their trial of 123 early stage breast cancer
survivors, they found that physical functioning increased by 5.7 points in
the mixed delivery group and 2.2 points in the clinic-based program, as
compared a decrease of 4.1 points in the control group (p=.04), though no
significant differences between groups were found in aerobic capacity.196

More research obviously is needed to determine optimal approaches, not
only with regard to delivery channel, but also to such factors as timing and
pairing of behavioral components.

The Role of the Oncologist in Health Promotion

A consistent and well-known factor in promoting behavior change is
the recommendation of the health care provider.197-201 Currently, however
only about 20% of oncology care physicians appear to offer guidance
regarding healthful lifestyle change,181,202 and report barriers, such as com-
peting treatment or health concerns, time constraints, or uncertainty re-
garding the delivery of appropriate health behavior messages.203-205 Cre-
ative strategies are needed to most efficiently harness the motivational power
of the physician without unduly taxing resource-use. As an example, a
recent randomized controlled trial (N=450) by Jones et al.206 showed that
breast cancer patients who received an oncologist’s recommendation to
exercise reported a mean increase of 3.4 MET hours per week, as compared
to those not receiving a similar message (p=.011), furthermore, the
physician’s recommendation was found to directly affect perceived behav-
ioral control associated with behavioral change.207 Therefore, oncologists
can play a key role in catalyzing behavior changes that have the potential
for improving the overall long term health of their patients, and can rely on
nurses and allied health personnel, as well as health behavior researchers to
most efficiently and effectively promote behavior change.
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Resources Available to Providers and Patients for Health Promotion

With the increasing recognition of the growing population of cancer
survivors and the unique needs of this growing population, a wide range of
evidence-based resources are now available. These resources not only edu-
cate oncology care providers about the unique issues facing today’s cancer
survivors, but also serve to educate survivors themselves about optimal
health behaviors following a cancer diagnosis and completion of primary
treatments. In Table D.2-4, a list of recommended resources are provided
that offer comprehensive information on cancer survivorship issues reviewed
in this report. A list of specialized resources also are provided that offer
more in-depth information about select areas of health promotion (e.g.,
exercise, healthy weight, etc.). These resources may offer information that
is cancer-specific, as well as providing more general assistance.

Summary

In a recent review of the benefits of various lifestyle factors (i.e., diet,
exercise, smoking cessation, alcohol abstinence and sunscreen use), Kuhn
and colleagues,204 provided a rather grim assessment of the value of behav-
ioral interventions among cancer patients. To be sure, little is known re-
garding the direct impact of postdiagnosis behavioral change on cancer-
related progression, recurrence, or survival. In addition, there also are
comparatively few data that support the role of behavior change on other
health outcomes and comorbidity. Indeed, much more research is neces-
sary, not only to determine proof of concept (i.e., that behavior change can
make an impact on cancer-specific outcomes and overall health), but also to
arrive at interventions that are well accepted and that reach cancer survi-
vors who are most vulnerable. Data, however, are beginning to accumulate
that show benefit. In the interim, oncology care providers can assist their
patients by endorsing existing health guidelines and encouraging their pa-
tients to take active roles in pursuing general preventive health strategies.
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The Passport for Care

Improving the Lives of Childhood
Cancer Survivors:

Development of a Novel Internet
Resource for Managing Long-Term

Health Risks
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1. Introduction to the Passport for Care (PFC)

The Institute of Medicine,1 the President’s Cancer Panel,2 and the Cen-
ters for Disease Control and Prevention3 have emphasized the importance
of periodic evaluation and screening of cancer survivors for late effects of
treatment for their cancers. The Children’s Oncology Group (COG) re-
cently released version 2 of a set of comprehensive, evidence-based, long-
term follow-up guidelines for health care providers managing childhood
cancer survivors.4 While recognizing that the length and depth of the COG
guidelines are important in order to provide clinically relevant, evidence-
based recommendations and supporting health education materials, clini-
cian time limitations and the effort required to identify the specific recom-
mendations relevant to individual patients using the current paper-based
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format of the guidelines have been identified as barriers to their clinical
application. This report discusses the development of an online decision
support tool, the PFC, which allows health care providers and childhood
cancer survivors to quickly and accurately generate individualized
exposure-based screening recommendations and patient educational mate-
rials according to the COG Long-Term Follow-Up Guidelines via a web-
based, user-friendly interface.

The PFC includes an interface and database for recording summaries of
survivor treatment exposures; a “Guidelines Generator” employing a logic
layer with decision rules that link treatment exposures to periodic evalua-
tions and screening recommendations; and back-end guideline administra-
tion and maintenance tools. When completed, the PFC will also provide the
survivor ready access to individualized healthcare resources, an online sur-
vivor forum, and regular health screening information. It is designed for
secure use by the childhood cancer survivor who, if they choose, can share
information contained within the PFC with their physicians and other health
care providers.

This background paper describes the rationale, process, and status of
efforts to create this dynamic resource for survivors of childhood cancer
and their health care providers. The PFC is designed to be easily modified to
accommodate new and emerging findings regarding risks associated with
cancer treatment exposures, and it offers a means of alerting survivors and
professionals involved in their care regarding these findings.

In the ensuing pages, we provide a brief review of the current state of
the knowledge regarding late effects of treatment for childhood cancer and
the strategies for managing risks for late effects. We also describe the
multidisciplinary collaborative effort involved in the creation, testing, re-
finement, and deployment of the PFC. Lastly, we provide a description of
the current status of the PFC, discuss barriers and challenges to its develop-
ment and implementation, and review the implications of the PFC as a
potential model resource for follow-up of survivors of adult cancer and
possibly other chronic diseases.

2. The Challenge Posed by Late Effects of
Treatment for Childhood Cancer

2a. The Emergence of Cancer Survivorship as a National Priority.
Within the last few years cancer survivorship has been recognized as a
national public health priority by: (1) the Institute of Medicine (IOM) in
their 2003 report Childhood Cancer Survivorship: Improving Care and
Quality of Life;1,5 (2) the Centers for Disease Control and Prevention (CDC)
in its recently released A National Action Plan for Cancer Survivorship:
Advancing Public Health Strategies;3 and (3) the President’s Cancer Panel
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in its 2003-2004 Annual Report, Living Beyond Cancer: Finding a New
Balance.2 Several themes emerged from the recommendations and strategies
of all three documents: (1) There is a need to raise awareness among survi-
vors themselves, family members, policy makers and the public about issues
surrounding survivorship, including the long-term risk for late sequelae of
cancer treatment; (2) survivors and providers need to be informed of the
benefits of screening and periodic examinations as evidence and guidelines
emerge regarding long-term follow-up; and (3) patient navigation systems
and web-based tools need to be developed, tested, and maintained to facili-
tate optimum follow-up care of survivors.

2b. Challenges to Implementing Recommendations for Cancer Survivors.
Cancer survivorship represents a prototypical serious chronic health prob-
lem. Recovery from cancer requires transitions from specialty care to pri-
mary care, with follow-up after treatment supported by evidenced-based
guidelines for care.2 Systematic follow-up studies of late effects in survivors
of adult malignancies have been limited and comprehensive guidelines re-
main largely unavailable. However, the experience with long-term follow-
up of childhood cancer survivors has provided sufficient evidence to link
therapeutic exposures with potential late effects to inform guideline devel-
opment. The pediatric oncology experience may provide a model for explo-
ration of how guidelines for adult cancer follow-up care and management
of other chronic conditions may be deployed and implemented.

2c. The Experience with Childhood, Adolescent, and Young Adult Cancer
Care. Since the 1970’s, the majority of children and adolescents with can-
cers have been treated in clinical trials sponsored by the National Cancer
Institute. Professionals at institutions affiliated with the COG have, histori-
cally, treated over 90% of all children with cancer in the United States.6

The affiliated institutions in the United States, Canada, Europe, and Aus-
tralia, numbering 232 organizations as of May 2006,7 offer innovative
diagnostic and therapeutic interventions through 150 treatment protocols
designed to improve clinical and functional outcomes for children and
adolescents with cancer.8

The National Cancer Institute through its Surveillance Epidemiology
and End Results (SEER) program has documented the success achieved in
treatments of childhood, adolescent, and young adult cancer in recent years.
Over the last quarter century, 5-year survival rates for the five age group-
ings used in tracking have increased as follows for childhood cancers of all
sites: (1) ages 0-4: from 56.8% in 1974-1976 to 78.3% in 1995-2001; (2)
ages 5-9: from 55.5% in 1974-1976 to 78.6% in 1995-2001; (3) ages 10-
14: from 55.1% in 1974-1976 to 79.2% in 1995-2001; and (4) ages 15-19:
from 63.8%% in 1974-1976 to 79.5% in 1995-2001.9
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The population of childhood cancer survivors now numbers over
270,000.1 Several reports have extrapolated from SEER data reported by
Jemal and colleagues in estimating that roughly 1 in 570 individuals be-
tween 20 and 34 years of age is a long-term survivor of childhood can-
cer.1,10-12 Whether or not improvements in survival continue at rates sug-
gested by some researchers and epidemiologists, there are clear indicators
of success in prolonging the lives of children with cancer through more
effective treatment of the acute stages of disease. As a consequence, pediat-
ric oncologists and others who have been involved in cancer care for chil-
dren have recognized the obligation to examine the late sequelae of cancer
and cancer treatment and to develop strategies to screen for and manage
risks effectively.

2d. The Consequences of Treatment Success. The remarkable improve-
ments in pediatric cancer survival rates have brought with them a new set of
challenges for health care providers and for national, state, and local health
care systems. Childhood cancer survivors commonly experience late effects
of treatment.13-24 Two-thirds or more of childhood cancer survivors are
likely to experience at least one late effect,13,16-20 and in 25-40% of long-
term survivors, the late effects associated with treatment for cancer are
likely to be severe or life threatening.11,13-15,17,25 Late effects encompass a
myriad of detrimental physical conditions providing evidence for the need
for follow-up screening and early intervention These effects range from
multiorgan and systems dysfunction or failure;26-62 to subsequent malig-
nancies.21,48,63-71 In addition, chronic or subclinical changes persisting after
cancer treatment may result in premature onset of common conditions
associated with aging (e.g., diabetes mellitus, cardiovascular disease, hyper-
tension, hyperlipidemia)46-48,51,53,54,56-62,72 that place the long-term survi-
vor at higher risk for chronic illness and premature death.

Treatment for childhood cancer can also affect normal growth, leading
to reduced height73-78 and increased risk for obesity.79-82 The likelihood of
growth problems associated with particular cancer treatments provides evi-
dence for the need for regular screening in such patients and timely inter-
vention to manage risks of abnormal stature and weight. Apart from physi-
cal manifestations of disease related to prior childhood cancer treatment,
there is a large body of literature related to psychosocial effects of child-
hood cancer and its treatment on both survivors and family members.83-103

These effects may be related to: stress and the trauma inflicted by cancer
and its treatment on children and their families;104-121 deficits in cognition
and learning difficulties related to treatment;92,122-130 and/or factors involv-
ing body image and self-concept in children and young adults who perceive
themselves as being different from their peers.97,131-135 The heightened risk
for cognitive, behavioral, and interpersonal problems related to a prior
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cancer and cancer treatment experience requires vigilance on the part of
care providers so that timely assessment and appropriate treatment services
can be arranged, should symptoms of such problems appear.

2e. Complexity in Risk Assessment and Management. The difficulties that
many health care providers experience in trying to gauge the types and
levels of health risks associated with prior childhood cancer treatment were
summarized succinctly by Landier and colleagues:

. . . health care providers encountering childhood cancer survivors must
be knowledgeable about potential cancer-related adverse effects in order
to prescribe appropriate monitoring and to implement therapeutic inter-
ventions should health problems arise. Unfortunately, because of the rela-
tive rarity of childhood cancer, many health care providers lack familiari-
ty with cancer-related health risks and risk-reduction methods relevant
for this population. Moreover, the heterogeneous nature of pediatric ma-
lignancies, representing numerous histological subtypes with unique epi-
demiology, biology, and treatment regimens, further reduce the likelihood
of primary care providers attaining proficiency in managing long-term
childhood cancer survivors. At most, health care providers outside of aca-
demic centers may care for no more than a handful of survivors, usually
each with different cancers, treatment exposures, and health risks, making
delivery of appropriate care a daunting task. Consequently, primary care
providers in the community setting are often unfamiliar with cancer-relat-
ed health risks and uncomfortable with supervising the care of childhood
cancer survivors.136 pp.150-151

2f. Survivors’ Lack of Awareness of Health Risks and Effective Risk Man-
agement Strategies. Confounding the poor understanding of childhood can-
cer treatment-related health risks by many health professionals is the gen-
eral lack of awareness of such risks by the survivors themselves. A limited
number of studies have revealed significant knowledge deficits and
misperceptions in survivors’ understanding of their cancer diagnosis, treat-
ment, and cancer-related health risks.137-141 One study of adult survivors of
childhood cancer diagnosed between 1945 and 1974 concluded that certain
factors (e.g., younger age at treatment, nonwhite race, less intensive treat-
ment, lower paternal education, diagnosis in the earlier years of the study)
were associated with greater knowledge deficits among survivors.137 In
more recent studies, survivors demonstrated greater general knowledge
about their cancer histories and associated health risks, but exhibited lim-
ited knowledge of specific treatment details, a key factor in coordinating
long-term risk-based health care.138,139,141 The knowledge deficits observed
in two of these studies may be confounded by cultural and ethnic variations
in attitudes regarding disclosure of the diagnosis of cancer, especially to
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very young children.138,139 However, persistent knowledge deficits about
cancer-related health risks in older survivors limit their participation in
screening and risk-reducing interventions.140

Several studies indicate that survivors perceive themselves as more vul-
nerable to health problems than others not treated for cancer, requiring
more attention by the provider in protecting his or her health.135,142-147

However, health concerns do not consistently motivate engagement in pro-
tective behavioral practices or abstinence from risky behaviors.143,147-149

Examination of data on health service utilization from a large cohort of
childhood cancer survivors confirmed that many of those who had treat-
ments associated with higher risks failed to obtain follow-up screening as
recommened.150 Absence of recommended cancer-related medical visits
within a 2-year period among survivors who should be screened based on
known risks associated with specific treatments—including chest/mantle
radiation therapy (RT), cumulative anthracycline dose ≥300 mg/m2,
bleomycin, etoposide or ifosfamide—was documented for nearly half of
survivors surveyed in most cases. For those treated with chest/mantle RT,
47.9% did not report a cancer-related follow-up visit; for those treated
with a ≥300 mg/m2 cumulative anthracycline dose, the percentage not expe-
riencing a cancer-related follow-up visit was 51.7%; for bleomycin treat-
ment the percentage was 40.8%; and for high risk therapy, including any of
the three just cited and/or treatment with etoposide or ifosfamide, the
percentage was 50.7%.150 The study authors concluded that, for most
study participants, the likelihood of a cancer-related follow-up visit or a
physical examination decreased at an age when the risks for potentially
modifiable late effects from cancer were on the rise.150

3. Health System Factors Influencing the Delivery of
Effective Follow-Up Services

3a. Systems-Based Barriers to Effective Follow-Up. Financial and health
care systems barriers also influence follow-up care. One issue that has
received considerable attention in the professional literature since the early
1990s relates to transition from pediatric to adult care.151-164 There are well
documented problems in the transition to adult care for young people with
special health needs, including those previously treated for cancer. These
problems include lack of needed treatment services (i.e., no place to refer
young people when adult services are needed); provider unwillingness to
take on young people with special needs; lack of comparability to services
that had been available in the pediatric system; and lack of working knowl-
edge among adult providers in managing the special needs of patients with
conditions related to prior childhood diseases.158,159,164

Regarding procedural barriers, a major problem involves the transfer
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of accurate, complete, and appropriate information from the pediatric on-
cology treatment setting to the adult primary care or adult oncology treat-
ment setting. Effective follow-up of treatment-related health risks is contin-
gent on provision of a comprehensive medical summary to professionals
who will be involved in care of the younger or older adult who has a history
of treatment for childhood cancer.165 The transfer of treatment risk-related
information to primary health care providers has been hampered by evolv-
ing cancer therapies and late effects profiles, as well as by the long latency
period needed to evaluate many health outcomes and the generally un-
known risks of aging on treatment sequelae.11

The transfer is further hampered by the lack of uniform and/or compat-
ible information technology systems and electronic record distribution sys-
tems in U.S. health care. U.S. medical practices have been slow to adopt
information technologies that are increasingly important in health care
environments in which patients are likely to move geographically, change
health care providers either by choice or due to other factors (e.g., changes
in health care provider participation in specific third-party payer plans, loss
of health insurance coverage due to job changes), or otherwise alter their
health care seeking behaviors. Data suggest that, over a 12- to 24-month
period, between 15% and 25% of privately insured persons change their
health care provider due to changes in health plans.166,167 Such changes
have the potential to disrupt the transfer of essential information (e.g.,
disease history, health risk data, and prior treatment exposures) to health
care providers who require the information in order to assist the patient in
making informed decisions about his or her care.

3b. Demands on Health Care Provider Time. Another systems-related issue
that impacts delivery of effective follow-up services to survivors of child-
hood cancer relates to demands placed on health care providers’ time.
Expectations for comprehensive health screening and delivery of preventive
services by health care providers continue to grow. One recent study con-
cluded that, in order for primary care providers to satisfy all the preventive
health care recommendations of the U.S. Preventive Services Task Force,
7.4 hours per working day would be devoted to preventive services—exclu-
sive of any time spent in actual problem-based care.168 Given the extra time
required in order to assess childhood cancer treatment-related risks, par-
ticularly in the absence of technology support in many settings, the poten-
tial for inadequate risk identification and management is high.

4. Childhood Cancer Survivors: A Model for Long-Term
Follow-Up for Cancer Treatment

The survivors of childhood, adolescent, and young adult cancers repre-
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sent a population that offers several important advantages for study of
disease- and treatment-related factors that may increase risks for health
problems later in life. Characteristics of this survivor group that lend them-
selves to modeling for health risk management include:

• The population is well characterized with initial exposures to treat-
ment modalities documented by protocol;1,4

• Greater than 90% of children with cancer in the United States are
treated within institutions that are members of the National Cancer Insti-
tute (NCI)-supported COG using therapeutic approaches that conform to
COG-treatment protocols.6

• The late effects of cancer therapy have been and continue to be
systematically investigated as part of the Childhood Cancer Survivor Study
(CCSS), involving 20,346 childhood cancer survivors diagnosed between
1970 and 1986 and treated at 26 cancer centers in the U.S. and Canada.169

Therefore, a large population of identifiable survivors is also readily avail-
able through the CCSS and long-term survivor clinics at select COG institu-
tions for studies.169 This population offers opportunities to test the effec-
tiveness of interventions that can then be applied to the broader population
of childhood, adolescent, and young adult cancer survivors, and ultimately
extended to the total population of cancer survivors.

• Evidence-based guidelines for long-term follow-up have been de-
veloped by COG for survivors of childhood, adolescent, and young adult
cancer.4

• The development and deployment of the PFC, an Internet-based
decision support tool for both survivors and their health care providers is
well underway. As recently reported, the PFC, a functional decision support
system that includes automated capabilities to generate individualized
screening and follow-up guidelines and resources, is entering the first phase
of pilot testing in early 2007.170 Progress toward development of the PFC is
reviewed in the remainder of this chapter.

5. The Passport for Care

5a. Purpose. The PFC is an Internet-based decision support system being
developed for use by patients and providers to guide long-term follow-up
screening for late effects resulting from exposures for treatment of child-
hood cancer. The purposes of the PFC are to serve as a communication tool
to bridge the transition in care from cancer treatment to long-term survi-
vorship; to engage survivors and health care providers in an extended care
relationship; and to engage and empower survivors in assuming control and
direction for interventions to ensure health.
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5b. Description of PFC Features. PFC features include a portable care
summary of treatment exposures; individualized guidelines for care; alerts
for guideline changes; individualized resources for the survivor and for the
health care provider; survivor networks or virtual communities established
through online forums; and opportunities to participate in survivor-related
research. The PFC is being designed to contain separate online portals for
survivors and health care providers; however survivors and providers will
each have access to information across both portals. The survivor portal
will contain information in presentation and language suitable for lay audi-
ences. The health care provider portal will provide elements for subspe-
cialty audiences of oncologists and for primary care providers.

The survivor will have options regarding which specific PFC compo-
nents to share with various health care providers in either electronic or
print formats. Also, the PFC will incorporate an audit function that will
permit the survivor to review authorized access to the PFC. This latter
function will enable the survivor to monitor PFC use by different providers,
thereby facilitating tracking of communication among and between provid-
ers (e.g., oncologists, primary care providers, behavioral health specialists,
others). Although not accessible by the survivor, the PFC will also contain
tools for the guidelines developers to use to update or modify guidelines as
recommended by the COG, review guidelines for standardization and con-
sistency, and adjust guideline outputs.

In the pediatric arena, it is envisioned that the PFC will be an essential
tool in reengineering the approach to care by preparing patients and/or
family members for long-term survivorship. As treatment is completed, the
details of the PFC are to be shared with the survivor and/or family members
in preparation for participation. The discussion may be accompanied by
reference to and review of specific steps that the patient and/or family
member can take in monitoring for potential late effects and in intervening
early if needed.

Discussion of PFC participation may serve several purposes. It provides
an opportunity to communicate that a long-term follow-up plan is in place
for the survivor, and it may diminish the sense of abandonment that some
cancer survivors, both adults and children, describe with completion of
acute treatment and discharge from care.171, 172 PFC-related discussion may
foster empowerment of the patient and may encourage establishment of
extended partnerships with health care providers for purposes of health risk
monitoring and intervention. Access to trusted and reliable resources for
patient education and information may be facilitated via the PFC, laying
the foundation for survivor-directed information seeking. Establishing a
sense of independence and responsibility is important in building an effec-
tive health maintenance system that can be modified and updated to accom-
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modate emerging risk-related research findings, as well as changing life
circumstances specific to each patient.1

5c. Overview of PFC Development, Structure and Elements. The staged
development of the PFC involves an iterative process informed by qualita-
tive and quantitative research that includes focus groups and stakeholder
interviews, prototype development, usability evaluation, clinic testing, and
results-based improvement using an approach modified from that described
by Mooney and Bligh.173 Findings from qualitative data collection indicate
that survivors want information that explains their previous treatments and
risks for late effects; they want the ability to control their medical informa-
tion; they want and need recommendations for their follow-up care and
informational resources tailored to their specific cancer history; and they
require summaries that can be shared with their personal health care pro-
viders in order to ensure that the provider is aware of risks associated with
prior childhood cancer treatment. It is anticipated that research that will
occur during the various stages of PFC development may identify addi-
tional needs of survivors and providers that the PFC can be modified to
address.

5d. The PFC: A Multi-Disciplinary Collaboration. Led by faculty at the
Texas Children’s Cancer Center (TCCC) and the Center for Collaborative
and Interactive Technologies at Baylor College of Medicine, the PFC has
been developed in collaboration with representatives from the COG and
the CCSS. The participants in the Working Group are noted in Table D.3-
1. Input has also been obtained from members of a national steering com-
mittee and other stakeholders, including advocacy groups with particular
interests in cancer survivorship and long-term follow-up care.

5e. The Health Care Provider Portal. The initial stage of PFC development
has focused on creation of the “health care provider portal.” A description
of this portal is provided below.

As shown in Figure D.3-1, the health care provider portal has the
following components:

• A summary of care including demographic data, diagnoses, and his-
tory of treatment exposures for each survivor;

• The COG Long-term Follow-up Guidelines for Survivors of Child-
hood, Adolescent, and Young Adult Cancers stored in a database;

• The decision rules linking treatment exposures to potential late ef-
fects and recommendations for screening and other resources;

• Web-based and print outputs providing individualized information
regarding potential late effects, risk factors, and associated screening rec-

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


216 APPENDIX D.3

ommendations (Figures D.3-2, D.3-3, and D.3-4; guidance for screening for
other malignancies (Figure D.3-5); tailored survivor and health care pro-
vider education and information resources (Figure D.3-6); and evidence-
based scoring of recommendations and references (Figure D.3-7); and

• Guideline editing and reviewing tools for use by guideline developers.
The latter tool set has been used to assist with standardization of the latest
version of the COG Long-Term Follow-up Guidelines for Survivors of
Childhood, Adolescent, and Young Adult Cancers (Version 2.0—March
2006).4 The PFC health care provider portal will serve as an electronic
repository for the COG Long-Term Follow-Up Guidelines and as a tool to
foster standardization of clinical services at the point of care.

5f. Internet-Based Deployment. Because of the distributed nature of antici-
pated users of the PFC, an Internet-based system was deemed most appro-
priate. An Internet-based approach offers the advantages of easy accessibil-
ity, interoperability, and public availability.

TABLE D.3-1  PFC Working Group Members and Organizational
Affiliations (presented alphabetically by surname)
Smita Bhatia, MD
City of Hope National Medical Center,

Duarte, CA
Chair, COG Late Effects Committee

Sarah Bottomley, RN, MN, CPNP
Texas Children’s Cancer Center,

Houston, TX

Michael Fordis, MD
Center for Collaborative and Interactive

Technologies
Baylor College of Medicine, Houston,

TX

Marc Horowitz, MD
Texas Children’s Cancer Center
Baylor College of Medicine, Houston,

TX

Melissa Hudson, MD
St. Jude’s Children’s Research Hospital,

Memphis, TN
Member, COG Late Effects Committee

Wendy Landier, RN, CPNP
City of Hope National Medical Center,

Duarte, CA
Member, COG Nursing and Late Effects

Committees

Ann Mertens, PhD
University of Minnesota, Minneapolis, MN
Investigator, Childhood Cancer Survivor

Study

Kevin Oeffinger, MD
Memorial Sloan-Kettering, New York, NY
Member, COG Late Effects Committee

David Poplack, MD
Texas Children’s Cancer Center
Baylor College of Medicine, Houston, TX
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FIGURE D.3-2 Periodic history, physical, diagnostic imaging, laboratory and other
evaluations are displayed with the type of evaluation that should be performed, the
potential late effect that is being evaluated, the frequency of recommended evalua-
tions and links to important additional information such as the COG Healthlink
(see Figure D.3-6), pertinent references and the full guideline (see Figure D.3-7).
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5g. COG LTFU Guidelines. Comprehensive Long-Term Follow-Up Guide-
lines for Survivors of Childhood, Adolescent, and Young Adult Cancers
have been developed by COG’s Nursing Discipline and Late Effects Com-
mittee.4,174 COG members have enthusiastically endorsed broader dissemi-
nation and use of the guidelines in helping childhood cancer survivors and
other health professionals who provide care to survivors to recognize and
manage health risks related to late effects of treatment. In the most recent
version of the guidelines released to the public (version 2.0 issued in March
2006), potential late effects, risk factors, highest risk factors, recommended
periodic evaluation and frequency, health protective counseling recommen-
dations, considerations for further testing and interventions, and references
are presented in tabular format corresponding to specific therapeutic
agents.4

FIGURE D.3-3 This view of the guidelines allows the health care provider to view
the risk factors for each of the potential late effect that the survivor is susceptible to.
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FIGURE D.3-4 This summary of yearly evaluations with the corresponding poten-
tial late effects will allow the health care provider to quickly view what needs to be
assessed on an annual basis.
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FIGURE D.3-6 The COG Healthlink information for survivors can be easily ac-
cessed by an online link to the COG website from the evaluations page (Figure
D.3-2).

A summary of screening recommendations for common adult-onset
cancers developing as subsequent malignancies in this population, direc-
tions regarding how to use the guidelines, a listing of references to relevant
scientific literature, and a detailed topical index are included. An explana-
tion of the levels of evidence related to each identified risk for a late effect
is also presented. The scores assigned, according to a modified version of
the National Comprehensive Cancer Network “Categories of Consen-
sus,”175 relate to the strength of association of the identified late effect with
the specific therapeutic exposure based on current literature.4 Each score is
coupled with a recommendation for periodic health screening based on the
collective clinical experience of the panel of experts who developed the
guidelines. These scores enable users to judge the strength of the evidence
associated with each late-effect risk and the recommendations accompany-
ing it.
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However, because of the length of the guidelines and the detail con-
tained in them, clinical utility of the paper-based version of the guidelines
on a day-to-day basis in a busy clinical practice is limited. It is precisely
for this reason that the PFC, with its ability to generate individualized
follow-up recommendations, is anticipated to be attractive to the practic-
ing clinician.

5h. Challenges in PFC Development and Its Adoption. PFC development
has required addressing a number of challenges. A brief review of the
barriers confronting PFC developers may prove informative for the broader
initiatives addressing the needs of all 10 million adult cancer survivors in
the United States.

(1) Impacts of Guideline Publication on Provider Behavior. Studies
dating back nearly two decades have documented problems related to
guideline adherence across different types of adult and childhood prac-
tice settings and disease states.176-181 Feifer and colleagues summarized
barriers to effective guideline implementation at the healthcare pro-
vider level (i.e., not knowing that guidelines exist, not being familiar
with and/or agreeing with content, lacking time to apply guidelines in
the clinical setting); the patient level (i.e., inconsistency with health
beliefs, time and financial constraints, lack of trust in the guidelines);
and systems level (i.e., not having the right information in the right
place at the right time, resource constraints, patient volume).181

Despite the literature suggesting poor adherence to clinical guide-
lines in many practice settings, there is growing recognition of the
attributes of clinical guidelines that improve the likelihood of their
application in clinical settings. Studies have indicated that factors that
enhance the likelihood of adherence to clinical guidelines include: en-
gaging patients as partners;182-185 using point-of-care reminders;186-189

and employing population-based management techniques.190-194 For
these reasons the PFC was designed to include components that address
the needs of both the survivors and their providers in a health care
partnership providing resources tailored to survivor or provider needs
and offering point-of-care or near point-of-care decision support indi-
vidualized to the needs of the specific survivor.

(2) Guideline Development. The process of development of the compre-
hensive Long-term Follow-up Guidelines for Survivors of Childhood,
Adolescent, and Young Adult Cancers has been well described and will
not be reviewed here.174 However, mention must be made of the public
investment from the National Cancer Institute (NCI) in the CCSS that,
along with other efforts, has proven essential for identifying and link-
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ing therapeutic exposures to late effects. The NCI has also supported
development of the COG Long-Term Follow-Up Guidelines under the
U10 CA098543 grant.  Similar initiatives are needed across the spec-
trum of adult cancers to accelerate development of an evidence base
that can provide the foundation for guideline development. In this
regard it is worth noting the approach that COG has taken in guideline
development.

Even in the arena of pediatric cancer treatment and follow-up, a
complete evidence base for development of screening guidelines is lack-
ing. Therefore, COG experts made use of the literature linking late
effects to treatment exposures and combined the available evidence
with expert consensus. In doing so, COG guideline developers recog-
nized that there are no randomized clinical trials available on which to
base recommendations for periodic screening evaluations of childhood
cancer survivors.4 As a consequence, professionals involved in guide-
line development examined “… the strength of data from the literature
linking a specific late effect with a therapeutic exposure, coupled with
an assessment of the appropriateness of the screening recommendation
based on the expert panel’s collective clinical experience.”4,p. 4 Each
guideline was then scored using a modified version of the National
Comprehensive Cancer Network “Categories of Consensus” to com-
municate the levels of evidence and consensus to users.175

(3) Care Summary Development. Although modifications and refine-
ments continue to be made, an end-of-treatment summary or care sum-
mary that permits data collection that can be used for clinical and
research purposes has been developed by COG committees. While it is
attractive to collect more data rather than less, caution should be exer-
cised in this regard. For example, in the case of the PFC, generation of
individualized guidelines requires only a limited subset of the informa-
tion contained in the complete COG Care Summary dataset. Collection
and archiving of the complete dataset could require commitment of
time and money that, for some clinicians, may discourage participation
and use. We are exploring approaches for streamlining data collection
strategies in a manner that allows for use of the more limited dataset
for the PFC, however, permits collection of the larger dataset (if pre-
ferred by the provider) and expansion of data collection as evidence
evolves.

(4) Accommodating Change. Accommodating change in a project such
as the PFC can, in itself, pose a barrier to effective implementation.
Change can occur at many levels (e.g., survivor’s treatment history,
providers’ roles in working with the survivor in long-term follow-up
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care, the guidelines knowledge base and emergence of new findings
with regard to risks and the recommendations for follow-up evalua-
tion). While the COG Care Summary incorporated into the PFC is not
designed to be a complete medical record, a careful effort was under-
taken to permit capturing changes in treatment exposures that could
influence follow-up guideline recommendations. In particular, the Care
Summary accommodates treatments for relapses and subsequent malig-
nancies. Relapses and subsequent malignancies that occur during care
or follow-up at a COG institution could presumably be entered into the
PFC database using personnel and approaches similar to those used in
creating the initial Care Summary.

Should relapses or subsequent malignancies occur in adulthood
under the care of an adult oncologist, staff less familiar with the PFC
would need to become involved in updating the history of treatment
exposures in the PFC. Training and support mechanisms, necessary to
prepare health care providers and other clinical staff who will be in-
volved in such activities, will be incorporated into the patient portal of
the PFC under development. Contemplation of such developments in-
vites consideration of whether guideline recommendations will need to
accommodate the later exposures to treatments. With respect to changes
in provider roles, the patient portal of the PFC is being designed to
allow for capture of information on changes in healthcare providers
and contact information on former and current providers, thereby fa-
cilitating timely contact with current providers, as well as providers
involved earlier in care.

As data emerge regarding indications and recommendations for fol-
low-up, the guidelines for long-term follow-up for potential late effects
are anticipated to change. With paper-based or token-based (e.g., a
smart card) systems, the recommendations accompanying the treat-
ment history may become dated, if not obsolete, presenting a signifi-
cant barrier to use. In contrast, an Internet-based deployment for the
PFC offers the advantages that guidelines can be conveniently modified
in one location with changes populating any recommendations subse-
quently produced. This is accomplished using administrative tools cre-
ated and deployed for use by guideline developers and maintainers.

(5) Standardization and Interoperability. Use of proprietary software
and systems can produce significant barriers to data sharing and
interoperability. For example, one can envision: (1) the possible re-
quirement to aggregate or exchange data with other electronic systems,
including electronic medical records (EMRs), insurance or payer data-
bases, or other clinical decision support systems; or (2) the need to
develop reports or analyses based on any number of parameters (e.g.,
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diagnoses, treatment exposures, procedures). As noted in recent re-
views of clinical support systems, such tasks can be greatly facilitated
by use of coded data, standard vocabularies, and messaging standards
(e.g., Health Level Seven [HL7]).195, 196 More broadly, support is coa-
lescing around a new vision for nationwide health information using a
decentralized “network of networks” facilitated by consensus regard-
ing shared policies and common technical standards. Connecting for
Health Common Framework: Resources for Implementing Private and
Secure Health Information Exchange is an initiative underwritten by
the Markle Foundation that involves a wide range of stakeholders with
interests in health and health care information.197 Monitoring of this
initiative, which has advanced from the conceptual to the demonstra-
tion phase, will provide guidance in ensuring that the end result of
efforts like the PFC are accessible to a wide range of audiences using
varying hardware and software configurations to access summary data
and other components of programs designed to foster effective long-
term follow-up of care services.

(6) Integrating into Clinical Workflows. Technology, no matter how
compelling, will remain unused if it does not serve the needs of the
clinician or clinical staff, and if it does not integrate seamlessly into
workflows of clinical service settings. For this reason, it is critical that
stakeholders are involved in developmental efforts, providing input and
feedback throughout the processes of prototype creation and iterative
testing and improvement. Early stakeholder involvement ensures that
the selection of technologies and applications meets provider needs and
can be used within extant clinical environments. Stakeholder involve-
ment must engage the full range of individuals who will be involved in
application use and maintenance (e.g., individuals entering clinical data
into the Care Summary, nurses and health care providers using the
recommendations, guideline developers, and patients). Training and
support procedures are also essential components of a deployment plan
to ensure that integration into the clinic workflow can proceed
smoothly.

(7) Protecting Patient Confidentiality and Privacy. Protecting the pri-
vacy of survivors and ensuring confidentiality is a paramount concern
in designing any software application involving identifiable health in-
formation. Protection of privacy and confidentiality is also a legal re-
quirement under the Health Insurance Portability and Accountability
Act of 1996 (HIPAA).198 Providing reliable and effective security for
digital information requires a multimodal strategy involving access au-
thorizations (e.g., passwords, user IDs, user tokens) and attribution
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(e.g., audit logs), as well as application and data, transmission, net-
work, and physical (i.e., hardware) security using various tools and
strategies (e.g., data encryption, firewalls, virtual private networks
[VPNs], locked rooms with key card or biometric access). Included in
the technical specifications for the PFC is explicit information on strat-
egies for ensuring that the program is secure and that the resulting
program complies with federal mandates, including HIPAA require-
ments. In this regard, it is worth noting that the PFC has been designed
with security: (1) at the browser level, involving digitally secured cer-
tificate access via a secure hypertext transfer protocol (HTTPS) connec-
tion and an encrypted identifier for each user; (2) at the application
level through user authentication, log-in with user ID and password
protection, verification through the database, assignment to a clinic
and record set, and creation of an audit trail providing a log of who
viewed specific data and when it was viewed; and (3) at the database
level via encrypted storage files that are keyed at multiple levels within
the encrypted application page. Deployment will also include addi-
tional network and physical security of the type described above. In
addition to conforming to HIPAA requirements, further security will be
assured through review and compliance with the requirements of the
Baylor College of Medicine IT security and requirements of the Institu-
tional Review Board (IRB). IRB approval will be secured prior to any
personal information being gathered for storage and use via the PFC
database. Informed consent will be required in order for survivors to
participate in testing or later use of the PFC.

(8) Development and Maintenance Costs. While public funding is avail-
able for research and evaluation of extant tools, limited funding is
available for the development of novel technological applications. In-
vestigators interested in advancing the creation of new tools for manag-
ing chronic disease may find themselves seeking funding from private
sources, including foundations, private individuals, and their own insti-
tutions. Even greater challenges may be faced by developers who, for
legitimate scientific reasons, must focus initially on smaller audiences
or specific subsets of larger patient populations, such as childhood
cancer survivors. Public funding agencies interested in encouraging de-
velopment of innovative decision-support tools for chronic disease,
should consider reevaluating current requests for applications (RFAs)
to accommodate the needs of pilot projects focusing on well-defined
populations as long as sufficient data can be gathered to demonstrate
the value of the particular innovative approaches.
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(9) Other Challenges. There are other challenges to be met in designing
and implementing projects like the PFC. Collaboration across disci-
plines is essential, and as experience with the PFC has demonstrated,
engagement of clinical experts with informatics specialists at the earli-
est phases of guideline development can greatly accelerate the critical
transition from print to electronic formats. Also, involvement of other
experts in areas such as health communications, patient adherence,
quality improvement, social psychology, health literacy, patient privacy
and confidentiality, ethics, security, and interoperability standards may
prove valuable in application development and in achievement of a
successful outcome. Furthermore, resources, including funding, should
be available to explore experimentally the efficacy and practicality of
approaches for health care provider and patient behavioral change,
including evolving continuing medical education and patient education
approaches that may prove critical in improving professional and pa-
tient compliance and changes in health outcomes.

Finally, perhaps the most significant challenge to development of any
tool like the PFC for any population of survivors is the assurance that the
patient and guideline information will be updated and maintained in the
future. Ensuring that the PFC or similar initiatives will be available to
survivors throughout their lifetimes requires new models ensuring extended
support. Consideration of models and strategies to provide for the longev-
ity of the PFC are items under active discussion and exploration.

5i. PFC Testing and Roll-out. A fully operational version of the PFC is
undergoing initial testing in preparation for early deployment and evalua-
tion in the TCCC survivor clinic. Initial pilot testing will allow for assess-
ment of the effectiveness of the automated guideline generator to determine
if decision algorithms have been properly formulated and programmed, if
data components are properly linked to respond effectively to risk-related
queries, and if the responses to queries yield the correct information with
regard to risk-based follow-up. Testing results will be used to modify and
refine the PFC in preparation for subsequent testing in three additional
COG clinics.

Once pilot testing has been completed, and the PFC has been revised
and/or refined to ensure that it operates effectively it will be made available,
in a staged manner to COG-affiliated institutions for initial field implemen-
tation. At this point, one portal will be operational—a portal for oncology
health care providers for use in COG oncology clinics. Simultaneously, a
second PFC portal, for survivors and primary care providers, will be devel-
oped and undergo testing and evaluation.
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5j. Survivors of Adult Cancer and the PFC. It is attractive to consider
applying a PFC-like approach to the care of adult survivors of cancer,
however, it is important to recognize that follow-up of patients treated for
cancer as adults poses unique challenges that differ from those encountered
in the population of childhood cancer survivors.

Adult cancer patients are typically treated in the offices of private
oncologists, rather than in academic medical centers, as are the majority of
children with cancer. Furthermore, adult cancer care may reflect a greater
diversity of approaches, with many patients not treated on standardized
protocols. Follow-up studies of adult cancer survivors and the evidence
base linking treatment exposures to potential late effects are limited. Com-
prehensive follow-up guidelines for survivors of most adult cancers have
not been developed, and consensus regarding the development and use of
an end-of-treatment summary is still evolving. It is important to note that
the PFC is widely adaptable and may have far-ranging applications, includ-
ing to the adult cancer survivor population, once comprehensive consensus-
based guidelines for various adult cancers have been developed.

CONCLUSION

The substantial successes achieved in the treatment of childhood cancers
over recent decades and the increased longevity of such patients has been
accompanied by the additional need to address the late sequelae associated
with cancer therapy. The Passport for Care (PFC) is a dynamic resource
designed to provide survivor and provider education, resources, decision
support, and health care recommendations tailored to the individual needs of
the long term survivor of childhood cancer. Although the PFC targets a
comparatively small population, the approach or elements of the approach is
likely to be informative and/or serve as a model for applications designed to
address the needs of the 10 million adult cancer survivors in the United
States.

Successful development and deployment of such applications are antici-
pated to face a variety of challenges, including those relevant to scientific,
clinical, health systems, logistical, interoperability, provider and patient ad-
herence, security, guideline updating, long-term maintenance, and financial
support issues. Strategies are available to address or begin to address a num-
ber of the potential barriers; however, significant hurdles do remain in the
initial stages with respect to the provision of support to develop such model
health care information tools and systems.

Finally, if such models prove successful and cost-effective in improving
health outcomes, public health policy makers in partnership with other pub-
lic and private stakeholders will need to develop policies and systems that can
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accommodate the long-term needs for maintaining decision support tools
demonstrated to improve the lives of patients with chronic disease.
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Regional Approaches to
Cancer Survivorship Care Planning
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Deputy Director, University of Colorado Cancer Center

Synopsis: State-level cancer control collaboratives could help to in-
stitute a widespread adoption of cancer survivorship planning, but
most of the current collaboratives will first need to better engage
health care providers.

Introduction

If cancer survivor plans are to constitute a standard in cancer care,
many different organizations will need to collaborate to institute this new
service as a medical care norm.1 Regional organizations that currently col-
laborate in cancer control programs could be particularly helpful to broadly
institute cancer survivor planning. The purpose of this paper is to examine
this potential, and to critically assess both the capabilities and weaknesses
of organizations engaged in regional cancer control activities.

Cancer Control as a Regional Issue

The term “regional” could define many different types of geopolitical
units. In this review, “regional” will be considered mostly as statewide or as
pertaining to subregions of a state, such as an urban area with its surround-
ing suburbs, or a defined rural area of a state with a regional identity. The
term “regional” could also refer to areas of the country that include several
states, such as the Southwest or the Midwest, but most multistate regional
organizations, such as Department of Health and Human Services (DHHS)
regions and American Cancer Society (ACS) Divisions, have been created
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principally for administrative convenience, and do not have functional col-
laborative programs. As most public health activity tends to be state-
specific, and most cancer control programming is now at the state level, the
term “regional” will mostly be used here as synonymous with “statewide.”

State-based cancer organizations have been under development as a
public health strategy over the past decade by the Centers for Disease
Control and Prevention (CDC).2 The CDC comprehensive cancer control
strategy is to support public health departments to create state-wide col-
laborative organizations that join expertise from public health agencies,
universities, nongovernmental voluntary cancer organizations, and health
care providers. That CDC would designate state health departments as the
conveners of statewide collaborative organizations derives from the historic
relationship between CDC and state governments. States are the geopoliti-
cal units with primary responsibility for public health in the United States,
and the historic role of CDC has been to support states in their public
health efforts. CDC’s cancer control strategy via states has been to build a
program of comprehensive cancer control onto their earlier investments in
chronic disease prevention and control, including state tobacco control
programs, cancer registries, breast and cervical cancer screening, and be-
havioral risk factor surveillance systems.

The Current Status of State-Based Comprehensive Cancer Control

The CDC model for state-based comprehensive cancer control is to
build programs in two stages: first planning, then implementation. The
planning process can take from one to several years. Planning is a collabo-
rative process in which the state health department cancer control program
staff convene work groups to examine cancer trends and risk factors, then
to examine existing resources and opportunities, and finally to create con-
sensus objectives and strategies to reduce the state’s cancer burden. At this
time, 44 states have completed the cancer planning process, with publica-
tion of their state cancer plans.3 The implementation stage then follows, a
prolonged period with no definable ending, in which collaboratives in the
state work to develop a comprehensive cancer control program and to
accomplish the goals set out in the cancer plan. As the CDC budget for
cancer control is not growing as rapidly as is the number of states entering
into the implementation phase, the level of funding per state for implemen-
tation has been decreasing in recent years. Thus, comprehensive cancer
control across the United states is progressing in terms of the numbers of
states completing plans and moving into implementation, but it is at the
same time regressing from the perspective of the availability of resources to
implement plans within states.

The main strength of state-based cancer programs derives from their
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multiorganizational and multidisciplinary nature. State cancer coalitions
(variously also called “alliances,” or “partnerships”) serve the function of
communication and collaboration about various cancer control activities
across many different sectors within states. These sectors include public
health agencies, academic centers, nongovernmental voluntary health agen-
cies, and health care providers. Most of the actual work of cancer control in
the state cancer coalitions is conducted by the partner organizations. The
purpose of the coalition is to motivate and coordinate the collective body of
work done by partner organizations. Within the coalitions, most of the
planning and communication occurs within work groups or task forces.
The composition of these groups differs across states but usually includes
disease-specific groups (e.g., breast cancer, colorectal cancer, prostate can-
cer, skin cancer), or groups focusing on specific issues that cut across cancer
sites (e.g., surveillance, evaluation, health disparities).

There are two major weaknesses of state cancer control coalitions:
insufficient funding and insufficient independence. CDC has provided fund-
ing for the development of cancer plans across states, but as states finish the
planning process, there is insufficient funding to enact programs to achieve
the lofty goals defined in the planning process. With the numbers of states
entering into the implementation phase of comprehensive cancer control
growing much more rapidly that the CDC budget for cancer control, the
result has been lower budgets for states to effectively engage in implementa-
tion activities. A result, then, is that states can be proud of the glossy cancer
plans on their shelves and empowered by the potentials of new partnerships
formed in the planning process but can then have considerable difficulty
maintaining that collaborative spirit as they try to implement lofty goals
with insufficient resources.

Another weakness of state cancer programs is their lack of indepen-
dence from their funding source. Comprehensive cancer programs are
funded by CDC grants to state health departments, sometimes supple-
mented also by state monies, but in all cases the effort is managed by the
state public health department. Although CDC properly envisions the role
of the public health department as the convener of statewide collaboratives,
and regards the strength of coalitions as coming from their multisectorial
representation, the fact that cancer coalitions are convened and staffed by
state public health department personnel means that coalition partners tend
to regard the process as a state health department activity. As a result, many
partners, especially health care providers, do not become as fully engaged
as they otherwise might if the effort had a more independent identity. This
problem is compounded, of course, by the problem of insufficient funding.
Coalitions can often be hesitant to become fully engaged in issues that are
politically sensitive, such as policy or legislative matters in which state
employees (the conveners of coalitions) are disallowed from engagement
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due to their government employee status. Apart from these legal conflicts,
the public health department identity of cancer coalitions also tends to
distance the coalitions from health care providers because of the historic
gap between public health departments and health care providers. Most
public health workers who convene cancer coalitions have not been trained
as health care providers and are much more fluent in public health skills
such as mass marketing, health education, and surveillance, than in matters
pertaining to clinical cancer care. One result of the low level of provider
input into state cancer programs has been the low profile of goals and
strategies to meet the many needs of cancer patients in treatment, rehabili-
tation, and survivorship.

Cancer Survivorship Content Within State Cancer Plans

There are 44 state cancer plans (Alaska, Idaho, Illinois, Mississippi,
Montana, and Oklahoma are now drafting cancer plans).3 State cancer
plans are written in varying degrees of detail, and in many different for-
mats. All plans include descriptions of cancer risk in the state and set
specific targets for reducing cancer incidence and mortality as well as low-
ering the prevalence of cancer risk factors across the state. Nearly all plans
are heavily weighted by objectives for cancer prevention and early detec-
tion. Most plans also include some mention of cancer survivorship issues by
at least briefly acknowledging the importance of cancer survivorship. Many
plans, for instance, simply define cancer survivorship by the National Can-
cer Institute (NCI) definition (“An individual is considered a cancer survi-
vor from the time of diagnosis, through the balance of his or her life”), or
state the many needs of survivors without defining specific objectives. Most
plans cover pain control or end-of-life care as their principal cancer survi-
vorship focus. The emphasis on pain control and end-of-life care are under-
standable as the evidence base in these areas is stronger than for most of the
other issues in cancer survivorship. In fact, a recent Institute of Medicine
(IOM) report that defined a set of measures for the State of Georgia (in-
tended as a model set of quality measures for any state) included pain
control and hospice utilization as the only cancer survivorship measures
among 52 measures. 4 Many plans also make general reference to the need
for better education of both cancer survivors and health care providers
about cancer survivorship needs and support systems. Some plans specify
more survivorship needs and objectives that could potentially be tied to
cancer survivorship planning. Selected aspects of those more specific objec-
tives are summarized in Table D.4-1.

Only two state plans specifically mention objectives that could be inter-
preted as promoting the specific idea of cancer survivorship plans (Minne-
sota and Oregon). In the Minnesota plan, objective #17 is to “Optimize

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


246 APPENDIX D.4

continuity of care for cancer survivors during and beyond the initial course
of treatment.” That objective would be assessed by monitoring the propor-
tion of primary care physicians who receive information about their pa-
tients’ cancer treatment and follow-up recommendations from their pa-
tients’ oncologists. Special surveys would be done to accomplish that
assessment. In the Oregon plan, objective #3 is to “Increase the proportion
of cancer patients who are informed and participate with their provider in
their long-term follow-up care plan.” That objective would be achieved

TABLE D.4-1 Specific Statements of Need and Objectives Related to
Cancer Survivorship Support that Might Be Tied to Cancer Survivorship
Plans in Selected State Cancer Plans
State
(page in plan) Need Objective

Alabama Cancer support services are Increase knowledge of cancer support
(25) underutilized. services by both providers and the

public.

Arizona Cancer patients need better Promote patient navigator programs,
(127) support services. help providers direct patients to

supportive care, and monitor gaps in
support services.

Colorado Rehabilitation after cancer Support the development of
(62-66) treatment is lacking. navigation and rehabilitation services.

Connecticut Cancer patients find the Define “high-quality” care for cancer
(89-91) survivorship process survivors.

confusing.

Iowa Poor communication exists Increase communication between
(46-47) between providers and providers and patients about cancer

patients regarding cancer care, and also educate providers about
care. the need to take care of themselves.

Indiana Cancer support services are Increase knowledge of cancer support
(47-49) underutilized. services by both providers and the

public.

Kansas Recovery and reintegration A business standard of excellence is
(35-37) of cancer survivors into proposed for return to work, and an

family, society and emphasis is placed also on preventive
workplace is lacking. behaviors, including nutrition, among

cancer patients.
Louisiana Rehabilitation after cancer Provide clearer information to both
(71-74) treatment is needed. providers and patients about cancer

rehab services.
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using strategies that include increased communication with providers about
follow-up guidelines and developing long-term follow-up plans as collabo-
rative activities between providers and patients.

Survivorship planning is rarely pointed to in state cancer plans, prob-
ably because the idea of cancer survivorship plans is fairly new, and there is
as yet little evidence basis for including it as a statewide objective. Many
state cancer plans only generally acknowledge the many needs of cancer
survivors, however, and many plans merely point to the general needs of

Maine Rehabilitation and A “best practices” approach is
(61-62) survivorship services are suggested to define high-quality

needed. services statewide.

Maryland Need to develop Several objectives are defined for
(92-94) survivorship awareness and education but also one for

services. establishing cancer survivor clinics.

Minnesota Continuity of care is Encourage oncologists to provide clear
(42-43) lacking. treatment summaries and care plans to

primary care practitioners.

Nevada Develop a more The Nevada Cancer Institute is
(18) comprehensive approach to developing a cancer survivorship

long-term cancer program that can be a model, made
survivorship. possible by LAF.

New York Employment and insurance Employment and insurance will be
(30) issues are barriers for addressed as statewide policy issues.

cancer survivors.

Oregon The transition from cancer Increase the proportion of cancer
(73-77) care to survivorship is patients who are informed and

confusing. participate with their provider in their
long-term follow-up plan.

Texas Identifies many needs in Increase knowledge of survivorship
(76-80) information and access. issues for the general public, cancer

survivors, health care professionals,
and policy makers.

Virginia Rehabilitation for cancer is Assure that cancer rehab services
(82) insufficient. become available statewide.

TABLE D.4-1 Continued
State
(page in plan) Need Objective
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health care providers as well as patients and family members for education
about cancer survivorship. The fact that detailed objectives in most of the
plans are much less common than the general rhetoric about the impor-
tance of survivorship may suggest that state cancer coalition members would
be quite receptive to specific measurable objectives for cancer survivorship
planning.

Cancer Survivorship as a Public Health Issue

The CDC has joined in a partnership effort with the Lance Armstrong
Foundation (LAF) to better develop a public health role in cancer survivor-
ship.5 In their 2004 report entitled “A National Action Plan for Cancer
Survivorship: Advancing Public Health Strategies”, the CDC-LAF partner-
ship defines four areas of traditional public health activity within which
cancer survivorship can be relevant: (1) surveillance and applied research;
(2) communication, education, and training; (3) programs, policies, and
infrastructure; and (4) access to quality care and services.

Cancer surveillance might be the single most important area in which
public health agencies could have an immediate impact on cancer survivor-
ship. All states operate cancer registries. These registries were developed to
monitor cancer incidence and survival. Outcomes apart from recurrence
and survival have been assessed only as special studies tied to cancer regis-
tries. Over time, though, cancer registries have begun to also monitor the
quality of cancer care.6 In the near future, outcomes such as fatigue, pain,
confusion, satisfaction with health care, and both the need for and utiliza-
tion of community support services could become routinely measured as
part of cancer surveillance systems in states. Communication, education,
and training are traditional public health functions that fit well into the
model of cancer coalition activities. These types of activities require far
fewer resources than do the provision of services. Programs, policies, and
infrastructure are more problematic for state comprehensive cancer control
programs, both because of insufficient funding for programs and because of
insufficient independence to affect policies. Access to quality care and ser-
vices is also a challenge for public-health-dominated coalitions, as public
health agencies provide very little cancer care, and health care access is now
determined more by insurance and entitlement programs than by public
health agencies.

Other State-Based Organizations Relevant to Cancer Survivorship

Many state-based organizations are active in cancer survivorship
programs. In most states, these organizations are also active members of
the state cancer coalition. These include comprehensive cancer centers,
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quality improvement organizations, health care professional organizations,
health care provider systems, and nongovernmental cancer voluntary
organizations.

Comprehensive Cancer Centers

NCI provides core support to 39 comprehensive cancer centers across
the United States.7 The principal mission of these centers is to conduct
cancer research. In order to be designated as a comprehensive cancer center,
centers must demonstrate their expertise in cancer control research and
their connection to cancer control activities in the populations they serve.
NCI funding does not directly support community outreach and cancer
control service programs of cancer centers, but the requirement of commu-
nity outreach as a criterion for the “comprehensive” designation is a strong
incentive for cancer center researchers to collaborate in community-based
programs such as state cancer coalitions. NCI provides core support for
cancer centers to conduct research. Most of those resources support the
basic science and clinical science core laboratories needed for research, but
some cancer centers also use NCI resources to support community outreach
and population sciences. Academic cancer center members who conduct
community-based and population-based cancer research are frequently the
faculty who become engaged in state cancer coalitions. In addition, cancer
researchers with special interests in a particular type of cancer are often
engaged in the work group or task force for that cancer type. With the
recent drop in funding levels for cancer research by NCI, there has been a
tightening of budgets not only for new research, but also for core support to
cancer centers. Though new initiatives in cancer survivorship such as survi-
vor planning will likely be supported by cancer centers, and though cancer
centers would be excellent settings in which to conduct demonstration
projects, it is unlikely that NCI will be a major source of new funding for
this as a developmental project via cancer centers in the near future.

NCI does provide major support for clinical trials, however, both via
cancer centers and via community-based trial organizations. It is in the
realm of clinical trials where cancer survivor plans could emerge as a service
project of cancer center investigators, blending service with research. All
clinical trials now include at least some assessment of quality-of-life out-
come measures. This happened as a mandated policy from the cooperative
trial groups supported by NCI. NCI could, as a matter of policy, also
mandate that that all patients exiting the first course of treatment in clinical
trials be provided a full written treatment summary and follow-up plan,
essentially a cancer survivorship plan. If such a policy were not accompa-
nied by additional resources, it would be met with some resistance from
clinicians, but clinical trial systems in both cancer centers and in the com-
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munities would be excellent places in which to support demonstration
projects as addendums to ongoing trials.

Quality Improvement Organizations

The Center for Medicare and Medicaid Services (CMS) supports inter-
ventions to improve the quality of health care services principally through a
system 53 of state and territory-based organizations called Quality Im-
provement Organizations (QIOs).8 It is the mission of QIOs to conduct
projects within each state to improve the quality of medical services pro-
vided to Medicare beneficiaries. These projects are often done in collabora-
tion with other states as either national or multistate projects, under a
general framework of themes and goals set by CMS. Important projects
have been done to improve the quality and reach of proven interventions
such as adult immunizations, the clinical management of diabetes, pneumo-
nia, heart failure, and myocardial infarction. In the area of cancer quality
improvement, projects have been done to increase mammography utiliza-
tion and colorectal screening, but to date no projects have been done to
improve the quality of cancer survivorship. As Medicare pays for a substan-
tial proportion of cancer care in the United States, engaging the QIOs to
implement and evaluate a cancer survivorship planning project might be a
very effective way to develop, evaluate, and then, eventually, to implement
cancer survivor plans. A widespread national quality improvement project
on cancer survivorship planning would likely need to follow a stronger set
of evidence for efficacy, but a small demonstration project could be done
with CMS support. The advantage of this as a CMS QIO project is that
such a project would be done in settings in which successful partnerships
with hospital care systems have been done before, on statewide bases, with
strong evaluations.

Health Care Professional Organizations

Health care professional societies such as the American Society of Clini-
cal Oncology (ASCO), the American College of Surgeons (ACoS), and the
Oncology Nursing Society (ONS) have been leaders in the development and
implementation of guidelines to improve the standard of care. These profes-
sional organizations tend to impact problems of clinical care at a national
level, but there are often viable local or state-level chapters, and many of
the leaders in these organizations are also active members of state cancer
coalitions. ASCO has been active in setting standards for cancer care, and
cancer survivorship planning could eventually be added into quality cancer
care standards. ACoS certifies hospitals across the United states according
to their cancer treatment quality standards, so cancer survivorship planning
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could be added into other hospital-based quality standards. The ONS pro-
vides ongoing continuing education to nurses to improve the quality of
nursing oncology practice, and nurses would likely play important roles in
survivorship care planning and patient support. All three of these organiza-
tions, both via their national organizations and also via their local and state
organizations, could be instrumental in developing and instituting cancer
survivorship planning.

Health Care Systems

Health care systems and organizations are often organized with re-
gional reach. Large HMOs, for instance, often capture a substantial pro-
portion of patients in a region (e.g., Kaiser in the San Francisco Bay Area,
or Group Health Cooperative in the Puget Sound area). Hospital systems
can also have considerable influence on medical practice in an urban or
rural region of a state. Health care systems such as these could therefore
substantially influence practice norms in a region if they were to institute
cancer survivorship plans as a matter of policy.

Nongovernmental Voluntary Organizations (NGOs)

There are many NGO cancer advocacy and support organizations
across the United States that are active at regional or state levels. The ACS
is now an approximately 1 billion dollar per year organization, with na-
tional local, regional, state, and local organizational features. ACS has a
collaborative approach to cancer control and, in most states, is a key part-
ner in cancer coalition activities. ACS is a provider of cancer patient sup-
port services but also is engaged in cancer control applied research, in
policy formation, and in capacity development. ACS has partnered with
CDC to institute state cancer control leadership development training.
Teams of leaders representing the many sectors in cancer coalitions are
trained together as teams to conduct both planning and programming in
cancer control. Other NGO cancer voluntary organizations of importance
in cancer coalitions include cancer site-specific organizations such as the
Susan G. Komen Foundation and the Avon Foundation, and mission-spe-
cific organizations such as the LAF. The LAF has had mostly a national
impact via successful publicity on cancer survivorship and rehabilitation
tied to Lance Armstrong’s personal story, but in addition it is now creating
regional impact by creating LIVESTRONG Centers of Excellence in can-
cer survivorship at selected cancer centers across the United States (now in
New York, Boston, Denver, Los Angeles, and Seattle).

Table D.4-2 summarizes the critical strengths and weaknesses of se-
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lected organizations in terms of their potential to impact problems of can-
cer survivorship such as cancer survivorship planning.

How Might Cancer Survivorship Plans Be Regionally Instituted?

Cancer survivorship planning could most quickly have regional and
statewide impact if it were to be instituted as part of a state’s comprehen-
sive cancer control program. A successful process would need to engage
health care providers, however, much more than is currently the norm in
cancer control programs. Following a process to add specific objectives and
strategies into existing cancer plans could bring together cancer coalition
partners in states who have in the past expressed only general needs for
addressing the needs of cancer survivors, without specific measurable ob-
jectives. The initial objectives would likely not be statewide adoption of
cancer survivorship planning, but they could be phased objectives to first
implement demonstration projects, evaluate them, and then disseminate the
practice. The principal function of a planning (goal setting) phase might be
to engage regional partners to envision the possibilities of a set of demon-
stration projects in which cancer survivorship planning could be developed
and implemented in different ways, and evaluated in terms of patient and
provider satisfaction as well as other outcomes. Alternative ways can be
assessed to develop cancer survivorship plans, to deliver them to patients,
and to then navigate (or not) patients through recovery and long-term
survival. Outcomes can be assessed in many domains, including cost-effec-
tiveness. The rudimentary coverage of cancer survivorship issues by most
state cancer plans is evidence for some preexisting dialogue between plan-
ners, public health-oriented professionals, and health cancer care providers.
Reconvening these partners around the specific proposal to conduct dem-
onstration projects might be welcome in many states. A critical issue, of
course, will be the time and resources needed to conduct and evaluate
demonstration projects of this type. Those issues are discussed in the sec-
tion that follows.

Recommendations

The IOM report From Cancer Patient to Cancer Survivor: Lost in
Transition makes important recommendations related to cancer survivor-
ship planning:

• Recommendation #1 calls for health care workers, patient advo-
cates, and others to “. . . act to ensure the delivery of appropriate survivor-
ship care.”

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


253

T
A

B
L

E
 D

.4
-2

  
A

 S
um

m
ar

y 
of

 S
el

ec
te

d 
St

re
ng

th
s,

 W
ea

kn
es

se
s,

 a
nd

 O
pp

or
tu

ni
ti

es
 F

ac
ed

 b
y 

V
ar

io
us

 T
yp

es
 o

f
O

rg
an

iz
at

io
ns

 i
n 

A
ff

ec
ti

ng
 t

he
 U

pt
ak

e 
of

 C
an

ce
r 

Su
rv

iv
or

sh
ip

 P
la

nn
in

g 
in

 R
eg

io
ns

St
re

ng
th

s
W

ea
kn

es
se

s
O

pp
or

tu
ni

ti
es

St
at

e 
pu

bl
ic

 h
ea

lt
h

C
on

ve
ne

rs
 o

f 
co

m
pr

eh
en

si
ve

O
nl

y 
w

ea
kl

y 
li

nk
ed

 t
o 

he
al

th
D

ef
in

e 
ob

je
ct

iv
es

 i
n 

ca
nc

er
 p

la
ns

de
pa

rt
m

en
ts

ca
nc

er
 c

oa
li

ti
on

s 
an

d 
pr

og
ra

m
s

ca
re

 p
ro

vi
de

rs
an

d 
in

cr
ea

se
 s

ur
ve

il
la

nc
e

co
ve

ra
ge

 o
f 

ca
nc

er
 s

ur
vi

vo
rs

hi
p

is
su

es

C
om

pr
eh

en
si

ve
E

xp
er

ti
se

 i
n 

ca
nc

er
 c

on
tr

ol
R

es
ea

rc
h 

fo
cu

s 
is

 s
tr

on
ge

r 
th

an
C

re
at

e 
an

d 
ev

al
ua

te
ca

nc
er

 c
en

te
rs

de
si

gn
 a

nd
 e

va
lu

at
io

n
th

e 
se

rv
ic

e 
m

is
si

on
de

m
on

st
ra

ti
on

 p
ro

je
ct

s

Q
ua

li
ty

 i
m

pr
ov

em
en

t
E

ff
ec

ti
ve

 p
ro

je
ct

s 
ha

ve
 b

ee
n

A
t 

th
is

 t
im

e,
 t

he
re

 i
s 

no
t 

a 
ca

nc
er

C
re

at
e 

an
d 

ev
al

ua
te

 a
or

ga
ni

za
ti

on
s

ca
rr

ie
d 

ou
t 

fo
r 

ot
he

r 
ch

ro
ni

c
su

rv
iv

or
sh

ip
 m

an
da

te
 f

ro
m

 C
M

S
de

m
on

st
ra

ti
on

 q
ua

li
ty

co
nd

it
io

ns
im

pr
ov

em
en

t 
pr

oj
ec

t 
in

 c
an

ce
r

su
rv

iv
or

sh
ip

 p
la

nn
in

g

H
ea

lt
h 

pr
of

es
si

on
al

C
om

po
se

d 
of

 t
he

 v
er

y 
in

di
vi

du
al

s
M

an
y 

co
m

pe
ti

ng
 i

ss
ue

s 
fo

r 
th

e
H

ig
h 

po
te

nt
ia

l 
fo

r 
ed

uc
at

io
n

so
c i

e t
ie

s
w

ho
 w

ou
ld

 n
e e

d 
to

 p
ro

m
ot

e  
an

d
he

al
th

 p
ro

fe
ss

io
ns

on
c e

 m
od

e l
s 

ar
e  

de
ve

lo
pe

d
ca

rr
y 

ou
t 

su
rv

iv
or

sh
ip

 p
la

ns

H
ea

lt
h 

c a
re

 s
ys

te
m

s
Pr

ov
id

e  
di

re
c t

 s
e r

vi
c e

s 
to

 r
e g

io
ns

,
M

an
y 

c o
m

pe
ti

ng
 i

ss
ue

s 
in

 t
e r

m
s

D
em

on
st

ra
ti

on
 p

ro
je

c t
s 

c o
ul

d
an

d 
ha

ve
 t

he
 a

bi
li

ty
 t

o 
se

t
of

 t
im

e  
an

d 
c o

st
as

se
ss

 o
ut

c o
m

e s
 i

nc
lu

di
ng

pr
ac

ti
c e

 n
or

m
s

sa
ti

sf
ac

ti
on

 w
it

h 
c a

re

N
on

go
ve

rn
m

en
ta

l
D

ri
ve

n 
la

rg
e l

y 
by

 i
nt

e r
e s

ts
 o

f
T

e n
d 

to
 n

ot
 b

e  
w

e l
l 

c o
nn

e c
te

d 
to

C
ou

ld
 a

dv
oc

at
e  

fo
r 

an
d 

fu
nd

ca
nc

e r
 o

rg
an

iz
at

io
ns

c a
nc

e r
 s

ur
vi

vo
rs

he
al

th
 c

ar
e  

de
li

ve
ry

de
m

on
st

ra
ti

on
 p

ro
je

c t
s

N
O

T
E

: 
C

M
S 

= 
C

en
te

rs
 f

or
 M

ed
ic

ar
e 

&
 M

ed
ic

ai
d 

Se
rv

ic
es

.

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


254 APPENDIX D.4

• Recommendation #2 deals specifically with survivorship planning:
“Patients completing primary treatment should be provided with a compre-
hensive care summary and follow-up plan that is clearly and effectively
explained. This Survivorship Care Plan should be written by the principal
provider(s) who coordinated oncology treatment. This service should be
reimbursed by third-party payors of health care.”

• Recommendation #5 calls for CMS, NCI, and others to “. . . support
demonstration programs to test models of coordinated, interdisciplinary
survivorship care. . . .”

• Recommendation #6 states that “Congress should support the Cen-
ters for Disease Control and Prevention (CDC), other collaborating institu-
tions, and the states in developing comprehensive cancer control plans that
include consideration of survivorship care, and promoting the implementa-
tion, evaluation, and refinement of existing state cancer control plans.”

Based on these recommendations, and in light of the regional organiza-
tions and opportunities reviewed above, the following specific recommen-
dations are proposed:

1. Add cancer survivorship planning into to state cancer plans. Al-
though the cancer planning process has been long for many states, and
although most state plans target specific years for outcomes (e.g., 2010,
etc.), states are able to add additional objectives to their plans at any time.
Planning is, of course, not the same as action, but planning can serve to
bring together sectors that otherwise seldom interact. In this instance, the
planning process can energize the dialogue between professionals with pub-
lic health skills in population science, behavioral science, and evaluation,
with health care providers who are skilled in managing patients with can-
cer. Suggested objectives for the implementation of demonstration projects
in cancer survivorship planning could be developed by an independent
source, such as the CDC-LAF partnership, or they could be developed by
some lead states, and then shared with other states. The planning process
need not be lengthy. The critical need to move through planning and into
implementation of demonstration projects will be to identify sufficient fund-
ing to support the work. Funding could come from various sources, but
NGOs and foundations tied to health care systems might be well positioned
to provide support for this type of work. With the engagement of state
cancer coalitions in the demonstration phase of this work, state coalitions
would then be ready to move toward statewide dissemination in the next
step. Ongoing needs in state cancer coalitions are to close the gap between
the public health and the clinical care sectors, and to create more indepen-
dence from state departments of health. Cancer survivorship planning, if
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properly supported and independently funded, could serve to accomplish
both of these needs.

2. Develop business models and support structures to provide wide-
spread support for cancer survivorship planning should demonstration
projects be successful. If the demonstration projects show that the survivor-
ship care plans provided to patients do, indeed, lead to reduced confusion,
improved compliance with follow-up recommendations, and improved
quality of life for long-term cancer survivors, then it will be important to
develop mechanisms of widespread dissemination of this type of service.
The providers who partner to demonstrate and evaluate this service will
likely not be representative of all providers. A business model needs to also
be developed to make cancer survivorship planning become as easy and as
widespread as possible, with both time efficiency and cost efficiency in
mind. Eventually, it is likely that plans could be developed in partnerships
between providers and businesses, using web-based methods, and with
standardized methods for patient communication and evaluation. This busi-
ness model could be developed even during the demonstration phase of
work, as a Small Business Innovation Research (SBIR) grant from NCI.

3. Include measures of cancer survivorship in current public health
surveillance systems as well as in health care systems. Cancer registries are
already following patients for outcomes of recurrence and mortality, and
special studies have shown that it is very feasible to also monitor quality-of-
life outcomes after cancer treatment. Cancer registries could begin to sys-
tematically monitor cancer survivorship outcomes and needs such as fa-
tigue, pain, the use of support systems, and satisfaction with care. This
information would then inform statewide efforts and priorities in cancer
survivorship systems. Through the support CDC provides for both compre-
hensive cancer control and state cancer registries, this type of outcome
assessment could be supported first as special studies, then as core activities
once cost-effective methods are determined. The Behavioral Risk Factor
Surveillance System could also be used to monitor needs of long-term can-
cer survivors in each state. Either based on direct responses of cancer survi-
vors who happen to be sampled, or (more likely) snowball sampling within
families or acquaintances, the experiences and issues faced by cancer survi-
vors in states could be systematically assessed.

Health care systems are increasingly conducting routine patient satis-
faction surveys. Systematic surveys of cancer patients under care and of
those who have been released from care could monitor performance of
systems in meeting cancer survivors’ needs. The IOM recommendation for
the State of Georgia specifically calls for surveys of pain control, but in fact
many other problems could be monitored in this way, including fatigue,
confusion with recommendations, adherence with recommendations, and
behavioral changes, as well as satisfaction with health care services.
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Appendix D.5

Cancer Survivorship Care Planning:
An Evaluation and Research Agenda

Craig C. Earle, MD, MSc

Harvard Medical School
Center for Outcomes and Policy Research

Dana-Farber Cancer Center

Introduction

The recent Institute of Medicine (IOM) report From Cancer Patient to
Cancer Survivor: Lost in Transition recommended that “survivorship care
plans” be created for patients as they complete primary therapy for cancer
in order to ensure clarity for all involved about patients’ diagnoses, treat-
ment received, and plan for surveillance. The survivorship care plan should
explicitly identify the providers responsible for each aspect of ongoing
care and give information on resources available for psychosocial and
other practical issues that may arise as a result of the prior cancer diagno-
sis. Creation of such a document would likely require a dedicated “off-
treatment” or “transition” consultation in most cases. The IOM stated
that such survivorship care plans “have strong face validity and can rea-
sonably be assumed to improve care unless and until evidence accumulates
to the contrary.” This may be true, but it was an unusual step to make
such a strong recommendation in the absence of much evidence. The logis-
tics and resources required to implement survivorship care planning are
nontrivial. If evidence eventually does not support their use, a lot of time,
money and effort will have been wasted. Therefore, it is incumbent on the
health services research community to quickly yet rigorously evaluate each
element of the survivorship care plan and the effects, both good and bad,
of its implementation.

The theory implicit in this focus on optimizing the transition from
cancer patient to survivor is that if treatment summaries and survivorship
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care plans become part of standard practice and included in the medical
record, they can facilitate communication among providers about the treat-
ments patients have received and what the known toxicities have been,
while also providing information as to the late effects they should be on the
lookout for. Cancer care is often fragmented among many different special-
ists, and there has traditionally not been adequate communication back to
primary care physicians (PCPs), for example, of such basic information as
the specific diagnosis, stage, and treatment received. Moreover, the lack of
clear practice guidelines for survivors creates uncertainty about what, if
anything, nonspecialist providers should be doing to help follow cancer
survivors. Survivorship care plans would provide clear direction about what
should be done for a given patient and who should do it. Moreover, if
standardized and available in electronically searchable formats, they may
also assist broader efforts to monitor care patterns and evaluate the quality
of care delivered.

Barriers to achieving the IOM’s vision of survivorship care planning
include: reaching consensus about what information these summaries should
contain; making it feasible for busy oncologists to take the time to create
them carefully; changing the oncology culture so that treatment summaries
become part of expected practice; and educating patients about the poten-
tial benefits of such planning in order to maximize adherence to its content.
Clearly, the summary described in Table D.5-1 would be a labor-intensive
undertaking. On a larger scale, there are already manpower concerns in the
oncology workforce brought about by the aging population, improved can-
cer therapeutics, and previous policy decisions limiting the training of spe-
cialist physicians. Spending more time on survivorship means there will be
fewer available person-hours to care for patients with active cancer.

This review will not address the critical role of basic science research to
elucidate such things as the mechanisms of long-term and late effects, and
will not get into specific questions regarding surveillance for particular
cancers. Rather it will focus on the general health services research ques-
tions around evaluating the implementation of various aspects and models
of survivorship care planning at the point of transition from active cancer
therapy.

Evaluation of Survivorship Care Plans

It is essential that we conduct rigorous systematic studies to see what
works and what does not work in survivorship care planning. Table D.5-2
outlines key elements to be considered when envisioning such studies. Most
study hypotheses or research questions related to survivorship care plan-
ning would be based to some extent on the notion that an element or
elements of the care plan affect(s) one or more outcomes. The essentials of
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TABLE D.5-1 The Institute of Medicine Survivorship Care Plan
Upon discharge from cancer treatment, including treatment of recurrences, every
patient should be given a record of all care received and important disease
characteristics. This should include, at a minimum:

1) Diagnostic tests performed and results.
2) Tumor characteristics (e.g., site(s), stage and grade, hormone receptor status,

marker information).
3) Dates of treatment initiation and completion.
4) Surgery, chemotherapy, radiotherapy, transplant, hormonal therapy, or gene or

other therapies provided, including agents used, treatment regimen, total
dosage, identifying number and title of clinical trials (if any), indicators of
treatment response, and toxicities experienced during treatment.

5) Psychosocial, nutritional, and other supportive services provided.
6) Full contact information on treating institutions and key individual providers.
7) Identification of a key point of contact and coordinator of continuing care.

Upon discharge from cancer treatment, every patient and his/her primary health care
provider should receive a written follow-up care plan incorporating available evidence-
based standards of care. This should include, at a minimum:

1) The likely course of recovery from acute treatment toxicities, as well as the
need for ongoing health maintenance or adjuvant therapy.

2) A description of recommended cancer screening and other periodic testing and
examinations, and the schedule on which they should be performed (and who
should provide them).

3) Information on possible late and long-term effects of treatment and symptoms
of such effects.

4) Information on possible signs of recurrence and second tumors.
5) Information on the possible effects of cancer on marital/partner relationship,

sexual functioning, work, and parenting, and the potential future need for
psychosocial support.

6) Information on the potential insurance, employment, and financial
consequences of cancer and, as necessary, referral to counseling, legal aid, and
financial assistance.

7) Specific recommendations for healthy behaviors (e.g., diet, exercise, healthy
weight, sunscreen use, immunizations, smoking cessation, osteoporosis
prevention). When appropriate, recommendations that first-degree relatives be
informed about their increased risk and the need for cancer screening (e.g.,
breast cancer, colorectal cancer, prostate cancer).

8) As appropriate, information on genetic counseling and testing to identify high-
risk individuals who could benefit from more comprehensive cancer
surveillance, chemoprevention, or risk-reducing surgery.

9) As appropriate, information on known effective chemoprevention strategies for
secondary prevention (e.g., tamoxifen in women at high risk for breast cancer;
aspirin for colorectal cancer prevention).

10) Referrals to specific follow-up care providers (e.g., rehabilitation, fertility,
psychology), support groups, and/or the patient’s primary care provider.

11) A listing of cancer-related resources and information (e.g., Internet-based
sources and telephone listings for major cancer support organizations).

SOURCE: IOM Report: From Cancer Patient to Cancer Survivor: Lost in Transition, Box
3-16, pp. 152-3, adapted from the President’s Cancer Panel (2004).
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the majority of research proposals could be summarized by describing the
study design, population to be studied, the setting in which the care plan
would be created and disseminated, and the format of the care plan or care
plan element being evaluated. A hallmark of this research is its emphasis on
understanding the integration and interaction of multidisciplinary domains.
Based on these considerations and what is already known about the situa-
tion in question, an appropriate study design can then be chosen.

Care Plan Elements

The survivorship care plan as described by the IOM is a comprehensive
proposal that was arrived at by expert opinion. One can take it for what it
is and design evaluation exercises around implementation of the entire
plan, or evaluate different parts of the plan in different settings. Some
studies would be designed to ask focused questions about a particular
element of care planning in a specific population and setting, while others
could look at the overall effect of care planning on such outcomes as
communication and coordination of care. Although the IOM provided guid-
ance on the elements of the ideal survivorship care plan, there is still much
content to be developed and many ways that the same information can be
presented. Moreover, resource guides need to be created for issues such as
employment and insurance in which medical providers are often not expert.
What is outlined below is a discussion of the elements of study design that
would contribute to the evidence base to support or refute the inclusion of
individual components of the IOM’s broad call to implement survivorship
care planning as a standard of care in oncology practice.

Treatment Summary

While some specialists, by virtue of carrying out discrete treatments,
routinely create summaries of their own therapies (e.g., operative notes or
radiation completion summaries), there is usually not in common practice
today an overall summary of cancer-related interventions and effects at the
conclusion of primary cancer therapy. Whether the creation of such a docu-
ment is beneficial is an open question, though. It would seem obvious that
it would facilitate care; however, it could be that the treatment summary is
superfluous for a straightforward clinical situation that is consistently man-
aged in a very standard way. An example might be early-stage colon cancer
treated with surgery alone: not much more needs to be known as even the
histology is expected to be uniform and late effects uncommon. On the
other hand, it can be crucial to understanding the risks faced by a patient
with lymphoma who received multimodality therapy. The general utility of
treatment summaries and their feasibility in terms of collation of informa-
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tion and the resources required for their creation need to be determined in
specific clinical situations.

Possible Clinical Course

Several elements of the survivorship care plan can be summarized as
being descriptions of the possible clinical course a patient will take. This
includes estimating the time frame over which acute toxicities would be
expected to subside, long-term effects that would not be expected to sub-
stantially improve, and/or late effects that could occur at some time in the
distant future. It would also include advice about what signs and symptoms
could portend a relapse and should prompt medical attention. Such infor-
mation can be useful in alerting patients and providers to things that might
not otherwise be recognized as being related to the antecedent cancer.
Hopefully such recognition would lead to earlier intervention that could
improve outcomes. On the other hand, they could also lead to increased
anxiety and overinvestigation. Consequently, the optimal way to provide
such information and the effects, both good and bad, of raising this aware-
ness needs to be considered in a research program.

Surveillance Plan

Surveillance for recurrence: Recommendations for surveillance for can-
cer recurrence are unique to each type of cancer, stage, disease histology,
and the presence of any suspected genetic predisposition. They are generally
thought to be important because of an expectation that they can affect
survival. However, they are often controversial. Surveillance of the primary
tumor site can in some cases detect salvageable local recurrences, for ex-
ample, in anal, rectal, and breast malignancies. For disease that has spread
beyond the primary site, there are some cancers, like colon cancer, renal cell
carcinoma, and some sarcomas in which a small proportion of patients who
recur distantly with oligometastatic disease can undergo surgery for pos-
sible cure. In many situations, however, there is not even a plausible ratio-
nale to intensely monitor asymptomatic patients in order to find incurable
distant metastases, as it has not been shown in most cancers that palliative
chemotherapy in asymptomatic patients is advantageous.

Surveillance research presents several methodological challenges. Ran-
domized trials are required because nonrandomized studies are susceptible
to lead-time and length-time biases. Randomized trials are logistically diffi-
cult and expensive to carry out, however, because they have to be very large
to detect usually small differences in survival. Furthermore, what is tested is
generally a complex strategy, and so the chosen components, frequency,
and the duration of surveillance are open to challenge. Moreover, differ-
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ences in overall survival outcomes may be lessened by ever improving treat-
ment for relapsed disease. In the absence of high-quality evidence, there is
in most cases little agreement about surveillance recommendations among
experts.1 Consequently, further discussion of specific issues in surveillance
for recurrence is beyond the scope of this manuscript.

Surveillance for late effects of treatment: Long-term effects are those
that first occur during cancer treatment and persist after completion of
primary therapy. An example would be scarring from surgery. Late effects,
on the other hand, are toxicities that are not apparent during primary treat-
ment but that manifest clinically some time later, such as second cancers from
radiation or chemotherapy. Specific late effects vary greatly depending on the
site of disease and treatment modalities involved. Surgery and radiotherapy
are local treatments and so their long-term and late effects are mostly con-
fined to the structures in and around the primary tumor, although there can
also be systemic effects from removal or destruction of an endocrine gland or
the spleen. On the contrary, the effects of systemic therapy are related to the
specific drugs involved. The challenge when following cancer patients is to
recognize potential problems related to their prior cancer treatment, but still
to monitor and investigate symptoms judiciously. Cancer survivors, like the
rest of us, are aging and will develop other comorbid conditions. It is impor-
tant to understand whether survivorship care planning can help increase the
likelihood of appropriate workup of symptoms that may portend cancer
recurrence or treatment late effect while not causing overly aggressive inves-
tigation of vague unrelated symptoms.

Psychosocial Issues and Resources

The challenges of cancer survivorship go beyond physical issues. It
can affect interpersonal relationships in many ways and raise concerns
related to insurance, employment, and finances. The IOM report suggests
that the survivorship care plan include information on these possible
effects and recommends referrals for assistance where possible. It is rea-
sonable to question how much of this need is currently going unfulfilled,
and whether proactive identification of these problems is actually able to
result in better resolution. For example, can we really improve their em-
ployment situation? Are the necessary services widely available, or is the
recommendation for something that cannot practically be implemented in
many settings? Is provision of cancer-related resources and information in
the form of web addresses and telephone numbers enough? It seems likely
that if we could ensure that survivors know their rights and put them in
contact with available help, they will do better in these areas, but this is
an empirical question.
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Lifestyle Recommendations

The end of primary treatment for cancer has been called a “teachable
moment.”2 This recognizes that with significant events in a patient’s life,
there is a greater opportunity than at other times to have an impact on
health with programs that have been shown to help change risk behaviors.
As a result, a comprehensive survivorship care plan should include specific
recommendations about things that survivors can do to reduce the risk of
cancer recurrence (chemoprevention), second primaries (e.g., diet, exercise,
stopping smoking), or of developing other unrelated diseases (e.g., immuni-
zations) now that their cancer is cured. Collecting data on how best to
operationalize this recommendation and its effect on altering behavior is
important to justify expending this effort at the already overwhelming time
of transitioning from cancer treatment.

Outcomes

There are several outcomes on which survivorship care planning can
have an impact. Most can be assessed using existing measures, but develop-
ment and validation of instruments able to capture important constructs
specific to the survivor population will likely be necessary as well. The chal-
lenge in designing research is to choose end points that are going to be
responsive to the effects of survivorship care planning so that improvements
will be feasibly detected, yet are still important enough to be worth the effort
of care planning. It would be optimal for the health services research commu-
nity to converge as much as possible on a set of consistent outcome measures
so that separate research groups can assess different models of care and still
produce results that can be compared across studies.

Knowledge and Communication

At the patient level, several elements of the care plan are designed to
increase patients’ awareness of their disease and the treatment they have
received. Instruments to measure such knowledge can be developed and
compared with situations in which there has and has not been a care plan
implemented. Similarly, the availability of this information to practitioners
is a practical measure of communication among providers. Other con-
structs like decisional conflict, which may be decreased when patients make
decisions in the setting of enhanced knowledge about their situation, could
also be evaluated.

Clarity around who will be delivering various aspects of care to cancer
survivors is often missing. One study found that a third of cancer survivors
were not sure which physician was in charge of their cancer follow-up.3 Some
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patients are aware of this and are able to take responsibility for obtaining at
least some of their necessary care. Others can be empowered if made aware of
what the plan should be. There will always be a proportion of patients,
however, who lack the knowledge or personality to advocate for themselves.
As a result, one of the most valuable features of holding cancer providers
responsible for a survivorship care plan may actually be in defining explicitly
which providers will take responsibility for different aspects of a patient’s
care. Assessing whether the survivor and involved providers are aware of and
agree on who will take on the various roles of cancer surveillance, screening
for other cancers where appropriate, and noncancer and preventive care is an
important end point to consider studying.

Acceptability and Satisfaction

As different methods of implementing survivorship care plans are de-
veloped and tested, the satisfaction with and acceptability of the format of
care planning needs to be assessed. For example, will patients accept an off-
treatment consult with a nurse practitioner in a survivorship clinic, and are
they as satisfied with this as if their oncologist had done it? Will they
interact with web-based applications or do they prefer written documents?
There are several instruments designed to measure satisfaction that could
be adapted to be relevant to questions related to survivorship care planning.

Survival

Quantity and quality of life are generally considered to be the primary
outcomes of biomedical research. Survivorship care plans could affect over-
all survival by improving adherence to important surveillance recommen-
dations, ensuring optimal noncancer care, and/or by causing positive
lifestyle changes. It may be worthwhile to look for this in some studies, but
as described above, it may be difficult to detect what would likely be
relatively small survival differences in most cases, and follow-up would
have to be very long.

Quality of Life

Quality of life may be affected more directly than survival by survivor-
ship care planning. Having specific recommendations about what to do for
follow-up may decrease patient anxiety and ameliorate depressive symp-
toms. Early identification of late effects with appropriate intervention may
decrease physical symptoms and improve functional status. On the other
hand, highlighting all of the long-term or late effects that are possible may
actually increase distress. Perceived health and self-esteem may be improved
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for some patients while others may become overly focused on their previous
cancer experience, have increased fear of recurrence, and have trouble mov-
ing on with their lives. Consequently, preferences for the health state result-
ing from implementation of survivorship care plans may be reflected in
measurable differences in utility.

Processes and Quality of Care

While not enough is known about the efficacy of treatment summa-
ries and survivorship care plans to establish the simple fact of their cre-
ation as indicators of quality cancer care, some of the processes embedded
in the care plans do have sufficient evidence base to be evaluated as
measures of quality. In this way, quality of care becomes an outcome by
which different models of care can be evaluated. For example, it is widely
accepted that colorectal cancer survivors should undergo regular endo-
scopic surveillance to detect recurrence, new primaries, and/or to remove
premalignant polyps. Therefore, studies comparing different “best prac-
tice models” could be evaluated to see which one produced the most
adherence to this recommendation.

Health Care Resource Utilization

On the systems level, efficiency is a very important outcome. Any form
of care plan implementation is going to consume resources, especially pro-
vider time. On a larger scale, health care costs may be affected in uncertain
ways. For example, formal plans could decrease patient anxiety and result
in fewer interval visits to physicians. Clear information about the likely
course of disease and surveillance plan may avert inappropriate workup of
probably unrelated symptoms by providers who are less familiar with spe-
cific cancer situations. Alternatively, survivors may seek investigation for
potential problems they have been made aware of by the survivorship care
planning process and would not otherwise have pursued. Also, if successful,
survivorship care plans may cause patients who currently are not receiving
appropriate surveillance measures to receive them, thereby resulting in in-
creased appropriate health care utilization and costs. Hopefully these latter
interventions would also improve health outcomes, however, allowing
evaluation of the cost-effectiveness of survivorship care plans. A consider-
ation when studying the economics of this is that the analytic methodology
of discounting generally makes interventions like survivorship care plans
that have up-front costs but benefits that often do not accrue until many
years in the future appear relatively unattractive.

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


AN EVALUATION AND RESEARCH AGENDA 267

Population

The next consideration when designing research is to define the popu-
lation to be studied. The notion of survivorship care planning applies to all
cancer survivors. However, certain elements are more important for some
than for others. Patients with very early-stage cancers may not need a
specific surveillance plan, as the risk of relapse is vanishingly small. Lifestyle
recommendations are more important for a survivor of head and neck
cancer, for example, smoking cessation, than they are for a lymphoma
survivor. Psychological distress may be more likely in a patient who has
undergone disfiguring surgery (mastectomy or colostomy) than one who
has had little long-term effect from cancer treatment. The concerns of an
adolescent or young adult cancer survivor may have little in common with
those of a geriatric oncology patient. The emphasis of the survivorship care
plan will have to be tailored to the situation of each survivor, and as such,
studies focused on the specific concerns relevant to relatively homogeneous
populations of survivors will usually be most informative.

Even a study focused on a narrowly defined clinical situation will have
to consider the diversity of the survivor population, however. Investigators
will need to decide whether they want to study a representative sample of
all patients or to focus on the priority areas of a subgroup. For example,
how does the information needs of Spanish-speaking Latino survivors differ
from those of white English-speaking patients? Should surveillance recom-
mendations be modified in the presence of significant comorbidity? Is a
web-based application as helpful to elderly survivors as younger ones? How
does socioeconomic status affect the importance of employment and insur-
ance assistance? Are survivorship resources accessible to survivors in differ-
ent geographic locations across the country and across the continuum of
urban and rural settings? Should children and adolescents be included? The
tradeoffs necessary when studying defined populations involve balancing
the efficacy of a care planning intervention against effectiveness and
generalizability, while also considering practical matters of ease of subject
recruitment and statistical power.

Caregiver Burden

Cancer survivorship affects more than just the cancer patient. There is
a growing literature on the burden of cancer treatment on caregivers, and
the challenges cancer survivors face can similarly affect the health and
quality of life of their loved ones. As a result, it is appropriate for investiga-
tors to design studies that inquire whether survivorship care planning could
affect satisfaction and health-related quality of life outcomes for caregivers
as well.
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Setting

There is no single organizational model that must be adopted in order
to deliver high-quality care to cancer survivors. Although the National
Coalition for Cancer Survivorship (NCCS) articulated the proposal that
“long-term survivors should have access to specialized follow-up clinics
that focus on health promotion, disease prevention, rehabilitation, and
identification of physiologic and psychological problems,” in reality,
whether follow-up is provided by oncologists, PCPs, or specialized survivor
clinics is not the important issue. Rather, it is by ensuring that a named
provider is responsible for each aspect of follow-up that the chances of
quality care occurring will be maximized. In fact, the IOM’s Committee on
Health Care Quality in America affirmed that “care based on continuous
healing relationships” is important. In other words, patients shouldn’t nec-
essarily be removed from the care of their treating PCPs and oncologists in
order to receive specialized survivor care. In addition, other specialists may
be involved, and/or a “shared care” model of cooperation between special-
ists and primary care physicians in the follow-up of the cancer survivors
could be attempted. The logistics of implementing formal survivorship care
planning would be quite different if it was envisioned to occur in an
oncologist’s office, primary care practice, or specialized survivorship clinic.
Therefore, in most cases, possibly with the exception of patient-driven care
planning formats discussed below, investigators will have to decide and
clearly specify which model they will study.

Even within a setting there are questions to be addressed about the
efficiency, acceptability, and quality of survivorship care planning when it
is carried out by treating physicians, allied providers such as nurses or nurse
practitioners familiar with the patient, or by providers specialized in survi-
vorship care planning but not familiar with the individual patient, as would
be encountered in a specialized survivorship clinic. Few dedicated survivor-
ship clinics currently exist, and they are all quite different. Some only take
over the mechanics of surveillance, while others focus on providing primary
care, especially to disadvantaged populations. Still others take on a consul-
tative role, looking for signs and symptoms of long-term and late effects
and then making appropriate referrals, as well as assisting with the transi-
tion consultation and creating a survivorship care plan. In this way, special-
ized clinics could help with the workload barrier; however, patients and
physicians may fear losing contact with each other and so the feasibility of
such a model is a question requiring study. Consequently, the fifth recom-
mendation of the IOM report calls for funding organizations to “support
demonstration programs to test models of coordinated, interdisciplinary
survivorship care in diverse communities and across systems of care.”
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Care Plan Format

If survivorship care planning is currently carried out at all, it is usually
in the sense of informal discussions with patients near the end of treatment
about what the plan will be going forward. The IOM report suggests that
that should change and provides examples but does not give a specific
prescription about what form the survivorship care plan should take. Sim-
ply having a consultation in which all the elements of the plan are dis-
cussed, leaving the patient responsible to write down or remember the
salient points, would probably still be a large improvement over current
transition practices. However, it is expected that some form of documenta-
tion of the process that can be shared with the patient and other providers
would be even more successful. A written consultation note or letter will
achieve some of the aims of the IOM, but because of a lack of standardiza-
tion it is quite likely to miss some of the suggested elements.

Standardization of the survivorship care plan to some extent is prob-
ably desirable. Some clinics use a combination of general and tailored
information to develop a plan for patients. For example, templates can have
spaces for a provider to fill in the elements of a treatment summary and
surveillance plan on forms preprinted with standard lifestyle recommenda-
tions and lists of available resources. There are several examples of this sort
of program in individual pediatric oncology clinics, a larger province-wide
program in the Canadian province of Ontario, and the patient-centered
materials developed by the Lance Armstrong Foundation. Electronic and/or
handwritten versions of the templates can be available as necessary and
each evaluated scientifically.

Creating even a standardized survivorship care plan is time-consuming
and difficult, however. Providers could attempt to create a document as
they go along during the course of care, but realistically, busy oncologists
are usually stretched to their limit dealing with the acute toxicities of treat-
ment and are unable to also work consistently on posttreatment care plan-
ning. Templates could increase feasibility if nonphysician staff such as nurses
or nurse practitioners could assemble much of the data. Automated systems
can be envisioned in which drugs, cumulative doses of chemotherapy, and
radiation sites and fractions could be pulled from pharmacy and other
administrative records and fed into the evolving treatment summary. Even
with standardization and automation, however, creation of a survivorship
care plan will still require significant time and resources. Advocacy organi-
zations like the American Cancer Society and Lance Armstrong Foundation
have tried to support patient-directed models by providing information on
survivorship issues for common cancer types and helping survivors summa-
rize for themselves their medical treatment and plan for follow-up care. It
may be that such an approach is more realistic than a physician-based
model.

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


270 APPENDIX D.5

Another big challenge of survivor care is the mobile patient population.
A wonderful care plan can be developed, but if the patient subsequently
moves to a new area, changes insurers, or even just changes doctors, the
information can become practically inaccessible to his/her new providers.
Because of this, an important area in need of research is the evaluation of
technologies that could create care plans that are truly portable and acces-
sible from almost anywhere. Options include “smart cards” or other media
that a patient could physically carry with a large amount of electronic data
in a more portable form than a paper record. Another exciting possibility is
web-based applications. Patients could control access to a web-based record
through standard Internet security measures (e.g., passwords, USB keys).
Physicians with limited electronic resources in their practices but with
Internet access could contribute to and edit information for the treatment
summary and care plan over the web. In this way, a patient’s plan could
have input from all relevant providers. If a provider did not have Internet
access, it could still provide the information for the patient or another
provider to input. If the patient does not have Internet access, the final
product could be printed in a hard copy version, thereby getting around the
problem of disparities in electronic resources among patients that currently
exist. Such formats have been implemented in some controlled settings, but
their utility as population-based interventions remains to be established.

Study Design

Qualitative Research

The evaluation of survivorship care plans can involve most types of
health services research study designs. Because this is a new intervention,
not actually in widespread use, there is a lot of qualitative work to be done
to understand the current problems in, for example, coordination of
follow-up, or what the most important barriers are to implementing survi-
vorship care planning in practice. Focus groups or key informant interviews
could be undertaken with different stakeholders (e.g., survivors, oncologists,
PCPs) to explore these issues and inform the design of larger quantitative
studies. Case reports can increase awareness of uncommon late effects or
describe anecdotal situations in which survivors may find themselves re-
lated to work or insurance.

Observational Research

If the important questions are known, observational studies can be
designed to attempt to quantify and prioritize the areas of need. Cross-
sectional surveys can address current practices in the various aspects of
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survivorship care planning. They can be used to identify deficiencies in
patients’ knowledge of their disease and its treatment, the surveillance plan,
possible late effects, and resources available to them. Surveys can also be
used to document the amount of communication that has taken place be-
tween the various specialists and with PCPs. Lastly, surveys can assess
satisfaction and acceptability of different models of survivorship care among
diverse stakeholders.

Some aspects of care relevant to survivorship planning can be observed
directly rather than relying on patient or physician report in surveys. Retro-
spective medical record review and examination of administrative claims
data are examples of noninterventional study designs that can confirm
practice patterns with respect to surveillance for recurrence and manage-
ment of long-term and late effects. Studies employing such methods can
provide important insight into actual care delivered.

Prospective Cohort Studies

Different settings and formats for the creation and implementation of
survivorship care plans can be piloted in prospective cohort studies. Such
studies would generally start with a baseline measure of the outcome of
interest, say, knowledge or anxiety. The survivorship care plan would then
be implemented and follow-up determinations of the change from baseline
would indicate whether the program was considered a success or failure.
Other cohort studies would evaluate a nonrandom mix of patients who did
and did not receive various elements of a care plan, allowing assessment of
outcomes for hypothesis generation.

Quasi-experimental studies, in which there are both intervention and
control groups but without random allocation of subjects into these groups,
can also provide evidence of the effectiveness of survivorship care plans.
Such studies can take the form of before/after analyses of outcomes divided
at the time of implementation of a survivorship care plan program. This
type of research is susceptible to secular trends in outcome, however, which
could result from increasing general awareness of cancer survivorship
among patients and providers. Another quasi-experimental design could be
to take advantage of a natural experiment in which some constituents of a
care plan are implemented for one group of patients but not for another
similar group. Comparison of outcomes between these groups could pro-
vide information about the effects of these parts of the care plan.

Randomized Controlled Trials

The most powerful study design is the randomized controlled trial.
Randomization can be at the level of the patient, although this may lead to
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contamination as a provider may become generally more aware of the
importance of planning for survivorship and bias the study toward the null
by treating control patients more like the intervention patients than they
otherwise would. The problem of contamination also precludes the use of
crossover designs for most questions related to survivorship care planning.
Alternative designs would be to randomize providers or practices, but then
there may be an imbalance in characteristics of the providers in each group,
or of the patients in these practices, that could affect the outcome of the
study.

Given the IOM recommendation, investigators should be aware that
institutional review boards may not consider it ethical to randomize pa-
tients to having no survivorship care planning and so a “usual care” inter-
vention, rather than a placebo, may have to be devised. This could consist
of tailored information rather than a formal consultation, for example.
Unfortunately, providing an intervention to the control group will bias any
study toward the null and necessitate a larger sample size.

Examples of Research Questions and Study Designs

• Question: What are the practical barriers to implementing survi-
vorship care plans in oncology practice?

o Study Design: Focus groups with providers from a variety of
settings (e.g., private practice versus academic centers, different specialties,
managed care versus fee-for-service contractors). Questions could try to
elicit ideas for ways to facilitate transition consultations and creation of
survivorship care plans in real world settings. Key informant interviews
with medical directors and practice managers may provide insight into the
feasibility of programs that depend on additional investment in information
technology. Estimating the resource burden of creating a survivorship care
plan could inform policy decisions about reimbursement for survivorship
transition consultations.

• Question: In what areas do patients currently need more informa-
tion: their diagnosis, previous treatment, plan for surveillance and monitor-
ing, possible late effects, resources available, and/or who to turn to for
different problems?

o Study Design: Cross-sectional survey of survivors of all kinds
to assess their current knowledge and desire for information in order to find
which elements of the proposed survivorship care plan have the greatest
gaps between desired and actual knowledge, and to identify subpopulations
of patients in which certain needs are particularly prevalent.
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• Question: Is there variation in surveillance practice?
o Study Design: Administrative data analysis of surveillance prac-

tices for patients with stage II and III colon cancer, analyzing practice
patterns and outcomes by geography, provider and patient characteristics
(e.g., age, sex, race, socioeconomic status), organizational and insurance
structure, and whether disparities in the quality of follow-up care exist.

• Question: How much does a transition consultation for survivor-
ship care planning increase patients’ knowledge of their previous treatment
and care plan?

o Study Design: Prospective cohort study in which there is a
base-line assessment of stage I–III breast cancer survivors’ knowledge of
these areas just after completion of primary therapy via an interviewer-
administered survey. All subjects would then have a transition consultation
and be given a written survivorship care plan. Six months later another
interviewer-administered survey would assess change in knowledge from
baseline.

• Question: What are the effects of survivorship care planning on a
survivor’s family and caregivers?

o Study Design: Prospective cohort study in which prostate can-
cer caregivers’ burden is evaluated over a 2-year period and related to
whether the survivor received a survivorship care plan, adjusted for other
explanatory variables.

• Question: Does survivorship care planning decrease anxiety and
depression?

o Study Design: Before/after study in which anxiety and depres-
sion levels are measured in a cohort of patients finishing treatment for
Hodgkin’s disease in a major referral center. A transition consultation and
survivorship care plan is then implemented at that institution and anxiety
and depression levels are evaluated for patients completing treatment in the
following year.

• Question: How does receipt of different parts of the survivorship
care plan affect satisfaction with the transition from active cancer treatment?

o Study Design: Analysis of data from a natural experiment in
which different practices have implemented different parts of the care plan.
Patients in each practice can be surveyed to assess their levels of satisfaction
and differences related to the part of the care plan they received.

• Question: Are transition consultations with a specialized survivor-
ship nurse practitioner acceptable to patients?

o Study Design: Randomized controlled trial in which head and
neck cancer patients are randomized between either having a survivorship
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care plan created by a specialized nurse practitioner during a consultation
in a survivorship clinic or during a routine visit with their medical oncolo-
gist near the end of primary therapy, comparing measures of satisfaction
between the two groups.

• Question: Can specific interventions targeted to lifestyle changes to
decrease risk behaviors be more successful in the context of survivorship
care planning.

o Study design: Randomized controlled trial in which breast can-
cer patients completing adjuvant chemotherapy all receive a transition con-
sultation and survivorship care plan, but half are invited to take part in an
intensive diet and exercise intervention immediately, while the other half
receive the same intervention 6 months later. Acceptance, compliance, and
measures of dietary and exercise improvement would be the outcomes.

• Question: Does survivorship care planning decrease unnecessary
health care resource utilization?

o Study Design: Practices are randomized between usual care:
giving patients individually-tailored treatment summaries, informal discus-
sion of surveillance plans, and standard information about available re-
sources; and an intervention group in which the survivorship care plan
explicitly lays out the plan for surveillance and which symptoms should
prompt medical evaluation. Data collected will include the costs associated
with creating the care plan, and enumeration of physician visits and inves-
tigations received. This study could also inform cost-effectiveness analyses
should improvement in survival and/or quality of life be found to be attrib-
utable to institution of such plans.

• Question: Which format of survivorship care plan is most effective
at increasing communication among providers?

o Study Design: Practices are randomized between web-based
and paper versions of the survivorship care plan (with copies sent to all
involved physicians). Survivors’ PCPs are later asked to answer basic ques-
tions about the survivor’s cancer and its care, using records available in
their office.

Conclusion

Over time, as studies evaluating the effects of survivorship care plan-
ning on relevant outcomes are carried out, they would serve as the basis for
secondary data analyses such as systematic overviews and technology as-
sessments. Surveillance practices have already been the subject of several
meta-analyses and decision analyses but this is only one component of care
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planning. Rigorous efficacy and effectiveness data would lead to the devel-
opment of evidence-based clinical practice guidelines for survivorship care
planning (the IOM report’s third recommendation), thereby creating stan-
dards of care. From such standards, quality indicators related to survivor-
ship care (promulgated in the fourth recommendation of the IOM report)
could be identified and validated. This would spawn a field of inquiry
related to access to care and disparities for different survivor populations.
The fifth recommendation in the IOM report calls for funded demonstra-
tion programs to test models of care, and the final recommendation advo-
cates that public as well as private agencies such as insurance plans should
increase their support of survivorship research and expand mechanisms for
its conduct. This last recommendation is actually the first step in all of this,
however, as establishing an evidence base for the creation and implementa-
tion of survivorship care plans through the type of research outlined herein
is necessary to realize the IOM’s vision in which attention to the transition
from cancer survivor to cancer patient is accepted as a routine part of
oncology practice.
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Appendix E

Template for
“Cancer Survivorship Care Plan”

Tested in
IOM Focus Groups and Interviews
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Appendix F

Treatment Summary Forms
Developed by the

Children’s Oncology Group (COG)
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SUMMARY OF CANCER TREATMENT  
(Abbreviated) 

DEMOGRAPHICS

Name:  Sex: Date of Birth:

CANCER DIAGNOSIS
Diagnosis: Date of Diagnosis:  Date Therapy Completed:

CHEMOTHERAPY:         Yes          No If yes, complete chart below
Drug Name Route Additional Information* 

* Anthracyclines:  Include cumulative dose in mg/m2; Carboplatin: Indicate if dose was myeloablative; 
      IV Methotrexate and Cytarabine: Indicate if any single dose was >1000 mg/m2.
      Note: Cumulative doses, if known, should be recorded for all agents, particularly for alkylators and bleomycin. 

RADIATION Yes         No If yes, complete chart below
Site/Field Total Dose (cGy) Boost Site Boost Dose (cGy) Total Dose with Boost (cGy) 

HEMATOPOIETIC CELL TRANSPLANT             Yes         No If yes, answer question below

 Was this patient ever diagnosed with chronic graft-versus-host disease (cGVHD)?           Yes         No

SURGERY                  Yes         No If yes, complete chart below
Procedure Site (if applicable) Laterality (if applicable) 

     
   
   

OTHER THERAPEUTIC MODALITIES Yes         No If yes, answer questions below

Did this patient receive radioiodine therapy (I-131 thyroid ablation)?          Yes          No

Did this patient receive systemic MIBG (in therapeutic doses)?                  Yes          No

Did this patient receive bioimmunotherapy?                                                 Yes         No

Summary prepared by: Date prepared:
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Key for Completing 
Summary of Cancer Treatment  

(Comprehensive Version) 

#1:  Race/Ethnicity 
Asian
Black 
Caucasian (non-Hispanic) 
Hispanic 
Native American/Alaskan Native 
Native Hawaiian/Pacific Islander 
Multi-racial/multi-ethnic 
Other (specify): 

#2:  Cancer Diagnosis 
Central Nervous System Tumor 

Astrocytoma 
Cerebellar astrocytoma 
Supratentorial astrocytoma 

Brainstem glioma 
Choroid plexus neoplasm 
Craniopharyngioma 
Ependymoma 
Germ cell tumor, intracranial, specify type:__________ 
Optic glioma 
Pineal tumor 
PNET

Cerebellar (medulloblastoma) 
Supratentorial PNET 

Spinal cord tumor, intramedullary 
CNS tumor, other, specify:___________________ 

Endocrine tumor 
Adrenal tumor (non-neuroblastoma) 
Thyroid tumor 
Parathyroid tumor 
Gastroenteropancreatic tumor 
Multiple endocrine neoplasia syndrome 
Endocrine tumor, other, specify:___________________ 

Germ cell tumor (extracranial) 
     Seminoma 
         Germinoma 
         Dysgerminoma 
     Non-seminomas 
         Yolk sac tumor 
         Embryonal carcinoma 
         Choriocarcinoma 
     Teratoma 
         Mature 
         Immature 
         With malignant transformation 
     Germ cell tumor, other, specify:_____________ 
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#2:  Cancer Diagnosis (continued)
Leukemia

Acute lymphoblastic leukemia 
Acute myeloid leukemia 
Chronic myeloid leukemia 
Myelodysplastic syndrome 
Myeloproliferative disorder 
Leukemia, other, specify:_________ 

Liver tumor 
Hepatoblastoma 
Hepatocellular carcinoma 
Liver tumor, other, specify: _________ 

Lymphoma 
Hodgkin lymphoma 
Non-Hodgkin lymphoma 

Lymphoblastic lymphoma 
Burkitt’s lymphoma 
Large cell lymphoma 

          Anaplastic large cell lymphoma 
          Diffuse large B-cell lymphoma 
Lymphoma, other, specify:________ 

Nasopharyngeal carcinoma 
Neuroblastoma 
     Ganglioneuroblastoma 
Renal tumor 

Wilms tumor 
Clear cell sarcoma 
Renal cell carcinoma 
Renal tumor, other: 

Retinoblastoma 
Sarcoma

Ewing’s sarcoma/peripheral PNET 
Osteogenic sarcoma 
Rhabdomyosarcoma 
Soft tissue sarcoma (nonrhabdomyosarcomatous) 

Alveolar soft part sarcoma 
Fibrosarcoma 
Leiomyosarcoma 
Liposarcoma 
Malignant fibrous histiocytoma 
Malignant peripheral nerve sheath tumor 
Neurofibrosarcoma 
Synovial sarcoma 

Undifferentiated sarcoma 
Sarcoma, other, specify: ____________ 

Skin cancer 
Basal cell carcinoma 
Malignant melanoma 
Squamous cell carcinoma 
Skin cancer, other, specify:____________ 

Malignancy, other, specify: 
Langerhans cell histiocytosis 
Diagnosis, other, specify: 
Unknown 
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#3:  Hereditary/Congenital History 
Congenital heart disease 
Congenital disease, other, specify: 
Hemihypertrophy 
Neurofibromatosis 

Type I 
Type II 

Down syndrome 
Syndrome, other, specify: 
Hereditary condition, other, specify: 
None
Unknown 

#4:  Subsequent Malignancy Diagnosis 
Leukemia

Acute lymphoblastic leukemia 
Acute myeloid leukemia 
Chronic myeloid leukemia 
Myelodysplastic syndrome 
Myeloproliferative disorder 
Leukemia, other, specify: 

Lymphoma 
Hodgkin lymphoma 
Non-Hodgkin lymphoma 

Lymphoblastic lymphoma 
Burkitt’s lymphoma 
Large cell lymphoma, specify type:__________ 

Post-transplant lymphoproliferative disorder (PTLD) 
Lymphoma, other, specify: 

Sarcoma
Ewing’s sarcoma/peripheral PNET 
Osteosarcoma 
Rhabdomyosarcoma 
Nonrhabdomyosarcomatous soft tissue sarcoma, specify type: 
Undifferentiated sarcoma 
Other sarcoma, specify: 

Thyroid cancer 
Skin cancer 

Basal cell carcinoma 
Malignant melanoma 
Squamous cell carcinoma 

Breast cancer 
Central nervous system tumor 

Malignant, specify type and location: 
Meningioma, specify location: 
Other CNS tumor, specify type: 

Gastrointestinal cancer 
Esophageal cancer 
Stomach cancer 
Colorectal cancer 
Hepatocellular carcinoma 
Pancreatic cancer 
Other GI cancer, specify: 
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#4:  Subsequent Malignancy Diagnosis (continued) 
Lung cancer 
Bladder cancer 
Renal cancer 
     Renal cell carcinoma 
     Clear cell sarcoma 
     Other renal cancer, specify:_________ 
Cervical cancer 
Peripheral nerve sheath tumor/Schwannoma 
Malignancy, other, specify: 
None
Unknown 

#5:  Chemotherapy 
Asparaginase 
Bleomycin
Busulfan
Carboplatin 
     Myeloablative dose? Yes/No 
Carmustine (BCNU) 
Chlorambucil 
Cisplatin 
Cladribine 
Clofarabine 
Cyclophosphamide 
Cytarabine 

If IV: Any single dose >1000 mg/m2?  Yes/No 
Dacarbazine (DTIC) 
Dactinomycin 
Daunorubicin 
Dexamethasone 
Docetaxel 
Doxorubicin 
Epirubicin 
Etoposide (VP-16) 
Fludarabine 
Fluorouracil
Gemcitabine 
Hydrocortisone 
Hydroxyurea 
Idarubicin 
Ifosfamide
Imatinib Mesylate 
Irinotecan
Lomustine (CCNU) 
Mechlorethamine 
Melphalan 
Mercaptopurine 
Methotrexate  

If IV: Any single dose >1000 mg/m2?  Yes/No 
Mitoxantrone 
Oxaliplatin
Paclitaxel
Prednisone 
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       #5:  Chemotherapy (continued)
Procarbazine 
Temozolomide 
Teniposide (VM-26) 
Thioguanine (6-TG) 
Thiotepa
Topotecan 
Trimetrexate 
Vinorelbine 
Vinblastine 
Vincristine 
Other, specify: 
None 
Unknown 

#6: Route 
PO
IM
IV
SQ
IT
IO
Other, specify: 
Unknown 

#7: Cumulative Dose (Note: this is a required field for anthracyclines and optional but suggested for all others) 
mg/m2

units/m2

mg/kg (Note: computer will multiply mg by 30 and display as mg/m2)
Not available 
Not applicable 
Other, specify: 
Unknown 

#8: Radiation Site/Field 
Head/brain

Cranial
Craniospinal (Note: if selected, computer will prompt user to enter data for both cranial and spinal fields]
Orbital/eye, specify: Right, left, bilateral 
Ear/infratemporal, specify: Right, left, bilateral 
Nasopharyngeal 
Oropharyngeal 

      Waldeyer’s Ring 
      Other head/brain radiation, specify:________ 
Neck 
      Cervical (neck), specify: Right, left, bilateral 
      Supraclavicular, specify: Right, left, bilateral 
Spine
      Spine - cervical 
      Spine - thoracic 
      Spine - lumbar 
      Spine - sacral 
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#8: Radiation Site/Field (continued)
Chest (thorax) 

Lung (whole), specify: Right, left, bilateral 
Mantle
Mini-Mantle 
Extended Mantle 
Mediastinal 
Hilar
Axilla, specify: Right, left, bilateral 
Chest, other, specify:_________ 

Abdomen 
Whole abdomen 
Upper abdomen, specify field(s) if applicable: 
  Hepatic 
  Hemiabdomen/flank, specify: Right, left 
  Upper quadrant, specify: Right, left, bilateral 
  Renal bed, specify: Right, left, bilateral 
  Spleen, specify:  partial, entire   
  Splenic pedicle 
  Inverted Y 
  Paraaortic 

Pelvis 
Pelvic
Vagina
Prostate 
Bladder 
Iliac
Inguinal
Femoral
Inverted Y

Testicular, specify: Right, left, bilateral
Skeletal
    Extremity 

  Upper, specify: Right, left, bilateral; specify: proximal, distal, entire 
  Lower, specify: Right, left, bilateral; specify: proximal, distal, entire 

     Bone, specify: 
     Other, specify: 
Total Body Irradiation (TBI) 
Total Lymphoid Irradiation (TLI) 
Subtotal Lymphoid Irradiation  (STLI) 
Other, specify: 
Add comment: 
None
Unknown 

#9: Radiation Boost 
Tumor bed, specify location: 
Other location, specify: 
None 
Unknown 
Add comment: 
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#10: Radiation Type 
Brachytherapy 
Conformal 
External beam (conventional) 
IMRT
Stereotactic 
Other, specify: 
None 
Unknown 

#11: Hematopoietic Cell Transplant - Type 
Autologous 
Matched related 
Mismatched related 
Haploidentical related 
Syngeneic 
Matched unrelated 
Other, specify: 
None 
Unknown 

#12: Hematopoietic Cell Transplant - Source 
Bone marrow 
Peripheral blood stem cells 
Cord blood 
Other, specify: 
None 
Unknown 

   #13: Hematopoietic Cell Transplant - Conditioning Regimen 
ATG
Busulfan
Carmustine (BCNU) 
Cyclophosphamide 
Etoposide 
Fludarabine 
Melphalan 
Thiotepa
TBI
Other, specify: 
None 
Unknown 

#14: GVHD Prophylaxis/Treatment 
ATG
Cyclosporine 
Methotrexate 
MMF (mycophenolate mofetil) 
Prednisone 
PUVA
Sirolimus
Tacrolimus
Other, specify: 
None 
Unknown 
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#15:  Surgery 
Amputation, specify: Right, left, bilateral; specify site: 
Central venous catheter 
Cystectomy 
Enucleation specify: Right, left, bilateral 
Laparotomy 
Limb sparing procedure, specify: Right, left, bilateral; specify site:  
Nephrectomy, specify: Right, left, bilateral 
Neurosurgery - brain 

Craniotomy 
Ventriculoperitoneal shunt 
Other, specify: 

Neurosurgery - spinal 
      Laminectomy 
     Other, specify: 
Orchiectomy, specify: Right, left, bilateral 
Pelvic surgery 

Hysterectomy 
Oophoropexy 
Oophorectomy, specify: Right, left, bilateral 
Pelvic surgery, other, specify: 

Pulmonary lobectomy, specify site: 
Pulmonary wedge resection, specify site: 
Pulmonary metastasectomy, specify site: 
Splenectomy 
Thyroidectomy  
Other, specify: 
None 
Unknown 

#16: Other Therapeutic Modalities 
Systemic Radiation 
   Radioiodine therapy (I-131 thyroid ablation) 
   Systemic MIBG (in therapeutic doses) 
   Other, specify: 
Bioimmunotherapy 

Hematopoietic growth factors: 
     G-CSF 
     Erythropoietin 
     Thrombopoietin 

Interferon:
     Alpha interferon 
     Gamma interferon 

Interleukin: 
      IL-2 
      IL-11 
      Other, specify: 

Monoclonal antibody, specify type: 
Retinoic acid, specify type: 
Other, specify: 

Other therapeutic modality, specify: 
None 
Unknown 
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#17: Complications/Late Effects (by system) 
Psychosocial 

Behavioral problems/behavioral change 
Educational problems 
Fatigue
Limitations in healthcare access and/or insurance 
Psychosocial disability due to pain 
Anxiety
Depression 
Post-traumatic stress 
Psychosocial disability due to pain 
Social withdrawal 
Risky behaviors 
   Tobacco use 
   Alcohol abuse 
   Substance abuse 
   Other, specify: 
Psychosocial maladjustment 
Impaired quality of life 
Psychosocial complication, other, specify: 

Ocular
Cataract 
Enophthalmos 
Orbital hypoplasia 
Glaucoma 
Keratitis 
Xerophthalmia (keratoconjunctivitis sicca) 
Lacrimal duct atrophy 
Optic chiasm neuropathy 
Retinopathy 
Telangiectasia 
Maculopathy 
Papillopathy
Chronic painful eye 
Visual impairment (uncorrectable) 
Ocular nerve palsy 
Gaze paresis 
Nystagmus 
Papilledema 
Optic atrophy 
Ocular complication, other, specify: 

Auditory 
Eustachian tube dysfunction 
Hearing loss (requires hearing aids? - Yes/No) 

Sensorineural hearing loss 
Conductive hearing loss 

Otosclerosis 
Tinnitus
Tympanosclerosis 
Vertigo
Auditory complication, other, specify: 

Dental 
Dental abnormalities 

Enamel dysplasia 
Root thinning/shortening 
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Tooth/root agenesis 
Microdontia 
Periodontal disease 
Tooth decay 
Malocclusion

Xerostomia (salivary gland dysfunction) 
Osteoradionecrosis 
Temporomandibular joint dysfunction 
Dental complication, other, specify: 

Cardiovascular 
Arrhythmia 
Atherosclerotic heart disease 
Cardiomyopathy 
Congestive heart failure 
Myocardial infarction 
Pericardial fibrosis 
Pericarditis 
Subclinical left ventricular dysfunction 
Valvular disease 
Carotid artery disease 
Subclavian artery disease 
Thrombosis/vascular insufficiency (related to central line) 
Vasospastic attacks (Raynaud’s phenomenon) 
Cardiovascular complication, other, specify: 

Pulmonary 
Bronchiolitis obliterans 
Interstitial pneumonitis 
Pulmonary fibrosis 
Pulmonary dysfunction 
Acute respiratory distress syndrome (ARDS) 
Obstructive lung disease 
Restrictive lung disease 
Chronic bronchitis 
Bronchiectasis 
Pulmonary complication, other, specify: 

Gastrointestinal/Hepatic 
Abdominal adhesions 
Bowel obstruction 
Bowel strictures 
Fecal incontinence 
Cholelithiasis 
Cholecystitis 
Chronic enterocolitis 
Esophageal stricture 
Fistula
Malabsorption 
Nutritional deficiency 
    Vitamin B12, folate or carotene deficiency 
Cirrhosis 
Hepatic fibrosis 
Hepatic dysfunction 
Chronic hepatitis (non-infectious) 
Iron overload 
Venocclusive disease (VOD) of the liver 
Gastrointestinal/hepatic complication, other, specify: 
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Endocrine/Metabolic 
Hypothyroidism 

Primary hypothyroidism (thyroid gland failure) 
Secondary (central) hypothyroidism (TR/TSH deficiency) 

Hyperthyroidism 
Thyroid nodule 
Precocious puberty 
Gonadal dysfunction/failure   

          Gonadotropin deficiency (LH/FSH deficiency) [central gonadal failure] 
Gonadal dysfunction – testicular:  See Reproductive (male) 
Gonadal dysfunction – ovarian:  See Reproductive (female) 

Metabolic syndrome 
Overweight (Age 2-20 yrs: BMI for age >85 - <95%ile; Age >20 yrs: BMI 25 to 29.9)  
Obesity (Age 2-20 yrs: BMI for age >95%ile; Age >20 yrs, BMI >30) 
Underweight (FTT) 
Insulin resistance 
Impaired glucose tolerance 
Diabetes mellitus 

Type I 
Type II 
Gestational 

Dyslipidemia 
Adrenal insufficiency 

Primary adrenal insufficiency (adrenal gland failure) 
Secondary (central) adrenal insufficiency (ACTH deficiency) 

Hyperprolactinemia 
Growth deceleration 
Growth hormone deficiency 
Short stature (<5th percentile) 
Endocrine/metabolic complication, other, specify: 

Musculoskeletal 
Amputation, specify type and site: 
Osteonecrosis (avascular necrosis – AVN), specify site: 
Craniofacial abnormalities 
Impaired cosmesis 
Contractures 
Functional and activity limitation, specify: 
Hypoplasia, specify site: 
Kyphosis 
Limb length discrepancy 
Limb salvage, specify type and site: 
Osteopenia 
Osteoporosis 
Phantom pain 
Prosthesis, malfunction (poor fit, loosening, non-union, fracture) 
Prosthesis, revision required due to growth 
Residual limb integrity problems 
Fracture (radiation-induced) 
Increased energy expenditure (related to amputation/limb salvage) 
Fibrosis (musculoskeletal) 
Scoliosis 
Short stature 
Shortened trunk height 
Reduced/uneven growth 
Musculoskeletal complication, other, specify: 
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Central Nervous System (CNS) 
Clinical leukoencephalopathy 
    With imaging abnormalities 
    Without imaging abnormalities 
Learning disorder/disability 
     Math 
     Reading 
     Other, specify: 
Motor deficit 
Neurocognitive deficit, specify: 
     Diminished IQ 
     Executive function (planning/organization) 
     Sustained attention 
     Memory 
     Processing speed 
     Visual-motor integration 
Moyamoya
Ataxia
Movement disorder 
Neurogenic bladder 
Neurogenic bowel 
Paralysis 
Occlusive cerebral vasculopathy  
Seizures 
Stroke 
CNS complication, other, specify: 

Peripheral Nervous System (PNS) 
Peripheral sensory neuropathy 
Peripheral motor neuropathy 
PNS complication, other, specify: 

Urinary 
Hydronephrosis, specify: Right, left, bilateral 
Hypertension 
Mononephric 
Renal insufficiency 
Renal glomerular disorder 

Hyperfiltration 
Renal tubular disorder 

Hypophosphatemic rickets 
Renal Fanconi syndrome (dyselecrolytemia) 
Renal tubular acidosis 

Vesicoureteral reflux 
Bladder fibrosis 
Urinary incontinence 
Reservoir calculi 
Dysfunctional voiding 
Hemorrhagic cystitis 
Proteinuria 
Chronic UTI 
Neobladder perforation 
Urinary tract obstruction (due to retroperitoneal fibrosis) 
Stricture, urinary tract, specify: 
Urinary complication, other, specify: 

Copyright © National Academy of Sciences. All rights reserved.

Implementing Cancer Survivorship Care Planning 
http://www.nap.edu/catalog/11739.html

http://www.nap.edu/catalog/11739.html


TREATMENT SUMMARY FORMS DEVELOPED BY COG 305

          

    Page 13 of 14

Reproductive - Female 
Breast tissue hypoplasia 

     Uterine vascular insufficiency 
Adverse pregnancy outcome 

Pregnancy complications 
Delivery complications 
Fetal malposition 
Low birthweight infant 
Spontaneous abortion 
Premature labor 
Neonatal death 

Gonadal dysfunction - ovarian 
    Primary ovarian failure  
    Delayed/arrested puberty 
    Premature menopause 
    Infertility 
Inability to conceive (despite normal ovarian function) 
Dyspareunia 
Symptomatic ovarian cysts 
Pelvic adhesions 
Sexual dysfunction 
Vaginal stenosis/fibrosis 

Reproductive - Male 
Gonadal dysfunction - testicular 
    Germ cell failure 

      Azoospermia 
      Oligospermia 
      Infertility 

    Leydig cell failure 
      Hypogonadism (testosterone deficiency) 
      Delayed/arrested puberty 

Sexual dysfunction - male 
    Erectile dysfunction 
    Anejaculation 
    Retrograde ejaculation 
Hydrocele 

Dermatologic 
Alopecia (permanent) 
Dysplastic nevi 
Altered skin pigmentation 
Skin fibrosis 
Nail dysplasia 
Scleroderma 
Telangiectasia 
Vitiligo

Immune
Asplenia 

Functional asplenia 
Surgical asplenia 
History of life-threatening infection (OPSI) related to asplenia 

Chronic sinusitis 
Chronic graft versus host disease (GVHD) 
Chronic Hepatitis B 
Chronic Hepatitis C 
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Chronic infection, specify: 
Human immunodeficiency virus (HIV) infection 
Hypogammaglobulinemia 
Secretory IgA deficiency 

Pain, chronic
      Musculoskeletal 
      Neuropathic 
      Other, specify: 
Other, specify 
No late effects identified 
Unknown 
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Appendix G

Memorial Sloan-Kettering Cancer Center
Treatment Summary and Follow-Up Plan
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10/27/2006

Memorial Sloan Kettering Cancer Center
Summary of Cancer Treatment and Follow-up Plan

Date of preparation:  ______

Name: Date of Birth:
Cancer Diagnosis: Date of Diagnosis:
Date Completed Therapy: Relapse:

Cancer Treatment
Surgery
Date: Procedure:
Surgeon/phone: Pathology:
Radiation Therapy
Radiation Oncologist/phone:
Date start Date Stop Field Dose (cGy)

Chemo/Biotherapy
Medical Oncologist/phone:
Drug Name Cumulative Dose (units or mg/m2)

Follow-up Plan
Visit Schedule Testing

Screening Recommendations
Colonoscopy
Prostate specific antigen (PSA)
Mammogram
Other

NP:
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