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The rapidly accelerating population of cancer survivors is well documented, as is the pervasive 
fragmentation of health care throughout the cancer experience. 1Advances in early detection and cancer 
treatment have transformed care in many instances from acute to chronic and long term concerns.  
Significant issues include: the need for enhanced surveillance for risk of recurrence and secondary 
malignancies; addressing the impact of treatment on comorbidity; the long term effects of treatment on 
physical functioning; the influence of cancer and treatment on patient and family psychosocial functioning; 
the financial implications of disease and treatment; and the need for coordination and of all relevant 
health providers. The risks of adverse outcomes are complicated by a number of factors, including site of 
disease, treatment, genetic issues, comorbid health conditions and individual lifestyles.2 
 
A confounding problem has been the lack of clear guidelines for the delivery of comprehensive and 
coordinated survivorship care; the definition of “survivorship” itself has been a source of some 
controversy3.  During the last decade these concerns have gained considerable focus and attention; The 
Office of Cancer Survivorship of the National Cancer Institute was initiated in 1996 to bring increased 
focus, funding and research to the complex issues of survivorship.4  In addition, such well-recognized 
organizations as the Institute of Medicine, the Association of Community Cancer Centers, The National 
Comprehensive Cancer Centers Network, The American Cancer Society, the National Coalition of Cancer 
Survivors and the Lance Armstrong Live Strong Foundation, as well as many others have conducted 
seminars and published papers on these issues. 
 
In response to the growing recognition of survivorship as a significant public health issue, a myriad of 
models of survivorship care and guidelines have been proposed56789.   It is clear that no one model can 
serve in all settings and for all diagnoses.10 

 Community models may require a different approach from those in academic settings;   

 In a community setting a “collaborative, shared care model  linking oncologists with primary care 
providers may be most appropriate; 
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 An academic setting might provide the resources to provide both site-specific survivor clinics and 
comprehensive models; 

  A “nurse-led model might work in either setting; or 

 A “consultative model” in which specific guidelines and protocols are developed and brought into 
the institutional practice may present an option. 

 
A considerable body of literature and materials are now available to direct individuals and institutions in 
considering the need to reduce fragmentation in care, and to assure a high quality of survival for people 
with a history of cancer. New guidelines are being developed and models identified.  The compelling 
question for Breast Centers and other healthcare settings is now what role they should, or could be 
playing in the delivery of care in this exponentially expanding healthcare arena. 
 
 
CHALLENGES  
 
The goal of this article is to address some of the challenges and potential pitfalls of launching a 
Survivorship Program.  Because the Breast Center down the street or across town may have some form 
of “Survivorship program” does not mean you should rush into competing. Take some time to consider: 
 

 NOT JUST BOOSTERS – A “REAL CHAMPION” 
 
While all new programmatic efforts share some basic obstacles and barriers, survivorship can be 
especially thorny because it transcends multiple specialties and disciplines.  As with other program 
initiatives, just because someone wants it or believes it is a necessity, real examination may determine 
that it is not a fit for your center. Especially important is having a “champion” with appropriate authority, 
ability, and passion to move the project forward.  Too often monthly planning meetings come to naught 
because the “right” people are not in the room or not willing to be out in front of the plan.  Conversely, the 
“politics” of healthcare may impose some additional obstacles relative to the status and role of the 
champion. Survivorship models can be led by physicians, nurses, administrators or allied health 
professionals, but leadership imposes special skills in promoting collaboration and shared responsibility. 
However, all of those participants must be in the room and onboard for the project to have any prospects 
for success. 
 

 REALISTIC ASSESSMENT OF RESOURCES AND SUSTAINABILITY 
 
There is only one opportunity for a “first impression” – promising comprehensive services, opening then 
closing or shrinking a survivorship program does not bestow any benefit on a center. Each model of 
survivorship program imposes distinct financial and staff resources. Unlike other programmatic initiatives, 
survivorship programs may not engender a fee for many services and may require considerable 
additional institutional, grant or philanthropic funding.  A survivorship program that requires a true 360 
degree assessment and follow-up is extremely staff intensive and would not produce a sufficient 
reimbursement to carry the program. Including an intensive and robust financial assessment of the 
specific programmatic elements is essential – and must drive the planning. It may make more sense to 
establish a more modest, easily achieved model first; expansion is always easier than retraction. 
 

 DEFINING SURVIVORSHIP 
 
Many people are surprised to find that this word carries disparate meanings – and establishing a common 
definition will have significant implications for the program.  The National Coalition of Cancer Survivors, 
along with many other organizations, have defined survivorship as beginning at the moment of diagnosis 
and maintained throughout life. 11However, for purposes of developing a viable program, many centers 
have opted for a more specifically defined population; individuals who have completed treatment, or are 
between treatments. The Institute of Medicine recommends a patient-centered approach initiated by the 
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time primary treatment ends and going forward. 12It may not be realistic to adapt the program to those 
concurrently receiving active treatment; their needs are often met by other programmatic initiatives. It is 
imperative that one of the first objectives in planning is to establish the specific constituencies: during or 
post treatment; age limitations; location of initial or ongoing treatment; stage of disease; active or 
terminal. All of these concerns must be addressed early and reiterated throughout the planning 
documents. 
 

 IS THIS THE RIGHT “NICHE” FOR ME? 
 
Realistic assessment of these issues can raise significant questions about the viability of a survivorship 
program for your center.  A market analysis may yield intelligence that the area is saturated; the financial 
and or staff resources are inadequate; or the program may face resistance from survivors and/or 
healthcare providers in your community. Incorporating a multi-disciplinary approach will require surveying 
relevant members of the staff, patients, families and community organizations that will form the basis for 
referral and resources.   Keep in mind that cancer patients often exhibit anxiety in any transfer of primary 
responsibility for their care from their own oncologist to another team member. Your plan must account for 
these concerns by integrating an introduction and system of delivering care that accommodates them. 
 
A number of options are available to consider in this realm; many of these issues can and should be 
incorporated into a “full service” survivorship program, or can be implemented independently as a 
component of a patient centered care plan.  Just a few of these opportunities are outlined below. 
 

 One very critical component of appropriate survivorship care is the “Survivorship Care Plan.”13 It 
is a document meant to mitigate some of the complexity of cancer care and treatment. In this 
model, all patients would receive a document at the completion of their treatment providing a 
comprehensive review of: all diagnoses (cancer and co-morbidities), treatment protocols and 
ancillary treatment for symptom management; potential and known late effects of cancer 
treatment (with an anticipated time line) and all other relevant data for the patient to keep.  
According to Dr. Ganz, it not only facilitates all other health care the patient might receive, but 
serves as an opportunity for communication between patient and physician.14 
 

 A “Wellness Program” that promotes healthy lifestyle choices including instruction in nutrition, 
relaxation and visualization, and physical rehabilitation can be an important adjunct to a 
survivorship program, or can be a freestanding opportunity to increase the quality of life of cancer 
survivors and their families. 
 

 The psychosocial sequela of cancer is well documented.15 16 Specific outreach to cancer 
survivors completing treatment can provide assessment and referral, or provide services to 
patients and/or families that appear to be at high risk of poor emotional or psychosexual 
recuperation.  For many survivors, fertility and family planning may be paramount considerations 
and providing resources or referral in this arena can be an exceptional addition to survivorship 
adaptation. In addition, educational outreach can provide information to normalize emotions and 
reduce stresses associated with psychosocial functioning. 
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 A rapidly increasing concern for cancer survivors are income and insurance disparities. 
Recognition of these major obstacles may prompt the development of a special unit or referral 
source to help patients navigate these thorny waters. 

 
CONCLUSION 

 
If the stars are in alignment and it appears that a survivorship program can work in your center, it will be 
essential that you define the right model – or create a hybrid – that fits your style, resources and can 
achieve the passion in leadership that is required. It may make the most sense to collaborate with 
community organizations, hospitals or agencies to develop the most comprehensive possible program to 
meet your patients’ needs. The team needs to be open to this possibility; parochialism should not be the 
driving force in program planning. 
 
The limitations of space here permit only a brief introduction to the challenges of developing a 
survivorship program.  They should not be construed as an attempt to discourage such programs; in fact 
it is well acknowledged that focus on survivorship is a fundamental and essential component to assuring 
high quality of life for cancer survivors. The multi-disciplinary Breast Center is the ideal locus for a 
community-wide, comprehensive and effective survivorship program that is thoughtfully planned and 
vigorously pursued. 
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