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Cancer Survivorship

Someone impacted by cancer from the time 
of diagnosis through the balance of life. 

Advances in early detection & treatment 
have led to a growing number of cancer 
survivors:

In U.S.:
1970: ~50% 5-year survival
2016: ~70% 5-year survival

(NCCS, NCI, ACS, etc.)
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Why the emphasis on Survivorship research & care?
 Survival offset by multiple challenges

• Chronic treatment side effects
• Functional limitations & interpersonal disruption
• Older population—comorbidities & lifestyle factors
• Care is complex, expensive & often fragmented; financial burden

 Psychological distress is common (~30%)

(IOM, 2005, 2008, 2017; ACS, 2012; NCI, 2012)

 Limited attention to survivors’ needs (IOM/NAS):

o Physical, Emotional, Social, Financial & Care Coordination

o Research and care delivery
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(IOM, 2005, 2008, 2017; ACS, 2012; NCI, 2012)

Essential Focus Areas in Cancer Survivorship Care

Continuity of 
Care

Symptom 
Monitoring & 
Management

Comorbidities

Lifestyle 
Factors
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STANDARD 3.2
Psychosocial distress screening, documented discussion 
and referral—at a pivotal point during the care continuum.

STANDARD 3.3
Survivorship Care Plan—a comprehensive care summary 
and follow-up plan to patients with cancer who are 
completing cancer treatment. 

Standards of Care 

100%

2016 –25%  
2017 –50%  
2018 –50%  
2019 –50%

Expected 
Compliance:

Revisions are coming?

During Active 
Treatment?

Optional?
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Survivorship Care
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Survivorship Care: 
Communication Challenges
 How do we engage patients?

 Discussions typically begin post-active treatment—is earlier better for 
treatments planned with curative intent? 

 Survivorship implies, for many, 5 years disease free—is there a better term? 

 Lack of provider education and/or understanding of survivorship care. 

 Provider resistance to communicate services centered around the concept of 
survivorship—e.g., stem cell transplant

 Cultural and contextual (e.g., SES, literacy) barriers to overall care also impact 
patient engagement and understanding of survivorship  
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(IOM, 2005, 2008, 2017; ACS, 2012; NCI, 2012)

Essential Focus Areas in Cancer Survivorship Care

Continuity of 
Care

Symptom 
Monitoring & 
Management

Comorbidities

Lifestyle 
Factors
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Measurement & Management of
Patient-Reported Outcomes (PROs) in Oncology 

Benefits of Capturing Patient Experiences via Patient-Reported Outcomes:
 Promote individualized patient care (Precision Care)

 Enhance patient-physician communication (Communication)

 Facilitate shared health decision-making (Patient Engagement)

 Help patients measure progress over time (Patient Engagement)

 Evaluation and treatment of a patient’s symptoms, function and quality of 
life are essential to quality medical care.

 Clinician ratings of symptom severity are often lower than that reported by 
patients, especially for subjective symptoms (e.g., anxiety, fatigue).
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Value-Based Care
Value-based care is the intersection of cost and 
quality. 

Shifts the care delivery focus from volume to 
value and redefine financial incentives toward 
reduced costs. 

Teams must think about the entire patient 
experience among all care settings and 
between episodic visits.

The provider mindset shift to address this model 
involves steps in terms of patient engagement, 
technology and workflow are the key first 
steps to value-based success.
https://www.wellcentive.com/what-is-value-based-care/

 Outreach, engage & track patients

 Collect, analyze pt. data

 Best practices, care requirements
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UHealth PRO: EHR-Integrated Screening, Management & Referral
Facilitating Communication of Symptoms & Practical Needs 

• Physical function
• Pain Interference
• Fatigue
• Depression

Question Domains for Cancer Clinics

• Patient population automatically selected by 
diagnosis code—contacted via email & text

• Assessment sent no more than 1x per month, 
starts at 2nd visit

Assessment Criteria Utilized

• Assessment at home via UChart or in clinic
• Minimal disruption to regular clinic workflow
• Response routing to appropriate providers
• Real-time access to results and data within EPIC

Overall Functionality

• Anxiety
• PRO-CTCAE
• Other PROs (clinic driven)
• Practical/psychosocial needs
• Nutritional needs
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PROMIS - Anxiety

Practical & Psychosocial Needs Assessment
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Trending of PROs in the EHR to Optimize Patient Care

 Trends 

 “Normal Range”
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(IOM, 2005, 2008, 2017; ACS, 2012; NCI, 2012)

Essential Focus Areas in Cancer Survivorship Care

Continuity of 
Care

Symptom 
Monitoring & 
Management

Comorbidities

Lifestyle 
Factors
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Essential Components of Survivorship Care

Surveillance

Intervention

Coordination

Prevention • Lifestyle changes prevent new cancers and recurrent cancer

• For cancer spread, recurrence or second cancers

• For consequences of cancer and is treatment 
(symptom burden, psychosocial distress)

• Between specialists and primary care providers

Hewitt, M, Greenfield, S, Stovall, E, et al. From cancer patient to cancer survivor: Lost in transition. (National 
Academies Press, Washington DC), 2006 http://www.iom.edu/Reports/2005/From-Cancer-Patient-to-Cancer-
Survivor-Lost-in-Transition.aspx (Accessed on February 20, 2014).
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 Contact info (institution/providers)
 Diagnosis, histologic subtype
 Stage
 Surgery (date, procedure)
 Chemotherapy (agent, end date)- including dose, regimen
 Radiation (body area, end date)- include dose 
Ongoing toxicities at end of treatment
Genetic risk factors, predisposing conditions, if applicable with results of any genetic testing
 Need for any ongoing, adjuvant therapy
 Schedule of follow-up related clinical visits
 Schedule of cancer surveillance tests for recurrence
 Screening for early detection of new primaries 
 Possible symptoms of recurrence
 A list of all possible clinically significant late effects
General statement regarding importance of diet, exercise, tobacco cessation, alcohol use 

Required Components of Survivorship Care Plans
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Survivorship Care Communicating the Concept of 
Cancer Survivorship Care

Beginning Discussions of 
Survivorship Care at Diagnosis
Promotes Patient Engagement, 

Better Understanding

C
a
r
e

P
l
a
n
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 Assess whether the quality of 
patient-provider communication on 
key elements of cancer survivorship 
care changed between 2011 and 
2016.

 (N = 2,266). Participants reported 
whether any clinician ever discussed 
different aspects of survivorship 
care. 

 "Did not discuss at all" to "Discussed 
it with me in detail"

J Oncol Pract. 2019 Jul 2:JOP1900157. doi: 10.1200/JOP.19.00157. [Epub ahead of print]
Has the Quality of Patient-Provider Communication About Survivorship Care Improved?
Rai A, Chawla N, Han X, Rim SH, Smith T, de Moor J, Yabroff KR .
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“Did not receive detailed information”

2011 2016

Has the Quality of Patient-Provider Communication About Survivorship Care Improved?
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Epstein MR & Street, RL. Patient-centered communication in cancer care: Promoting healing and reducing 
suffering. NCI. NIH publication#07-6225, Bethesda MD, 2007. 
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Recovering Latina breast cancer patients report big gaps in ‘survivorship’ care [news release]. Oregon State University web 
site. http://oregonstate.edu/ua/ncs/archives/2016/dec/recovering-latina-breast-cancer-patients-report-big-gaps-survivorship-care. December 1, 2016. Accessed December 5, 2016.
Tisnado DM, Mendez-Luck C, Metz J, Peirce K, Montaño B. Perceptions of survivorship care among Latina women with breast cancer in Los Angeles County. Public Health 
Nurs. 2016 Nov 2. doi: 10.1111/ohn.12299. 

Communicating Cancer Supportive & Survivorship Care in Hispanics/Latinos 

• Semistructured focus groups with 74 Hispanic/Latina BC survivors

• 50% low SES, uninsured

• Most had later-stage disease at diagnosis, some attributed this to linguistic and cultural barriers 

 Spiritual beliefs regarding cancer, prioritizing their familial role over their own health, passive 
interactions with health care providers due to their respect for the authority of health care 
providers.

• Expressed confusion regarding future care needs after primary cancer treatment concludes. 

• Many misinterpreted survivorship care as plans to help their families carry on after they were gone.

• Social and cultural determinants of health shared with other racial/ethnic minority groups

http://oregonstate.edu/ua/ncs/archives/2016/dec/recovering-latina-breast-cancer-patients-report-big-gaps-survivorship-care
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Hispanic/Latino Sociocultural Processes/Themes: 
Implications for Communicating Survivorship Care

Cultural Factors Cultural 
Process  

Psychosocial 
Implication How to Optimize Communication: Culturally Informed Framing 

Familism

Strong attachment 
/interdependence 

with nuclear & 
extended family

 Benefits of care 
must extend to 
family network

 Identifying how 
engagement in 
proper care benefits 
extended family

 Importance of self-care to maintain a strong 
family

Simpatía &
Power Distance

Non-confrontational 
interactions & 
conformity / 

powerful others as 
authority figures to 

respect 

 Authority figures 
(e.g., health care 
providers) not 
questioned

 Assertiveness skills, 
distinction between 
assertive vs. 
confrontational styles

 Demystifying powerful figures/others
 Rights as a patient to seek or clarify information

Fatalism & External 
Locus of Control

Destiny is beyond 
one’s control 

 Very little one 
can do to 
change the 
future

 Build self-efficacy 
via patient 
empowerment and 
engagement

 How culture can shape fatalistic beliefs
 More attention to controllability and modifying 

outcome expectancies—if one engages in 
proper care, benefits may be gained

Male
Gender Roles

Strong masculine 
pride and identity

 Seeking 
supportive care 
as major threat to 
identity

 Address multiple 
aspects of a 
masculine role—and 
benefits to family

 Attention to how benefits of care support masculine 
role
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Survivorship Care: 
Recommendations
 Establish & implement clear guidelines for timely introduction of survivorship care

 Clarify/revisit the terms we use?

 Educate both patients & providers, foster a health system culture of survivorship

 Culturally informed and targeted approaches to optimize patient engagement

 Metrics to track progress—patient and system (e.g., PCC measures; Street et al., 2016)

 Stakeholder perspective (Mazor et al., 2013)

 Care delivery research initiatives focused on communication, linkage to care, 
continuity of care and patient/system level outcomes



Thank You!
frank.penedo@miami.edu
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