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Objectives 
• Define survivor & survivorship 
• Why is survivorship important? 
• Discuss the epidemiology, clinical, and economic 
implications of GU cancer survivorship 

• Survivorship care plans and the role of the 
primary care physician 

• Issues facing GU cancer survivors  



What is a “survivor”? 

Presenter
Presentation Notes
“Survivor” means different things to different people



“Survivor” 
• NCCN Definition 

• Any individual diagnosed with cancer from the time 
of diagnosis, through the balance of his or her life 

 
• Encompasses a broad range of patients 
• Needs vary by: 

• Cancer type and various Tx’s 
• Short-term vs long-term side effects 
• Clinically localized vs metastatic disease 
• Early diagnosis vs End of life  

NCCN Guidelines 2013, AUA update 2012 

Presenter
Presentation Notes
Once the diagnosis is made, patients with cancer become cancer survivors. This definition encompasses a broad range of patients whose needs vary according to cancer type, treatment, short-term and long term side effects, those with clinically localized even indolent disease and those with metastatic disease at the end of lifeNational Comprehensive Cancer Network



Definition of Survivorship 
• “Cancer Survivorship” 

• Phase of care following primary treatment 
• Focuses all all aspects of health from Dx to death 

• Acceptance of cancer as a chronic disease 
 

• Includes addressing the needs of the family members, 
friends, & caregivers who support the survivor  
 

• Alleviating residual physical and psychological adverse 
effects of cancer therapy 

 

Presenter
Presentation Notes
Patients with cancer do not cope with their experience in isolation. Family members, friends, and caregivers area also impacted and acknowledgedAcceptance of Cancer as a chronic diseaseIncludes addressing the needs of the partner, family, and caregivers as they support the cancer survivor through the cancer journey, and the needs of this support network following death It has broad economic and long-term well-being implications for cancer patients and the health care system in generalIncludes addressing the needs of the family members, friends, & caregivers who support the survivor through the cancer journey



Unique Challenges of Survivors 
• Physical Health 
• Psychosocial 
• Emotional Health 
• Sexual Health 
• Professional & personal 

identity 
• Finances / Insurance  
• Social / Family  
 

• Cancer 
• Diagnosis  & 

Prognosis 
• Treatment 
• Side-effects 
• ? Anticipating death 

Addressing the needs of cancer survivors is critical 
to providing quality cancer care 

Miller. J Cancer Surviv. 2012 

Presenter
Presentation Notes
Cancer survivors are faced with a host of medical, functional, and psychological challenges unique to cancer, its treatment, and ability to cope with the diagnosis and its downstream implications. Because long-term survival is increasingly common, distinctly characterizing cancer survivorship, or the phase of care following diagnosis and treatment, and addressing the unique needs of cancer survivors are critical to providing quality cancer carePractical and social problems include issues surrounding employment, finances, health and life insuranceFor some survivors, the consequencies of cancer are minimal and they are able to return to their normal life and treatment is completed. Essentially the diagnosis and treatment of cancer can have a vast and persistent impact of the adult survivors health. Survivors have unique challenges. Many cancer survivors are left with physical and/or psychosocial late and/or long-term effects. The problems can range from mild to severe, debilitating, to even life threatening. Some of there problems are temporary or improve with time, while others are progressive or permanent.Survivors and partners experience uncertanity that persists long after the completion of cancer treatmentThe downstream implications of Dx and Tx of GU cancers are not trivalAlthough the main components of survivorship care can be applied to urological cancer care, the best ways to provide this care remain controversial and unknown Raising awareness of the needs of cancer survivors & identifying strategies to meet these needs are warrantedPatients often regard returning to work as indicative of complete recovery and regained normalcySurvivors of adult cancer face lifetime health risks that are dependent on their cancer, cancer treatment exposures, comorbid health conditions, genetic predispositions, and lifestyle behaviors



Institute of Medicine Report (2005)  
• Emphasize the lack of guidance 
in caring for cancer survivors 

• Highlighted specific issues facing 
survivors 
• Medical & Psychosocial problems 
• Recommendations for meeting needs 
• Improving care & QOL 

 
• Established cancer 
survivorship as distinct phase 
of cancer care 

Hewitt, Green, & Stovail. 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, Institute of Medicine 

Presenter
Presentation Notes
The Institute of Medicine (IOM) researched the state of care for cancer survivors and found that little guidance is available for survivors and their healthcare providers to overcome the medical and psychosocial problems that may arise post treatment. These issues were highlighted in the landmark 2005 Institute of Medicine report “Title”Many cancer survivors become lost in the transition from cancer patient to cancer survivorOn the basis of mounting evidence of long term health risks of survivors of adult cancer, the IOM report strongly recommends lifelong health care for all cancer survivors. Content, intensity, and frequency of health care that addresses there risks vary from survivor to survivor.Implementing these recommendations will become increasingly important as the number of cancer survivors grows, and the personal, medical, public health, and economic implications of fragmented and inadequate survivorship care become more apparent The Institute of Medicine (IOM) is an independent, nonprofit organization that works outside of government to provide unbiased and authoritative advice to decision makers and the public. Established in 1970, the IOM is the health arm of the National Academy of Sciences, which was chartered under President Abraham Lincoln in 1863. Nearly 150 years later, the National Academy of Sciences has expanded into what is collectively known as the National Academies, which comprises the National Academy of Sciences, the National Academy of Engineering, the National Research Council, and the IOM.The IOM asks and answers the nation’s most pressing questions about health and health care.



Essential Components of Survivorship Care  
1. Prevention 

• Recurrence and new cancers, late effects of therapy 
• General health (diet, exercise, wt loss, smoking cessation)  

2. Surveillance 
• Identify spread, recurrence, 20 malignancies 
• Assess for medical and psychosocial side effects 

3. Intervention 
• Consequences of cancer and Tx (symptoms, medical problems) 

• Psychosocial support  
4. Coordination 

• Coordinated care among all health providers  
• (GP, specialists, etc.) 

 Hewitt, Green, & Stovail. 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, Institute of Medicine 

Presenter
Presentation Notes
The 4 essential components of survivorship care highlighted in the IOM report are prevention, surveillance, intervention, and coordination. Providing these services is paramount to achieving quality healthcareSurvivorship care plans recommended by the Institute of Medicine are tools to help direct F/U cancer care and empower pts to become actively involved in the survivorship experience. These plans use clinical guideline recommendations to direct F/U careProviding the services that encompass these components in an evidence based fashion within the context of the current health care system is paramount to achieving quality healthcare risk of cancer recurrenceStudies have begun to document the late effects of therapy in survivors of adult cancer. Because much of the research has focused on breast cancer survivors, this model has focused on breast cancer survivors, this model serves to illustrate our growing understanding of the long-term implications of cancer therapy.CV disease is the leading cause of death in men with prostate cancer. Encourage physical activity, wt loss, and dietary modification to improve well-being of cancer survivorsPrevent recurrent  and new cancers, other late effects of the disease and its treatmentIdentify cancer spread, recurrence, and secondary cancers; assess medical and psychosocial late effectsIntervene to mitigate the consequences of cancer and its treatments, medical care of side effects (incont, sexual dysfunction, fatique, pain), psychological support of survivors and their partners and/or caregivers, sex therapy when indicated, social support for concerns related to employment, insurance and disabilityEnsure coordinated care among specialists, primary care providers and allied health professionals to address all survivor health needs



Hewitt, Green, & Stovail. 2005. Institute of Medicine; M.Robinson, 2012 
 

Presenter
Presentation Notes
A simplified cancer care trajectory is depicted here from the IOM reportSurvivorship care begins once the patient is deemed cancer free or is in long term F/U.



A Survivorship Action Partnership, Prostate Cancer Canada, 2012 

Presenter
Presentation Notes
Prostate Cancer Canada has adapted the IOM model to fit their definition of survivorship which recognizes that cancer care occurs along all points of the cancer care continuum. Effective survivorship solutions that address the needs of survivors along all points during their cancer journey will better enable cancer survivors to transition from active treatment back into their communities, feeling knowledgably and confident about self-managing their condition.



Why is Survivorship Important? 

•  number of cancer survivors 
• Survivors continue to live longer  
•  risk of long-term morbidity  

• Directly related to cancer itself, pre-existing 
comorbidities, exposure to therapy 

 
• Long-term &/or late side effects of 

cancer 
• Physical, emotional, psychological  

 
• Primary care provider often unfamiliar 

with specific concerns 
• Often requires multidisciplinary approach 

Presenter
Presentation Notes
Use of the term “survivor” has become popular becauseSurvivors continue to live longer and have issues related to Dx and Tx which require special attentionAlthough many individuals who survive a cancer diagnosis continue to live productive and rewarding lives, the cancer experience presents many physical, emotional, and psychological challenges that can persist long after the disease is treatedCancer survivors are at increased risk for long-term morbidity and pre-mature mortality, related directly to the cancer itself, to pre-existing comorbidites, and to exposure to therapyUnfortunately, many of these cancer survivors are left with physical and psychosocial late and/or long term effects of their illness, which can be severe, debilitating, and sometimes permanent. Survivors may be discharged from the care of their oncologist and feel isolated and scared. Their GP, who may now be responsible for their care, often do not know how best to care for specific concerns and needs of cancer survivors 



Canadian Cancer Statistics 2013 

Measuring the Canadian Cancer Burden 

2.5% of Canadians 
living with a Dx of 
cancer 

(Does not include 81,700 
non-melanoma skin cancers) 

Presenter
Presentation Notes
Based on 2007 estimates:2 out of 5 Canadians (46% of men and 41% of women) are expected to develop cancer during their lifetimes.1 out of 4 Canadians (28% of men and 24% of women) is expected to die from cancer.The number of estimated new cases does not include 81,700 new non-melanoma skin cancer cases.On average, over 500 Canadians will be diagnosed with cancer every dayover 200 Canadians will die from cancer every dayMeasuring the cancer burden in Canada is vital for health policy and helps decision-makers asses the type and allocation of health resources needed. These statistics are also useful for priortizing services for Canadians and their famiiles who have been affected by cancer and may need supportive care after their treatment has ended



US Centers of Disease Control and Prevention (CDC), National Cancer Institute (NCI), American Cancer Society   

Survivor Projections by 2022 (US) 

18 million cancer 
survivors by 2022 

Currently 13 million cancer 
survivors (~ 4% of pop) 

Patients are living longer after their 
cancer diagnosis 

• Better screening 
• Better cancer therapies 
• More access to cancer care 

Presenter
Presentation Notes
A report issued by the US centers for disease control, and the national cancer institute, and data from the American cancer society estimate that nearly 13 million Americans, or approximately 3.9% of the US population, are alive with a current or prior diagnosis of cancer. The number of cancer survivors has increased from nearly 3 million in 1975 and these numbers will continue to increase due to the propensity for cancer screening, an aging population, and better cancer treatments (ie. Chemotherapy, novel therapeutic agents). Over the last several decades, the number of cancer survivors has increased dramatically as a result of improved early detection of first malignancies and effective therapiesThe number of survivors is expected to reach 18 million by 2022 as patients are expected to live longer with cancer. Most patients were diagnosed 5 or more years ago.



Canadian Cancer Statistics 2013, Statistics Canada 

423.0 per 100,000 
(6,100 new cases) 

Atlantic region has highest 
incidence of new cancer 
cases in Canada 

Presenter
Presentation Notes
Atlantic Region has highest incidence of new cancer cases in CanadaGeographic variations in incidence rates may be due to differences in modifiable risk factor, such as diet, smoking, obesity, and physical inactivity. Or provincial differences in screening practices and availability of diagnostic services.



Statistics Canada 2013 

Prostate cancer 
accounts for ~ 25% of 
all new cancer cases in 
men 

 
1 in 7 males will be 
diagnosed with 
Prostate cancer 
 



Canadian Cancer Statistics 2013; Surveillance, Epidemiology, and End Results (SEER) program 2013 

5 year Cancer-Specific Survival (SEER) 
• Prostate 99% 
• Bladder 79% 
• Kidney 72% 
• Testicular 95% 



Age stratification of GU cancer survivors (US) 

Skolarus & Wittman. Cancer Survivorship. AUA update 2012 

By 2020, ~ 4 million urological cancer survivors expected 
• 3.1 million prostate cancer 
• 600,000 bladder cancer 
• 400,000 kidney cancer 

Presenter
Presentation Notes
There are more than 3 million urological cancer survivors, accounting for over a quarter of all cancer survivors in the US.Prostate cancer survivors are the most common male cancer survivors (19.4%) and second only to breast cancer survivors (22.1%) Not surprising, the majority of urological cancer survivors are 65 – 84 years old.



Economic Impact of Cancer Survivorship 

• From 1994-2004 cancer related expenses 
increased by ~ 75% 

• In 2010, 
• Overall cancer expenses  to $124 billion 

 

• GU cancer care ~ $20 billion 
• Prostate $11.9 billion  
• Bladder $4.0 billion 
• Kidney $3.8 billion 

• (#’s do not include testis & penile ca) 

 

Yabroff et al J Natl Cancer Inst 2008; Mariotto et al J Natl Cancer Inst 201

Presenter
Presentation Notes
These numbers are actually and underestimate of the economic implications of urological cancer care b/c they do not include less common malignancies (eg. Testis, penis)Broad economic and long term effects for patient and health care system



What’s driving this cost?  

Avritcher et al. Urology 2006; Riley et al. Med Care 1995; Travis et al J Natl Cancer Inst 2010  
Jewett & Zuniga Urol Clin North Am 2008 

• Prostate ca. 
• ADT ($$) 
• Abiraterone, Enzulutamide ($$$$) 
• Incontinence and impotence Tx’s 

 
• Bladder ca. 

• Long-term surveillance required 
• Imaging, cysto, intravesical therapy, cystectomy 

• Cited as most expensive of all cancers from Dx to death 

 
• Kidney ca. 

•  incidence of SRM’s based on widespread use of imaging 
 

Presenter
Presentation Notes
What’s driving the spending?The initial costs of GU cancer treatment, while substantial, are potentially overshadowed by the long-term expenditures.FDA approval of new therapies, which come with hefty price tags, suggest that spending will continue to be an issueBladder ca is a chronic disease managed with ongoing surveillance care rather than a life threatening illness for the majority of survivors. For this reason and because of the expenses associated with radical cystectomy and disease progression, bladder ca has been cited as the most expensive of all cancers from diagnosis to death Long-term expenditures for prolonged survivorship careThe majority of survivors of GU cancers are beyond the period in their lives where reproduction is a major issuePts may have to pay for cryopreservation out of pocket and should be advised to discuss this with their insurer



• Large proportion of cancer survivors 
• Have significant comorbidities 
• Smokers (15%) 
• Obese (28% ) 
• Do not engage in physical activity (32% ) 

• Many not receiving recommended preventative care 
• Cancer screening (colorectal, cervical screening) 
• Vaccines 

• 6.8% of cancer survivors had no health insurance  
• 12% denied health insurance, life insurance, or both 

because of their cancer diagnosis 

Underwood et al. MMWR Surveill Summ. 2012 Jan 20;61(1):1-23 

Presenter
Presentation Notes
Health Behavior of Cancer SurvivorsAbstractPROBLEM/CONDITION:Approximately 12 million people are living with cancer in the United States. Limited information is available on national and state assessments of health behaviors among cancer survivors. Using data from the Behavioral Risk Factor Surveillance System (BRFSS), this report provides a descriptive state-level assessment of demographic characteristics and health behaviors among cancer survivors aged ≥18 years.REPORTING PERIOD COVERED:2009DESCRIPTION OF SYSTEM:BRFSS is an ongoing, state-based, random-digit-dialed telephone survey of the noninstitutionalized U.S. population aged ≥18 years. BRFSS collects information on health risk behaviors and use of preventive health services related to leading causes of death and morbidity. In 2009, BRFSS added questions about previous cancer diagnoses to the core module. The 2009 BRFSS also included an optional cancer survivorship module that assessed cancer treatment history and health insurance coverage for cancer survivors. In 2009, all 50 states, the District of Columbia, Guam, Puerto Rico, and the U.S. Virgin Islands administered the core cancer survivorship questions, and 10 states administered the optional supplemental cancer survivorship module. Five states added questions on mammography and Papanicolaou (Pap) test use, eight states included questions on colorectal screening, and five states included questions on prostate cancer screening.RESULTS:An estimated 7.2% of the U.S. general population aged ≥18 years reported having received a previous cancer diagnosis (excluding nonmelanoma skin cancer). A total of 78.8% of cancer survivors were aged ≥50 years, and 39.2% had received a diagnosis of cancer >10 years previously. A total of 57.8% reported receiving an influenza vaccination during the previous year, and 48.3% reported ever receiving a pneumococcal vaccination. At the time of the interview, 6.8% of cancer survivors had no health insurance, and 12% had been denied health insurance, life insurance, or both because of their cancer diagnosis. The prevalence of cardiovascular disease was higher among male cancer survivors (23.4%) than female cancer survivors (14.3%), as was the prevalence of diabetes (19.6% and 14.7%, respectively). Overall, approximately 15.1% of cancer survivors were current cigarette smokers, 27.5% were obese, and 31.5% had not engaged in any leisure-time physical activity during the past 30 days. Demographic characteristics and health behaviors among cancer survivors varied substantially by state.INTERPRETATION:Health behaviors and preventive health care practices among cancer survivors vary by state and demographic characteristics. A large proportion of cancer survivors have comorbid conditions, currently smoke, do not participate in any leisure-time physical activity, and are obese. In addition, many are not receiving recommended preventive care, including cancer screening and influenza and pneumococcal vaccinations.PUBLIC HEALTH ACTION:Health-care providers and patients should be aware of the importance of preventive care, smoking cessation, regular physical activity, and maintaining a healthy weight for cancer survivors. The findings in this report can help public health practitioners, researchers, and comprehensive cancer control programs evaluate the effectiveness of program activities for cancer survivors, assess the needs of cancer survivors at the state level, and allocate appropriate resources to address those needs.



• Need for standardized, evidence-based 
practice guidelines for the management of 
complications and health promotion of 
survivors 

McCabe et al. J Clin Oncol. 2013 



Presenter
Presentation Notes
These guidelines provide screening, evaluation, and treatment recommendations for common consequences of cancer treatment for health care professionals who work with adult-onset cancer survivor clinics and primary care practice.These guidelines, with the appropriate disease-specific guidelines, also provide a framework for the coordination of care between the survivors health care providers to ensure that needs are appropriately addressedThese guidelines are not intended to provide guidance on the care of survivors of childhood cancer.



Late effects of GU treatments 

Surgery Urinary Incontinence 
Sexual Dysfunction 
Erectile Dysfunction 
Psychological Issues 
Scars 

Metabolic abnormalities 
Complications / hernias 
Chronic Pain 
Paresthesias 
 

Radiation Urinary Incontinence 
Sexual dysfunction 
LUTS 
Psychological Issues 
Secondary Malignancies 

Bowel symptoms  
 (fecal incont, urgency, freq, pain) 
Hematochezia 
Skin Hypersensitivity 
Fatigue 

Chemo Toxicity 
Secondary malignancies 
CV disease 
Infertility 
Psychological issues 

Metabolic syndrome 
Osteoporosis 
Cataracts 
Cognitive dysfunction 
Sexual dysfunction 

Skolarus & Wittman. AUA update 2012. Cancer Survivorship 

Presenter
Presentation Notes
Prevention and surveillance of the late effects of radiation and chemotherapy are critical to the care of urological cancer survivors with interventions as needed



Psychological Burdens 
• Fear of recurrence / death 
• Body control  

• Incontinence, LUTS, bowel dysfunction, ED  
• Body image 

• Removal of urinary or reproductive systems 

• Social Discomfort 
• Depression, Anxiety 
• Difficulty in couple relationships 

• Psychosocial well-being 
• Spouse also affected 

• Difficulty in Family relationships 
• Family members often become caregivers 

• Mental health problems 
• Decreased QOL 

Skolarus & Wittman. AUA update 2012. Cancer Survivorship 

Presenter
Presentation Notes
The impact of GU cancers and their treatment on the psyclological and sexual well-being of individuals and couples cannnot be overstated. Many of the treatments result in temporary or even long-standing urinary incont, urinary irritability, sexual dysfxn, and bowel dysfxn. These functions are vital to the the adult sense of body control, body image, social comfort and partner intimacy. Not surprisingly, partners are also affected by the psychological and sexual burdens of cancer survivors.Factors such as income, educational level, geographic location, and disease severity impact the ability of care givers to cope with their role



Psychosocial Survivorship Care 

• Don’t ask, Don’t tell – way of the past! 

 
• When pts and partners realize help is available, 
they are more likely to reveal private concerns 
 

• Simple recognition & referral can greatly improve 
psychological outcomes and QOL 
• Connect pts with appropriate services 

• Support groups, social workers, psychologists, psychiatrists 
 

 Jacobs et al. CA Cancer J Clin 2009 

Presenter
Presentation Notes
Many physicians wait for a patient to raise these troubles, because they may not feel well equipped to deal with them. This don’t ask, don’t tell approach often results in failure to address these important issues. Providers must give patients permission to bring up topics of concern and must support their use of ancillary services (eg. Counselling, support groups, and stress management) when appropriate. Simple recognition and referral can be enough to greatly improve psychological outcomes of casesEssential ComponentsIdentify psychosocial difficulties and dev care plansConnect pts with appropriate servicesSupport groups, social workers, psychologists, sexual health therapistsSupport pts in managing illnessesCoordinate psychosocial and biomedical careProvide F/U to monitor and evaluate outcomes, and make alterations in care plansProviding quality psychosocial survivorship care involves appropriately addressing these cancer related side effects Either providing such support as part of usual survivorship care or directing survivors to appropriate resources (ie. Support groups, social workers, psychologists, sexual health therapists) is essential. When patients and partners realized there is help and they are not alone, they are more likely to overcome as initial reluctance to address private concerns such as sexual difficulties with support from appropriate specialists



Survivorship Care Plans 

Diagnosis 

Primary 
Treatment 

Follow-up 

Presenter
Presentation Notes
The quality of care commonly suffers when patients and providers do not know what is expected after primary treatment ends. 



What is a Survivorship Care Plan? 

• Comprehensive care summary  
• Communication vehicle of shared care 

 
 
 
 

• Planned, Coordinated, Efficient F/U 
• Developed using evidence-based guidelines & screening 

instruments 
• Requirement of hospital cancer program accreditation 

standards in US as of 2015 
Hewitt, Green, & Stovail . 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, Institute of Medicine; 

NCCN Survivorship Guideline 2013 

Urologist Medical 
Oncologist 

Psychologist Social 
Worker 

Radiation 
Oncologist 

Family 
Doctor 

Nurse 
Practitioner 

Patient 

Presenter
Presentation Notes
Patients completing primary treatment should be provided with a comprehensive care plan summary and F/U care plan that is clearly and effectively explained. The purpose of the survivorship care plan is to serve as a communication vehicle between the survivor and their healthcare providers. It is the basis for the dialogue about what has happened, what the future may hold, the resources suitable for addressing current and anticipated problems, and the roles of all involved (both survivors and doctors) when going forward. Without it, quality of care is suboptimalCancer patients often require treatment from multiple providers, including urologists, medical oncologists, radiation oncologists, primary care providers, nutritionists, and psychosocial providers, who are often at multiple sites. This may lead to fragmented and uncoordinated care.Survivorship care needs to be patient-centered and tailored to the patient’s clinical situation and preferencesKnowing what has been done, what will be done, and who will do it is in many ways more important that the details of the recommended planClear and effectively explainedDeveloped using evidence-based guidelines, assessment tools, and screening instrumentsGiven to pt, GP, and other providers Improve communicationImprove coordination of care Provider roles may fluctuate over disease courseAs care transitions across providers and sites, pts at increased risk of fragmentedDuplicate tests, dissatisfaction, worse outcomes



Elements of a Survivorship Care Plan: 
Personalized Record of Care 

• Diagnostic tests & results 
• Tumor characteristics 

• Site, stage, grade, marker information 

• Sx / Chemo / Rads / Hormonal therapy provided 
• agent, regimen, total dosage, clinical trial, indicators of response, toxicities 

experienced 

• Psychosocial, nutritional, & supportive services 
provided 

• Contact info of care team  
• Identification of key point of contact & coordination of continuing care 

Hewitt, Green, & Stovail . 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, Institute of Medicine 

Presenter
Presentation Notes
The first aspect of the survivorship care plan is the treatment summary. Patients vary widely in knowledge about their diagnosis and the treatment they received. The IOM’s recommended care plan suggests that “on discharge from cancer treatment, including treatment of recurrences, every patient should be given a record of all care received and important disease characteristics”. Such a treatment summary should indicate the cancer diagnosis, histology, stage, and should list the primary treatments given. This should also include info about the likely course of recovery from acute treatment toxicities and the need for ongoing health maintenance.Sx, Chemo, Rads, Hormonal therapy or other therapy providedIncluding: agent used, Tx regimen, total dosage, # and title of clinical trial, indicators of Tx response, toxicities experienced during Tx



Elements of Survivorship Care Plan: 
Ongoing Care Plan 

• Recommended F/U & surveillance testing 
• Who should provide them 

• Late and long-term effects of Tx 
• Possible signs of recurrence and 20 tumors 
• Psychosocial concerns  
• Insurance, employment, and financial concerns 
• Recommendations for healthy living 

• Diet, exercise, weight, smoking cessation, osteoporosis prevention 

• Identification of supportive care resources 

Hewitt, Green, & Stovail . 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, Institute of Medicine 

Presenter
Presentation Notes
The next step in managing transition from patient to survivor is to ensure that the patient and all involved providers know the plan. The goal of the ongoing care plan is to optimize both the continuity and the coordination of care.Promoting general health of cancer survivors and diligent management of comorbidities are critical to survivorship careIn fact, the leading cause of death among prostate cancer survivors is CV diseaseComprehensive care recommendations that involve everything from diet and exercise to insurance counseling can appear to be an overwhelming burden to an already stressed practice, that physicians may decide they cannot provide survivorship care and ignore it altogetherThe end of primary treatment for cancer has been called a teachable moment. This recognizes the opportunity to have a greater impact on health behaviors during significant events in a patient’s life than at other times. As a result, the survivorship care plan should include specific recommendations on lifestyle issues such as diet, exercise, smoking, and immunizationsThis also empowers the patient with the knowledge of which providers will take responsibility for different aspects of a patient’s managment.



Online Resources 
• LIVESTRONG Care Plan 

• http://www.livestrongcareplan.org 

• Journey Forward 
• Care plans for breast, colon, lung, lymphoma, and prostate cancer 

• Reflect ASCO guidelines 
• http://www.journeyforward.org/professionals/survivorship-care-plan-

builder 

• OncoLink  
• University of Pennsylvania 
• http://www.oncolink.org 

 

Presenter
Presentation Notes
While this plan is extremely important, the amount of time it would require makes it unachievable for most oncology practices.

http://www.livestrongcareplan.org
http://www.journeyforward.org/professionals/survivorship-care-plan-builder
http://www.journeyforward.org/professionals/survivorship-care-plan-builder
http://www.journeyforward.org/professionals/survivorship-care-plan-builder
http://www.oncolink.org
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Prostate Cancer Care PlanThis basically re-engineers patient F/U





Role of the Primary Care Provider (PCP) 
• Demand for F/U care expected to rise 

 
• Netherlands Information Network of Primary Care 

• 503 pts with prostate ca 2-5 yrs after Dx compared to age- and sex-
matched controls w/o cancer 

• Survivors had 33% more consultations annually with primary care 
contacts vs controls (p <.001) 

• Independent of age and comorbidities 
 

• GP’s often do not know how to best care for specific concerns 
of survivors 
• Info for GP’s increasingly important 

 
• Recent survey of breast & prostate ca survivors 

• Strong preference to receive F/U with cancer specialists vs PCP  
• Felt PCP lack cancer expertise 
• Desire for continuity of care   

Heins et al. J Clin Oncol 2012; Hudson et al. Ann Fam Med 2012 

Presenter
Presentation Notes
With the population of cancer survivors growing at a rapid pace, the demand for follow-up care is expected to rise. An increasing proportion of this care will likely be performed by the primary care teams. PCPs should prepare themselves for this increasing amount of aftercare. The development of multidisciplinary care standards for cancer survivors could be helpful.Contacts defined as regular consults, phone consults, or home visitsGP’s need to be better integrated into systemThough most PCP’ are interested in the care of cancer survivors, there has been little formal transfer of knowledge about future health conditions associated with different cancer therapies or the dissemination of guidelines for survivor care.  Communication is often lacking or episodic and usually does not include the key information needed to provide long-term survivor care. Thus, as noted in the IOM report, comprehensive, coordinated long-term care of survivors in the US is the exception rather than the norm. Understanding that cancer survivors face lifetime risks of future health problems, that our knowledge of these risks is evolving, and that the needs of cancer survivors are not being addressed by the current model, it is critically important to consider other strategies to improve care.Second study: (Adult cancer survivors discuss follow-up in primary care: 'not what i want, but maybe what i need'.)AbstractBACKGROUND Nearly one-third of office visits for cancer are handled by primary care physicians. Yet, few studies examine patient perspectives on these physicians' roles in their cancer follow-up care or their care preferences. METHODS We explored survivor preferences through qualitative, semistructured, in-depth interviews drawing on patients recruited from 2 National Cancer Institute-designated comprehensive cancer centers and 6 community hospitals. We recruited a purposive sample of early-stage breast and prostate cancer survivors aged 47 to 80 years, stratified by age, race, and length of time from and location of cancer treatment. Survivors were at least 2 years beyond completion of their active cancer treatment RESULTS Forty-two survivors participated in the study. Most participants expressed strong preferences to receive follow-up care from their cancer specialists (52%). They described the following barriers to the primary care physician's engagement in follow-up care: (1) lack of cancer expertise, (2) limited or no involvement with original cancer care, and (3) lack of care continuity. Only one-third of participants (38%) believed there was a role for primary care in cancer follow-up care and suggested the following opportunities: (1) performing routine cancer-screening tests, (2) supplementing cancer and cancer-related specialist care, and (3) providing follow-up medical care when "enough time has passed" or the survivors felt that they could reintegrate into the noncancer population. CONCLUSION Survivors have concerns about seeing their primary care physician for cancer-related follow-up care. Research interventions to address these issues are necessary to enhance the quality of care received by cancer survivors.



Assessment at regular intervals: 
 
• What we often do well! 

• Current disease status 
• Recurrence 
• Functional / Performance status 
• Medication 
• Comorbidities 
• Prior cancer treatment Hx and modalities used 

NCCN Survivorship Guidelines 2013 

Presenter
Presentation Notes
Survivorship care after treatment of adult-onset cancers more often focuses on surveillance for cancer recurrence and does not consistently address health promotion, primary or secondary cancer prevention, or symptom management of common long-term and late effectsAll survivors should be periodically screened for symptoms related to cancer and prior cancer treatment with appropriate F/U care as clinically indicated. It is not assumed that all survivor issues will be addressed at every visit. Care providers are encouraged to assess the following at regular intervals to determine whether reversible or contributing causes for symptoms existThis info also informs the pt’s about risk for specific and late or long-term effects. For example, those who received pelvic radiation or surgery are at increased risk for sexual dysfunction. In general, those who underwent more intensive therapy are at higher risk for physical symptoms.Any previously existing F/U guideines for cancer survivors have been largely restricted to surveiilance for recurrence of the primary disease



What we often neglect!  
• Common survivorship concerns 

• Anxiety & Depression 
• Cognitive dysfunction 
• Exercise 
• Fatigue 
• Immunizations & infections 
• Pain 
• Sexual function 
• Sleep disorders 

Hewitt, Green, & Stovail . 2005. From Cancer Patient to Cancer Survivor: Lost in Translation, IOM; 
NCCN Survivorship Guidelines 2013; Smith et al. J. Clin Oncol 2008; Hodgkinson et al. Gynecol Oncol 2007 

Problems can range from mild 
to severe, debilitating, to even 
life threatening 

~ 50% of survivors suffer from 
some late effects of Tx 
• depression, pain, fatigue 

most common 

19% of Breast / Gyne / Heme 
survivors meet criteria for 
PTSD 

Presenter
Presentation Notes
A periodic assessment is recommended for all all survivors to determine any needs and necessary interventionsSurvivors of cancer are at particular high risk of anxiety and depression due to multiple stressors, vulnerabilities and challenges they face. Most commonly fear of recurrence leads to anxiety related to surveillance and physical symptoms that may or may not be related to the cancer diagnosis. Because such distress in the setting of unpredictable outcomes can lead to debilitating, but treatable anxiety and depression, survivors should be monitored closely, especially at times of transition, surveillance, significant loss, major life events, or social isolation.



Presenter
Presentation Notes
NCCN sample assessment tool that can be self-administered or administered by an interviewer	- not yet validtaed	- may act provide guidance to topics that require more in-depth assessmentPlease answer the following questions regarding possible symptoms that you may have experiences over the last 4 weeks	- Do you feel nervous, or do you worry	- Do you feel sad or depressed	- Do you have difficulties multitasking or attention



Anxiety & Depression 
• Affect ~ 30% of survivors (all-comers) 

 
• Fear of recurrence 

• Distress and worry related to surveillance and physical symptoms 
• Social Isolation 
• Work or financial problems 

 
• Significant impact of QOL 

• 2x incidence of suicide among pts with cancer and survivors in US 
vs  general pop 

 
• Survivors with untreated emotional distress 

• less likely to adhere to recommended F/U and engage in health 
promoting activities 

Stanton J Clin Oncol 2012;Hoffman et al. Arch Intern Med 2009  
Misono et al. J Clin Oncol 2008;  NCCN Survivorship Guidelines 2013 

Presenter
Presentation Notes
High risk due to multiple stressors, vulnerabilities, and faced challengesThe statistics are for cancer survivors in general, but pertain particularly Non-hogkins lymphoma and Breast cancer patients



Managing Anxiety & Depression 
• Routine exercise 

• Level 1 evidence 
• Weekly aerobic exercise reduced depressive symptoms in a 

dose-response fashion 

 
• Referral to Psych 

• Medications 
• Supportive psychotherapy 
• Cognitive behavioral therapy 

 

Brown et al.Plos One 2012; Piet, Wurtzen & Zachariae. J Consult Clin Psychol 2012 

Early identification and treatment is important 

Presenter
Presentation Notes
Symptoms of anxiety and depression among cancer patients appears to be well documented, and early identification and effective treatment should be considered for comprehensive cancer care.



Exercise 

• Many survivors become deconditioned 
• Survivors may have impaired CV fitness 

 
• RCTs indicate exercise safe and effective for majority 

• Risk assessment advised 
• Consider referral to physical therapist, certified trainer 

 
• Exercise linked to decrease mortality 

• Men who walked ≥ 3 hrs/wk at moderate-to-brisk pace had ~50% 
 in all-cause mortality, 60% in PCa-specific mortality 

Kenfield et al. J Clin Oncol 2011; Richman et al. Cancer Res 2011; Galvao et al. Eur Urol 2013  

Presenter
Presentation Notes
Pts should be asked about level of physical activity at regular intervalsExercise is recognized as key component of preventing and treating obesity, CV disease, type II diabetes, and osteoporosisDuring cancer treatment, many survivors become deconditioned, and thus survivors have impaired CV fitness because of the direct and secondary effects of therapy. RCTs have shown that exercise is safe and effective for survivorsExercise is contraindicated in patients immediately after surgery



Rock et al. CA Cancer J Clin 2012; NCCN Survivorship Guidelines 2013  

• All pts encouraged to avoid inactivity and return to daily 
activities ASAP 
 

• General recommendations (adults 18 - 64 yrs) 
• ≥150 min of moderate-intensity or 75 min of vigorous activity per 

week, or an equivalent combination 
• 2-3 weekly sessions of strength training that include major muscle 

groups 
• Stretch major muscle groups and tendons on days other exercises 

are performed  

Presenter
Presentation Notes
Intended to provide health care providers with the best possible information with which to help cancer survivors and their families make informed choices related to nutrition and physical activityThese guidelines have been adopted by the NCCN and American College of Sports MedicineModerate activities – I can talk while I do them, but I can’t singVigorous activities – I can only say a few words without stopping to catch my breathAdults older than 65 years should also follow these recommendations if possible, but if chronic conditions limit activity, older adults should be as physically active as their abilities allow



• Aerobic and/or resistance training demonstrated 
•  muscle strength 
•  cardiovascular fitness 
•  functional task performance 

•  lean body mass 
•  fatigue 

Cormie et al. BJU Int. 2014 Jan 27 

J Clin Oncol 2014 Feb. 

• 63 pts on ADT randomized to 3 mth supervised aerobic and resistance 
exercise program or usual care 

• Supervised exercise group 
• Preserved lean muscle mass 
• Prevented gains in body fat 
•  CV fitness  

•  muscle strength 
•  cholesterol 
•  fatigue 

•  sexual fxn 
•  psych distress 
•  mental health 

Presenter
Presentation Notes
Exercise and Minimizing Effects of ADTEffects of ADTLoss of bone-mineral density adiposity,  lean muscle mass muscle strength,  physical performanceNegative impact on glycemic controlConclusion of systematic review, appropriately prescribed exercise is safe and may ameliorate a range of treatment-induced adverse effects of ADT.Conclusion of second study: Commencing a supervised exercise program involveing aerobic and resistance exercise when initiating ADT significantly reduced treatment toxicity while improving social functioning and mental health. Concurrent prescription of supervised exercise when initiating ADT is therefore advised to minimise morbidity assoc with severe hypogonadism



Fatigue 

Siegel et al. Cancer treatment and survivorship statistics, 2012. CA Cancer J Clin 2012; Storey et al. Ann Oncol 2012 

• Multifactorial  
– Physical / psychological / environmental / physiological factors 
– Anemia, deconditioning, poor nutrition, sleep d/o, depression 

 
• Often peaks near the end of radiation therapy 
• Chemo pts may experience increasing fatigue with each Tx cycle 

 
• NCCN Guidelines for Cancer-Related Fatigue (2014) 
• Cochrane Review (2008)– Drug therapy for cancer-related fatigue 

• 17-20% of cancer survivors experience persistent 
fatigue 
• 1/3 of recurrence-free PCa survivors 

 
• Negatively impacts QOL 

•  participation in activities 
• Often report higher levels of emotional distress 

Presenter
Presentation Notes
NCCN definition	A distressing, persistent, subjective sense of physical, emotional, and/or cognitive tiredness or exhaustion related to cancer or cancer treatment that is not proportional to recent activity and interferes with usual functioningPts receiving cytotoxic chemotherapy may experience daily variation in fatigue and increasing severity of fatigue with each subsequent treatment cycle.



Immunizations & Prevention of Infections 

• Survivors are at  risk for infection 
• Chemo, rads, corticosteroids 

• Prevented by education, antimicrobial prophylaxis, and 
use of vaccines 
 

• NCCN encourages 
• Influenza  
• Pneumococcal  
• Tetanus, diphtheria, pertussis 
• Human papilllomavirus 

For all survivors!  

NCCN Survivorship Guidelines 2014 

Presenter
Presentation Notes
Survivors are at elevated risk of infection if there cancer treatment included chemotherpay, radiation, or corticosteroids



Pain 
• Often ineffectively managed 

• Lack of training by health care providers 
• Fears of side effects and addiction 

 
• Pelvic pain may occur following pelvic rads 

• Fistulae, proctitis, cyctitis, dyspareunia, enteritis 

NCCN Survivorship Guidelines 2013 

• Multidisciplinary approach recommended 
• Pharmacologic medications  

• Opiods, NSAIDS, muscle relaxants, antidepressants, anticonvulsants 
• Physical therapy / exercise 
• Psychosocial / behavioral interventions  

• Relaxation therapy, CBT 
• Interventional procedures (ie. Nerve blocks, TENS) 

 

Presenter
Presentation Notes
TENS – transcutaneous electrical stimulation



Sexual Dysfunction in Urology 
• Penectomy 
• Damage to neurovascular bundles  
• Post RPLND  
• Pelvic rads  
• ADT  

 
•  QOL, loss of viability as a sexual partner,  self-

esteem 
• Grief, mourning 
• Sad, vulnerable, embarrassed, unalterably changed 

 

Whitmann et al. J Sex Martial Ther 2011; Couper et al. Psychooncology 2006 

Presenter
Presentation Notes
The psychological response to such loss of body function is grief and mourning. Many patients find themselves feeling sad, vulnerable, embarassed, and unalterably changed. They often experience a loss of QOL, loss of viability as a sexual partner, and loss of self-esteem. These are normal reactions that need to be acknowledged and validated in the course of usual survivorship careBecause cancer control is so often achieved for many urological cancers, addressing with the survivor the potentially significant impact of there changes on psychosocial and sexual QOL is criticalSexual dysfunction is often not discussed during during visitsWater-, oil-, or silicone-based lubricants and moisturizers can help alleviate symptoms such as vaginal drynes and sexual pain. Vaginal estrogen has been shown to be effective in treating vaginal dryness, itching, discomfort, and painful intercourse in post-menopausal women.Pelvic floor muscle training may improve sexual pain, arousal, lubrication, orgasm, and satisifcation. PenectomyDamage to neurovascular bundles --- EDPost RPLND --- ejaculatory dysfunctionPelvic rads vaginal dryness, greater fragility to tissues, dyspareuniaEDADT gynecomastia,  libido,  capacity to orgasm, ED



Assessing Sexual Functional (male) 

Cappelleri &  Rosen  et al. Int J Impot Res 2005;NCCN Survivirship Guidelines 2013 

Presenter
Presentation Notes
ED is very common among cancer survivors. Anticancer treatment modalities used in a variety of cancers have the potential to damage blood vessels leading to a reduction in circulation of blood to the penis and /or damage the autonomic NS, results in higher rates of ED than seen in the general populationImpotence can involve problems of sexual desire, orgasm, or ejaculation, which is not necessarily linked with achieving or maintaining an erectionAUA guideline on the management of Erectile Dysfunction



Assessing Sexual Function (female) 

Hatzichristou et al. J Sex Med 2010; NCCN Survivirship Guidelines 2013 

Presenter
Presentation Notes
This can be used as a primary screening tool. Patients with concerns about their sexual function should undergo a more thorough evaluation, including screening for possible symptoms and psychosocial problems (ie. Anxiety, depression, relationship issues, drug or alcohol use) that can contribute to sexual dysfunction. It is also important to identify prescription and over-the-counter medications (hormone therapy, narcotics, SSRIs) that may be a contributing factor. Traditional risk factors such as CV disease, diabetes, obesity, smoking, alcohol abuse, should also be assessed, as should the oncologic and treatment history.



Sleep Disorders 
• Insomnia 
• Excessive sleepiness 
• Sleep-related movement or breathing D/Os 
• Parasomnias 

 
• Improvements in sleep lead to improvements in fatigue, 

mood, and QOL 
• Many physicians do not know how to screen, assess or Tx 

sleep disorders 

Richardson et al. Br J Cancer 2011  

Presenter
Presentation Notes
Parasomnias - abnormal movements, behaviors, emotions, perceptions, and dreams that occur while falling asleep / sleeping / during arousal from sleep



Sleep Hygiene 

Kupfer & Reynolds NEJM 1997; Lippmann et al. South Med J 2001; NCCN Surviviorship Guidelines 2013 

• Recommended that all patients receive supportive 
education and information on sleep hygiene 

Presenter
Presentation Notes
It is recommended that all patients receive supportive education/information that includes coaching in sleep hygiene strategies as a standard preventive or early intervention approach.



Presenter
Presentation Notes
Purpose of this paper is to diseminiate a practice-guideline for sleep disturbances in cancer and care plan algorithm for uptake into practice by health care professionals who engage in the care of adult patients.Developed by the Canadian Partnership Against CancerClinical Pathway 1 basically leads to general sleep hygeineRecommends cognitive behavioral interventions be used as 1st-line treatments prior to pharmacological treatment. However, patients may require short-term use of pharmacological interventions (4-8 wks)  until cognitive behavioral therapy takes effect or is available



Conclusion 
• Increasing number on cancer survivors 
• Many experience late and/or long-term effects of cancer 

and Tx 
• Physical problems 
• Psychosocial problems 

• Survivor concerns need to be addressed on regular basis 
• Many concerns are best cared for by multidisciplinary 

team 
• Survivorship care plans likely headed our way 
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