
Incorporating Cancer Survivorship 
Into Primary Care 
 
January 9, 2018 

A M E R I C A N  C A N C E R  S O C I E T Y  



Agenda 

Welcome Introductions  

Dr. Richard Wender 

Larissa Nekhlyudov 

Q & A 

Resources and Closing Remarks  

LOGO 



A M E R I C A N  C A N C E R  S O C I E T Y  

Our Speakers 
Richard C. Wender, MD 
Chief Cancer Control Officer 
American Cancer Society, Inc.  

Larissa Nekhlyudov, MD, MPH  
Medical Director, Brigham & 
Women's Hospital Primary Care 
Associates and 
Clinical Director, Internal 
Medicine for Cancer Survivors at 
the Dana-Farber Cancer Institute 



Improving Survivorship Care  
Richard C. Wender,  MD  

Chief Cancer Control Officer,  American Cancer Society  

 
@RichWender 



@RichWender 

• Defining goals 

• The scope of the challenge 

• The basics of survivorship care 

• Seven challenges 

• A way forward 

What We’ll Cover 
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Scope of the Challenge 

Defining Goals 

@RichWender 
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• Everyone is striving to provide high quality survivorship 
care to individuals and families treated within the 
network. 

• Striving to provide that care for everyone, regardless of 
neighborhood and resources, defines a critical, albeit 
extraordinarily difficult, goal.  

• The latter goal cannot be achieved through usual or 
traditional healthcare. 

What are the goals of your 
survivorship program? 
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The Scope of the Challenge 

@RichWender 
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Growing Number Of Cancer Survivors 
In the United States, there are 15.5 million cancer 
survivors. By 2026, there will be almost 20.3 million. 

 

American Cancer Society, Cancer Treatment and Survivorship Facts & Figures 2016-2017, Atlanta; American Cancer Society, 2016 
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Estimated and Projected Number of Cancer 
Survivors in the US from 1977-2022 by Years 
Since Diagnosis 
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The Basics of Survivorship Care 
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• Any person who has been 
diagnosed with cancer, from the 
time of diagnosis through the 
balance of life. 

• The term “survivor” is often used 
to mean someone who has 
completed  active treatment. 

Cancer Survivor: 
Definition 
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1. Time of diagnosis to end 
of initial treatment 

2. Transition from treatment 
to extended survival 

3. Long-term survival 

 

The Three Phases of Cancer 
Survivorship 
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• Living cancer free for the remainder of life 

• Living cancer free for many years but experiencing 
one or more serious late complications of treatment 

• Living cancer free for many years, but dying after a 
late recurrence 

• Living cancer free after the first cancer is treated, 
but developing a second cancer  

 

The Many Trajectories of Cancer 
Survivorship 
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• Living with intermittent periods of active disease 
requiring treatment  

• Living with cancer continuously without a disease-
free period 

 

The Many Trajectories of Cancer 
Survivorship 

Each of these trajectories poses distinct 

psychological and physical challenges for 

patients and caregivers.  
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Endocrine 
dysregulation 

Cancer Survivors are at Risk: Chronic 
and Late Effects of Cancer 

Recurrence/ 
new cancers 

Survivors 

CVD Obesity 

Diabetes Osteoporosis 
Functional 
limitations 

Disability 

Depression 
and anxiety 

Uncertainty 
Poor body 

image 
Relationship 

changes 

Financial 
burden 

Fatigue 

Pain 

Lymphedema 

Sexual 
Impairment 

Incontinence 

Poor quality  
of life 

Neuropathy 

Positive changes: 
purpose, priorities 

Job and 
insurance 
problems 
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• This is a Commission on Cancer/ACS accreditation 
standard for cancer programs. 

• Most primary care clinicians are not fully prepared 
to accept, process, and act upon these plans. 

• The number of cancer survivors and the ongoing 
threat to quality of life warrants a new focus on the 
needs of cancer survivors. 

• EMRs need to catch up to this standard. 

 

Survivorship Care Plans are Standard  
of Care 



@RichWender 

• Diagnosis and treatment summary 

• Familial cancer risk assessment 

• Follow up care plan, including the 
need for ongoing treatment and 
schedule of clinical visits 

• Recommended cancer surveillance 
tests 

• Possible late- or long-term effects 

• Modifiable risk factors 

 

Components of a Survivorship Care Plan  

Source: https://www.cancer.net/survivorship/follow-care-after-cancer-treatment/asco-cancer-treatment-and-survivorship-care-plans 
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• Diagnosis: 
- Type of cancer 
- Date/stage at diagnosis 

• Treatment: 
- Surgery - What body parts? 
- Radiation - What body parts? 

 External beam? 
 Implanted? 

- Chemotherapy 
 Non-hormonal? 
 Hormonal 

-  Other therapies 
 

 

Diagnosis and Treatment Summary 
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• Which status fits best: 
- Clinically present and unlikely 

to be cured 

- Not clinically evident but 
unlikely to be cured 

- Not clinically evident and 
likely to be cured 

 

Assess Status of Cancer 
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• Genetic risk factors and/or predisposing conditions? 

• Has the patient undergone genetic counseling? 
- If so, what was the outcome? 

Familial Cancer Risk Assessment 



@RichWender 

• Ongoing treatment? 
- Hormonal  
- Periodic chemotherapy 
- Immunotherapy 

• Cancer surveillance 
- Who is responsible for ordering them and reading the 

results? 
- Testing schedule is usually recommended by treatment team 
- Best source of guidance comes from the National 

Comprehensive Cancer Network treatment and surveillance 
guidelines – www.nccn.org  
 

 

Follow-up Care Plan 

http://www.nccn.org/
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• What are the possible late- or long-term effects? 

• Recommendations for lifestyle counseling and 
intervention? 

Potential Late- or Long-Term Effects, 
Modifiable Risk Factors 
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1. Wellness matters (and patients are motivated to try.) 
2. Depression and anxiety are common (and anxiety 

often persists for years.)  
3. Cancer fatigue is unlike usual fatigue (and can be very 

troubling and persistent.) 
4. Cancer is a family event (and caregivers commonly 

experience fatigue and psychosocial distress.) 
5. Cancer is an expensive disease (and financial impact is 

common.) 

 

Five General Guidelines for All Cancer 
Survivors 
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Healthy eating to 
reduce risk of 
recurrence and 
increase survival 

 

1. Wellness 
Matters 
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Achieve a dietary pattern 
that emphasizes plant 
foods, including 
vegetables, fruit and 
whole grains. 

• Fish and poultry 

• Low-fat dairy 

• Healthy fats 

 

Diet 
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• Breast cancer:  
- Reduction of breast cancer deaths by 34% 
- All cause mortality by 41% 
- Recurrence by 24% 

• Colon cancer: 
- Reduction of colon cancer death, all cause mortality and 

recurrence by up to 50% 

• Also associated with reduced recurrence of prostate 
and ovarian cancers 

 

Post-Diagnosis Exercise Associations 
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Observational Cohort Study of Exercise After Diagnosis & 
Association with  Recurrence & Mortality        

Holmes et al. JCO 20:2479-86, 2005 Level of Exercise (MET hrs/week) 
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• Continued smokers have 
substantially worse outcomes 
compared to non-smokers for 
many cancers – including breast 
and lung cancer. 

• Even individuals with advanced 
disease benefit. 

• All-out efforts to help people quit 
are warranted. 

 

Tobacco 
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• Survivors of head and neck cancer should not drink 
alcohol since it increases treatment complications 
and reduces survival.  

• Choice is less clear for other survivors: it may 
increase risk of recurrence (breast cancer) but also 
decrease risk of death due to cardiovascular 
disease. 

 

Alcohol 

Druesne-Pecollo et al. CEBP 23: 324-31, 2014 
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• Many cancer survivors, around 30%, feel depressed; 
50-60% have co-existing anxiety. 

• Ask at every visit and be prepared to intervene. 

• Certain treatments, like interferon, increase risk of 
depression. 

 

2. Depression and Anxiety are Common 

    

 ww.asco.org/adaptations/depression 
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• Anxiety is often the most persistent survivorship 
symptom, lasting 5 years or more. 

• Patients worry about the meaning of symptoms: “Is 
my cancer back?” 

• Physician reassurance can be powerfully 
therapeutic. 

• No one antidepressant or anxiolytic has been 
proven to be superior. 

 

Depression and Anxiety 

    

 ww.asco.org/adaptations/depression 
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• The most common persistent 
side effect of cancer treatment. 

• 1/3 of cancer survivors 
experience fatigue. 

• More common in patients who 
received  chemotherapy. 

 

3. Cancer Fatigue – A Major Issue for 
Survivors 
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• More severe 

• More distressing 

• Less likely to be relieved by rest 

• May persist long after treatment 

• Commonly associated with sleep disturbance, 
emotional distress, and pain 

 

Cancer Fatigue Is Different than Usual 
Fatigue 
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• Anemia 

• Depression 

• Metabolic side effects of 
therapy 

• Side effect of medication, 
including opioids 

Cancer Fatigue – Look for Causes 
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• Address treatable causes first, including poor 
nutrition. 

• Exercise works. 
- 150 minutes per week of aerobic activity. 

- Add 2 to 3 hours of strength training per week. 

• Some patients will find it very difficult to get going; 
referral to physical therapy may help.  

 

Cancer Fatigue – Treatment  
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• Cognitive behavioral therapy may help. 

• Psycho-educational therapies can be useful. 

• Refer to therapists who work with cancer patients 
whenever possible. 

 

Cancer Fatigue – Treatment  
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• Psycho-stimulants (e.g. methylphenidate) 

• Wakefulness agents (e.g. modafinil)  

• These meds are helpful during active treatment or 
in people with advanced disease.  

• Little evidence to support use in disease-free 
survivorship phase, but may be worth a try. 

 

Cancer Fatigue – Pharmacotherapy 
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• Caregivers also experience distress, 
anxiety, depression, and fatigue. 

• Primary care clinicians are ideally 
situated to assess caregiver distress 
and to intervene.  

• Online support groups can be very 
helpful. 

 

4. Cancer is a Family Event – Caregivers 
Need Support 
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• Cancer survivors have benefited by provisions in 
ACA, specifically the elimination of pre-existing 
conditions as a reason to deny coverage. 

• But costs are often concentrated in a short period; 
interference with employment is common. 

• A cancer diagnosis remains the leading  
cause of medical bankruptcy.  

 

5. Cancer is Expensive – Financial 
Repercussions are Common  
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• American Cancer Society 
- 1-800-227-2345 

- www.cancer.org  

• Livestrong 
- www.livestrong.com 

• Patient Advocate Foundation 
- www.patientadvocatefoundation.com 

 

(Some) Help is Available (For Some 
People) 
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A Coordinated Approach with Primary Care   

@RichWender 
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• Study assessed PCPs’ and oncologists self-reported 
roles in providing cancer-related follow up care for 
breast and colorectal cancer survivors. 

- Symptom management 

- Screening for new primaries 

- Surveillance for recurrence 

- Detection and management of side effects of treatment 

 

Physician Roles in Survivorship Care 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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of oncologists report 
directly providing this 

type of screening. 

Primary Care Clinicians Report  
Co-Management 

of PCPs report they 
provide screening test 

for new primaries. 

60%+ 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 

1/3 
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• For all other items, 30% to 50% of primary care 
clinicians report co-management with an oncologist.  

• Less than 20% of primary care clinicians provide 
these types of monitoring independently.  

Primary Care Clinicians Report  
Co-Management 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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A minority of 
oncologists report 
co-management 
with a primary  
care clinician. 

Minority of Oncologists Report  
Co-Management  

of oncologists reported they 
provide all survivorship 

care, aside from screening 
for new cancers.  

70%+ 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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• PCPs who believe PCPs have the skills needed to 
provide follow-up care and initiate screening or 
diagnostic work-up were more likely to provide or 
co-manage follow up care. 

• Oncologists with positive views about PCPs’ skills 
were more likely to co-manage.  

Attitudes and Beliefs Impact 
Management 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 



@RichWender 

• PCPs who receive treatment summaries from 
oncologists were more likely to co-manage.  

• Receiving a follow-up care plan from the oncologist 
and communicating with the patient’s other 
physicians about who would follow the patient were 
not associated with PCPs’ role patterns. 

Attitudes and Beliefs Impact 
Management 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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• Factors increasing likelihood of co-management by 
PCPs:  

- Training in late or long-term effects of cancer 

- Higher volume of cancer patients 

- Belief that PCPs should have primary responsibility for 
survivors’ cancer-related follow-up care 

- Preference for a shared survivorship care model 

Factors Associated with PCP Follow-
up Care Role Patterns 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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• Primary care clinicians may be engaged without 
oncologists’ awareness, suggesting duplication of 
efforts. 

• There may be some long-term survivors for whom no 
one has taken ownership of all of their long-term health 
needs. 

• EHRs have the potential to facilitate more efficient, 
coordinated, and appropriate care.  

- 40% of PCPs and 22% of oncologists were using paper charts 
at time of the survey 

 

 

What Does This Mean? 

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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• Evidence to inform what testing is needed for which 
survivors is inadequate. 

• Survivorship care plans are generated inconsistently.  

• Health information technology falls short of 
supporting these types of complex transitions of 
care. 

• It’s also unclear whether patients are comfortable 
transferring from oncology to primary care. 

 

Barriers to Co-Management 
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• Increasing coordination activities between 
oncologists and PCPs, including detailed cancer 
treatment summaries 

• Training in late- and long-term effects of cancer 

• Seeing a higher volume of cancer patients 

• Preferring a shared model of survivorship care 
 

 

Facilitators of Co-Management  

Klabunde CN, Han PKJ, Earle CC, et al. Physician roles in the cancer-related follow-up care of cancer survivors. Fam Med 2013;45(7):463-74. 
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• We must: 
- Believe that primary care clinicians are true members of the 

team 
- Engage with primary care leaders nationally, regionally, and 

locally 
- Define the inter-professional teams that will provide care 
- Commit to fully implementing survivorship care plans 
- Dedicate additional resources and be innovative 

• Getting this right for cancer patients can help draw a 
roadmap to better long-term care for all. 

Where Do We Go From Here? 
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7 Steps to Improving  
Survivorship Care   

@RichWender 
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1. Accept that it’s going to be difficult.  

2. Have an honest dialogue with primary care.  

3. Invest in survivorship care research. 

4. Embrace innovation, including new models of onco-
primary care and NP survivorship clinics.  

5. Harness technology, including expanded EMR. 

6. Address the true determinants of health.  

7. Be willing to pay for survivorship care.  

 

 

7 Steps to Improving Care 
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• Do we need survivorship care bundles?  

• Global capitation? 

• If we continue to compete, there won’t be enough 
funding to support fields that don’t traditionally 
attract substantial funding, such as primary care. 

 

What’s the Solution? 
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• At the highest level of professionalism, we act in the 
best interest of patients, families, and society.  

• At the lowest level, we respond to incentives and 
penalties without regard to what’s best for patients, 
families, and society. 

• What level are we currently operating at? 

The Reprofessionalization of 
Medicine 
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Nothing can replace prioritizing 

the best interests of patients, 

families, and society.  

@RichWender 
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If  we place patients, families, 

and society at the center of our 

work, we can imagine – and 

eventually realize – outstanding 

prevention, screening, and 

survivorship care. 

@RichWender 
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Providing high-quality, 

highly satisfying long-

term care for survivors 

is a serious challenge 

for our fragmented 

health system.  
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Finding a model that 

works will be a 

challenge, but patients 

are counting on us to 

get it right.  
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Thank You  

@RichWender 
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Cancer Care Continuum and the 

Role of Primary Care  

Institute of  Medicine 2013 



Cancer Care Continuum and the 

Role of Primary Care  

Institute of  Medicine 2013 



Cancer Survivors in Primary Care  
 

75 yo female with COLORECTAL CANCER, Stage I 
cancer diagnosed 15 years prior, s/p partial colectomy, no 
ostomy.  No known post-treatment effects.  

 Surveillance – colonoscopy done through GI 

 Up to date with other cancer screening and prevention 

 COPD, HTN managed by PCP 

 Doesn’t think about cancer!  

 
 

 



Cancer Survivors in Primary Care  

65 yo female with BREAST CANCER - Invasive lobular dx 10 
years prior, stage IIB, mastectomy, chemo, XRT.  Completed 
tamoxifen, followed by AI. Neuropathy, joint aches.   

 Surveillance with mammograms, surgical oncologist, oncology, GYN, 
PCP!!! 

 Up to date with other screening and prevention  

 Numerous comorbidities managed by other specialists 

 Worried about cancer all the time! 

 

 



Cancer Survivors in Primary Care  

35 yo female with WILMS TUMOR  - Dx age 4, Stage IV,    
tx chemo, XRT to lungs and left chest/abdomen, left 
nephrectomy.  Thyroid cancer age 30. 

 No prior continuity with PCPs as “has numerous specialists whom she 
sees regularly and otherwise does not get sick.”  

 Followed closely by oncology, with recommended surveillance, but 
testing leading to asymptomatic incidental findings.  

 No recent PAP as GYN specializing in infertility 

 Focus on fertility and going on with normal life 

 



 60 year old female with hx breast cancer, initially treated with BCS, 

radiation, AC-T, AI.  Two years later, diagnosed with bone 

metastases, now on capecitabine.   
 

 35 year old married male with 2 young children. Diagnosed 3 years 

ago with colon cancer, tested positive for Lynch syndrome.  Now 

with progressive disease. 
 

 70 year old with hypertension, long smoking history, 2 years post 

diagnosis of metastatic prostate cancer. Taking care of his wife with 

Parkinsons.  Responded to localized bone radiation, on maintenance 

GNRH-antagonist.    

 

Cancer Survivors in Primary Care  



Components of Cancer Survivorship Care 

Non-Cancer Related Medical Care

- Disease prevention/vaccination

- Chronic care (i.e. DM, CAD)

- Unrelated cancer screening

Cancer Related Medical Care

 - Surveillance for recurrence

- Complications of treatment

- Related cancer screening

Psychosocial Issues

- Quality of life, financial burden

- Family/genetic counseling

Cancer Survivorship Care

Coordination of Care 

CARE FOR THE CANCER SURVIVOR 

 





Hurdles in Caring for Cancer Survivors! 
 Cancer survivors are diverse!!! 

 Some cancers rarely seen in primary care, 

so can’t have enough expertise 

 Inadequate information about the 

previous cancer and/or its treatment 

 Lack of  knowledge and confidence 

about survivorship care 

 Patient lack of  confidence in PCP 

knowledge 

 Competing demands on PCP time  

 Numerous specialists leading to gaps in 

communication/coordination  

 Shortage! 

Duffy Land, 2006; Kadan-Lottick, 2002; Mao 2009; Del Guidice 2009; Bober, 2009; Kantsiper 2009; Potosky 2011,  

Nekhlyudov 2013, Suh 2013; Nekhlyudov 2017 

 



What can you do? 

 Raise awareness and be curious  

 We all care for survivors! 

 Ask the patient about the cancer diagnosis  

 What type?  

 When?  

 How presented?  

 How treated?  

 Scan the medical record  

 Document, document, document 



Burton J, JAMA Oncology 2017 



What can you do? 

 Fill in the gaps  

 Look up more information (lots of resources!) 

 Ask oncologist for a survivorship care plan  

 Refer to a survivorship program  

 Expand knowledge and skills   

 Invite speakers to your practice/institution 

 Attend CME programs  

 Review available resources 

 

 



Cancer Survivorship Guidelines 

file:///E:/Presentations/Brookside/Understanding Survivorship/ABVD-Mantle example.doc




Disclosure – Dr. Nekhlyudov serves as co-editor and receives royalties for this effort  



ACS Cancer Survivorship Care Guidelines: E-Learning Series 
cancersurvivorshipcentereducation.org 



What can you do? 

 Build a network 

 PCPs  

 Oncologists  

 Specialists  

 Behavioral providers 

 PT/OT providers 

 Online resources  

 Survivors  

 

 



A M E R I C A N  C A N C E R  S O C I E T Y  

Questions?  



Resources 
L E A R N  M O R E  

www.cancer.org/content/cancer/en/h
ealth-care-professionals/national-

cancer-survivorship-resource-
center/tools-for-health-care-

professionals.html 

SD Comprehensive 
Cancer Coalition 

Survivorship 
Program  

  

Cancer 
Survivorship 

Resource 
Center 

E-Learning 
Series for 

Primary Care 
Providers 

 

http://gwcehp.learnercom
munity.com/elearning-
series 
 

https://www.cancersd.com/about
-cancer/cancer-survivorship 
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THANK YOU! 
Questions? Contact:  
Christen Rennich,  ACS Hospital Systems Mgr., christen.Rennich@cancer.org  
Lexi Pugsley, RN, SD Comprehensive Cancer Control Program Coordinator, lexi.Pugsley@state.sd.us 


