
Oncology Issues  May/June 2010	 39

As advances in early detection 
and more effective treatments dramatically increase sur-
vival rates for cancer patients, the rapid growth in the num-
ber of cancer survivors has become a catalyst for improving 
the transition from active treatment to post-treatment care, 
while also addressing the range of medical and psychosocial 
issues faced by survivors. This growing emphasis on cancer 
survivorship, defined by the Association of Community 
Cancer Centers (ACCC) as “the experience of living with, 
through, and beyond cancer for both patients and the peo-

ple in their lives who are impacted by the diagnosis,” under-
scores the necessity to develop and deliver comprehensive, 
effective, and meaningful survivorship care services. 

Given the large and rapidly rising numbers of cancer 
survivors in the U.S. (currently more than 11.1 million peo-
ple), as well as the remarkable 65 percent of newly diagnosed 
cancer patients who are expected to become at least five-
year survivors, organized cancer survivorship services are 
increasingly becoming a key indicator in the provision of 
high-quality cancer care. As a result, we must recognize the 
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importance and uniqueness of the post-acute treatment and 
surveillance phase of the cancer patient—and apply chronic 
disease management models to cancer survivorship.

Meeting Survivors’ Long-Term Needs
Survivorship care has received increased attention in the 
United States since the 2006 release of the Institute of 
Medicine (IOM) report, “From Cancer Patient to Cancer 
Survivor: Lost in Transition,” which alerted the oncology 
community that survivors’ follow-up care needs were not 
being met. The report describes four essential components 
of survivorship care for adults: 
1.	 Prevention of recurrent and new cancers.
2.	 Surveillance for cancer spread, recurrence, or new can-

cers, and assessment of medical and psychosocial late 
effects.

3.	 Intervention for consequences of cancer and its treat-
ment.

4.	 Coordination of care between specialists and primary 
care providers. 

The report also included specific recommendations for a 
comprehensive care summary and follow-up plan written 
by the principal provider(s) of the oncology treatment. The 
IOM report notes that the plan should be clearly explained 
to the patient and should summarize essential patient infor-
mation to inform all future healthcare providers.1

Numerous organizations have since released national 
standards of care for both adult and pediatric cancer survivor-
ship services, including those for specific cancers (e.g., breast 
and prostate cancers). However, patients all too often finish 
their primary cancer treatment without a specific course of 
action for managing the long-term challenges, lasting effects, 
and heightened risks associated with living beyond cancer. 

Integrating Medical and Supportive Care 
Services 
Ideally, the essential components of cancer survivorship 
services span patients’ continuing medical needs and care, 
including the coordination of care across provider systems, 
along with support that focuses on the broader educational, 
psychosocial, and rehabilitative needs of patients and their 
family members. Thus, the optimal cancer survivorship 
program provides an integrated suite of both medical and 
supportive care services; however, such fully developed 
programs remain rare.

To date, a range of survivorship care delivery models 
have been developed. These include:
■■ One-time, consultative visit model. Survivors attend a 

comprehensive program and receive a detailed follow-
up plan that is implemented by their primary care phy-
sician. 

■■ Multi-visit model. The oncologist and primary care 
provider share patient care. The role of each provider is 
clearly defined, with the primary care provider seeing 
the patient on an ongoing basis, while the oncologist 
typically sees the patient on an annual basis. 

■■ Ongoing model. The survivor is followed through a 
specialized, academically based program—often nurse-
led or provided by a multidisciplinary team. 

■■ Integrated model. The patient’s primary oncology team 
provides survivorship care until it is deemed appropriate 
to transition the patient to the primary care provider.2,3 

Still other cancer survivorship services focus on subsets of 
the cancer patient population (e.g., by age range, primary 
disease, or disease stage). In the absence of formally struc-
tured survivorship services, some community cancer cen-
ters provide patients with some combination of educational 
materials, “graduation” ceremonies, and support groups 
and information about survivor-specific resources at the 
national and community levels. 

A wealth of support resources exists to help commu-
nity cancer centers develop cancer survivorship services. 
These tools and resources also help improve documenta-
tion of cancer treatments and facilitate improved commu-
nication among providers and their patients. For example, 
the American Society of Clinical Oncology (ASCO) has 
developed downloadable treatment plan and summary 
templates for chemotherapy, breast cancer, colon cancer, 
small cell lung cancer, and non-small cell lung cancer, 
which treating oncologists can use to tailor the treatment 
summary to meet their individual patients’ needs.4 

…the optimal cancer survivorship program 
provides an integrated suite of both medical 
and supportive care services…

P
h

o
to

g
r

a
p

h
/b

ig
s

to
c

k
p

h
o

to



Oncology Issues  May/June 2010	 41

The Lance Armstrong Foundation (LAF), one of the 
most active private foundations in terms of cancer survi-
vorship, provides a comprehensive online resource (www.
LiveStrong.org), along with educational tools and bro-
chures. LAF also promotes improved survivorship care 
through its LIVESTRONG Survivorship Centers of 
Excellence Network. This network facilitates the selection 
of cancer centers and community affiliates that then receive 
funding for development and implementation of survivor-
ship programs.5 

ACCC has an online resource on cancer survivorship 
(www.accc-cancer.org), which includes access to ACCC’s 
publication, Comprehensive Survivorship Services: A 
Practical Guide for Community Cancer Centers; archived 

articles about model survivorship programs in community 
cancer centers across the country; and a comprehensive list 
of cancer survivorship resources.

Organizations such as ASCO, LAF, ACCC, and 
many other national and community-based cancer sur-
vivorship services, including the National Coalition for 
Cancer Survivorship (NCCS), The Wellness Commu-
nity (TWC), and the National Cancer Institute (NCI), 
provide research and support resources, along with 
educational materials for both cancer survivors and 
healthcare professionals. Bottom line: in many medium-
to-large metropolitan settings, no single provider orga-
nization needs to be the sole provider of cancer survivor-
ship services. 

Conquering the Challenges 
A multitude of challenges must be addressed when imple-
menting individualized active treatment summaries and 
plans for cancer survivors, including: 
■■ Access to required information. Often, all pertinent 

data, such as treatment records, pathology reports, and 
information about other relevant events that occurred 
during treatment are not stored electronically. In many 

The concept of cancer survivorship as a progression 
of events was first described by Fitzhugh Mullan, 
MD, who shared his personal journey in “Seasons of 
Survival: Reflections of a Physician with Cancer,” a 
1985 article published in The New England Journal 
of Medicine. Dr. Mullan, co-founder of the National 
Coalition for Cancer Survivorship (NCCS), related 
three distinct “seasons” of survival: 

■■ The acute stage when patients are in treatment and 
experience substantial fear, discomfort, and con-
cerns about mortality 

■■ The extended stage when, after therapy and during 
remission, uncertainties and physical limitations 
may persist, as well as changes in body image and 
issues of trust

■■ The permanent stage is described as the time in 
which cancer is not the first thought survivors have 
in the morning.1 

Twenty-five years later, Mullan’s “seasons” were 
re-examined by Kenneth D. Miller, MD, director of 
the Lance Armstrong Foundation Adult Survivor-
ship Program at Dana-Farber Cancer Institute and 
assistant professor, Harvard Medical School. Citing 
the many changes that have occurred with regard 
to diagnosis, treatment, and prognosis, Dr. Miller 
proposes following Mullan’s acute stage with a transi-
tional period, which can be defined as time the when 
treatment ends and celebration blends with concern 
as the patient disengages from the treatment team. 
He also notes that while inviduals in the long-term 
survivor stage may be cancer free, they may not be 
“free of cancer,” because of chronic late and long-term 
health or psychosocial problems. Dr. Miller also sug-
gests that survivorship care can be delivered within a 
multitude of care settings, meeting the needs of cancer 
survivors in each season of survivorship, thus improv-
ing each individual’s long-term health.2
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Los Angeles-based Aptium Oncology, a national 
leader in oncology consulting and management ser-
vices, has integrated survivorship programs into the 
paradigm of cancer care. Aptium suggests six essential 
elements for developing formal cancer survivorship 
services at community cancer centers:
1.	 Significant support from senior leadership, 

including resource allocation to develop and 
maintain survivorships services.

2.	 Oncologist physician support from key physician 
leadership.

3.	 Nursing leadership support and the allocation of a 
nurse educator or, ideally, a FTE clinical specialist 
nurse coordinator position.

4.	 Significant participation of supportive care ser-
vices staff resources (e.g., social worker, dietitian, 
psychologist or psychiatrist, rehabilitation or 
physical therapy services).

5.	 Collaboration with and referral patterns to all 
existing community cancer survivorship services 
providers. 

6.	 Clear processes for ensuring that each primary 
care provider (PCP) who is following the cancer 
survivor has received an Active Treatment Sum-
mary and Cancer Survivorship Care Plan for that 
patient. Each PCP also needs to know how to  
easily refer the patient back to the cancer care  
provider, as appropriate, and should have access  
to phone consultation support related to the 
cancer survivorship care of the patient. Ideally, 
this support should be provided by the patient’s 
oncologist and/or the clinical specialist nurse 
coordinator.

‘Seasons’ of Survivorship Essential Elements for Developing 
Formal Cancer Survivorship 
Services
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funding, and management of a nationwide standard of can-
cer survivor care, survivorship care is emerging as a distinct 
component of the oncology continuum of care. Equally 
certain is that the growing number of cancer survivors 
demands innovative strategies and ongoing commitment 
to improving the quality and coordination of effective and 
meaningful post-cancer patient care. 

Anita Chatigny, PhD, is director of oncology supportive 
care services at the Comprehensive Cancer Center at 
Desert Regional Medical Center in Palm Springs, Calif., 
and John S. Macdonald, MD, FACP, is chief medical  
officer, Aptium Oncology, Inc.
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cases, a single provider is unlikely to have access to all 
requisite information. 

■■ Reimbursement for preparation time. Preparing treat-
ment summaries and plans requires significant time for 
clinicians and, to date, there remains a lack of third-
party reimbursement. (Legislation is pending in Con-
gress that would require Medicare to pay for cancer-
survivorship plans.) 

■■ Research on impact of survivorship care plans. There 
remains an absence of research with regard to care 
plans and patient outcomes that may call necessity into 
question. Still, a growing consensus among oncology 
physicians and nurses finds that treatment summaries 
and follow-up plans are essential to quality survivor-
ship care.6 

Nurses will likely play a key role in meeting the growing 
needs of cancer survivors and improving survivorship care. 
Oncology nurses routinely provide patients with guid-
ance and support to ensure the best possible treatment out-
comes and thus can naturally extend their role by preparing 
patients to transition from active cancer care to survivor-
ship.7 In fact, the overall conclusion of a Cancer Survivor-
ship Nursing Stakeholder Meeting held at the National 
Academy of Sciences was that nurses can assume a stron-
ger role in helping cancer patients deal with survivor issues, 
ranging from late treatment effects and anxiety about body 
image, to fears of recurrence and transitioning to surveil-
lance care.8 

At the same time, multidisciplinary collaboration on 
development of surveillance guidelines and screening sched-
ules is essential, as is support for the nurses’ time in order to 
prepare the plan and review the plan with patients.

Ultimately, while barriers remain in the development, 

Many long-term treatments, such as hormonal treat-
ment for breast cancer, as well as chemotherapy or 

radiation, can have significant long-term effects on cog-
nitive and endocrine function. Other late-onset effects 
may not present until six months or more following 
treatment. In addition, many patients have an increased 
risk of their cancer recurring and of developing second-
ary cancers, resulting either from treatment and/or the 
same risk factors that contributed to their first cancer. 
Therefore, one of the most important activities that must 
occur immediately following the initial active cancer 
treatment is to provide patients with a summary of their 
diagnosis and treatment, along with a specific care plan 
for ongoing follow-up. These two important tools will 
help reduce risks to the patient and ensure that recur-
rence is recognized as early as possible. We suggest a 
two-part treatment summary and survivorship care plan 
that provides a comprehensive record of a patient’s cancer 
history, as well as recommendations for follow-up care. 

Part I: Treatment Summary
■■ Date and details of the cancer diagnosis 
■■ Type of cancer, location, stage, and histology
■■ Each treatment administered (e.g., date range, treat-

ment type, chemotherapy or biotherapy regimen, 
drugs/dosages, radiation/site treated, surgical proce-
dures, bone marrow transplants, clinical trials, etc.) 

■■ Provider names and contact information
■■ Treatment facilities. 

Part II: Follow-up Plan
■■ Disease-specific plan, including appointment sched-

uling and detailed recommendations for follow-up 
care (based on published guidelines, when available) 
and surveillance testing

■■ Preventive health and risk-reduction strategies
■■ Identification of late treatment effects (e.g., fatigue, 

depression, pain, impaired organ function, infertility, 
etc.) 

■■ Education to facilitate identification and coping with 
survivorship needs

■■ Clear definitions of the responsibilities of cancer care 
providers and non-oncology-related providers, as 
well as psychosocial providers.

Anatomy of a 
Treatment Summary 
and Survivorship 
Care Plan

http://www.cancer.net/patient/Survivorship/ASCO+Cancer+Treatment+Summaries
http://www.cancer.net/patient/Survivorship/ASCO+Cancer+Treatment+Summaries
http://www.livestrong.org
http://www.survivorshipguidelines.org
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Prior to 1970, most children and young adults 
who were diagnosed with cancer had little hope 
of a cure. Since then, the cure 

rate—measured in five-year survival 
increments—has grown to more than 
80 percent. However, in contrast 
to adult cancer survivors, pediatric 
patients are treated while their brains 
and bodies are still developing. Pow-
erful anti-cancer treatments, such as 
chemotherapy and radiation, can have 
considerable long-term consequences 
that impact cognitive functioning, 
mobility, and fertility, along with 
an abundance of other physical and 
emotional issues. As a result, while 
the dramatic improvement in child-
hood cancer treatment is remarkable, 
that success comes at a price that more 
than two-thirds of pediatric cancer 
survivors pay in the years that follow. 

The pediatric cancer program 
within The Cancer Institute at NYU 
Langone Medical Center, The Stephen D. Hassenfeld 
Children’s Center for Cancer and Blood Disorders, has 
long taken an interdisciplinary and family-centered 
approach to children’s cancer. This approach combines the 
most advanced medical treatments with psychosocial and 
emotional support services. Recently, the center has inte-
grated a pediatric survivorship program to help ensure the 
type of long-term follow up that will adequately address 
the potential late effects of childhood cancer. 

Drawing on the strengths of NYU Langone’s pedi-
atric oncology, neuro-oncology, and hematology pro-
grams, the Pediatric Survivorship Program was launched 
in early 2009, based on the Children’s Oncology Group’s 
(COG) long-term follow-up guidelines, which include 
tools to adequately screen and manage late effects of 
treatment.1 Led by a pediatric nurse practitioner (PNP) 
certified in pediatric hematology and oncology, the 
launch followed extensive planning and preparation for 
this successful pilot with neuro-oncology patients.

According to the Children’s Oncology Group, 
approximately two-thirds of childhood cancer survi-
vors experience one or more late effect(s), while about 
one-third will experience a late effect that is severe or 
life-threatening. Equally significant is that the potential 
for developing long-term complications apparently does 
not decrease with time. As a result, NYU Langone’s 
interdisciplinary team—consisting of the PNPs, along 
with a dietitian, psychologist, social worker, physician, 
recreational specialist, physical therapist, research coor-
dinator and medical librarian—follows its young survi-
vorship patients for the long term. 

“The program’s enrollment process is extensive,” 
reports survivorship program coordinator Erin Hart-
nett, CPNP. “Patients may enroll in the program once 

they have been off-treatment for two years. Each patient 
entering the survivorship program receives a complete 
physical examination, including screening for psychoso-
cial, educational, and nutritional issues.” She notes that 
late effects may include learning difficulties, endocrine 
problems, cardiovascular disease, hearing loss, low bone 

density, restrictive lung disease, high 
lipids, cataracts, and musculoskeletal 
difficulties, which may develop at any 
time. Survivors need to be monitored 
for late effects throughout their life-
time. 

Additionally, the survivorship 
team meets with each family to edu-
cate them about the disease and rec-
ommended follow-up care. Families 
receive a binder that includes a com-
prehensive summary of the patient’s 
course of treatment for personal 
reference, as well as for use by other 
clinicians. A flow sheet is included 
detailing the recommended follow-up 
care. Each patient is also given contact 
information for the program coor-
dinators to address any questions or 
concerns. 

A primary goal of the program is 
to accurately identify existing and potential late effects, 
so that the team can initiate appropriate monitoring 
and intervention. Significantly, this process resulted in 
the identification of a young cancer survivor who was 
struggling at school and subsequently received support 
from the center’s psychology team to assist in resolv-
ing classroom issues. In another instance, a young teen 
cancer survivor was experiencing chronic anxiety related 
to his diagnosis and treatment during early childhood. 
The teen was appropriately screened and referred for 
more comprehensive counseling and additional support 
offered through the program.

To date, the Pediatric Survivorship Program at NYU 
Langone has several dozen patients enrolled and the 
numbers continue to grow. The Survivorship program is 
held monthly and has thus far received an overwhelm-
ingly positive response from the families involved. While 
it was not that long ago that many pediatric patients 
did not live to adulthood, an overwhelming majority 
are now cured of their primary cancer. However, many 
of these young patients now face additional challenges 
directly related to the treatment that was administered 
during their developmental years. Survivorship pro-
grams are an essential part of comprehensive pediatric 
oncology care, and allow oncologists and primary care 
providers to be in a better position to help their pediatric 
patients maximize their future potential—and lead long, 
productive lives. 
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