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Breast Cancer Statistics

• Nearly 3 million breast cancer survivors (BCS) in the U.S.1

• Estimated 234,190 new breast cancer diagnoses in 2015 2

• Lifetime risk: 1 in 8 (12.3%)3

• Ethnic minorities comprise 14% of the newly diagnosed population (U.S. Cancer 
Statistics Working Group, CDC & NCI, 2011)

1. Howlader, N., et al. (eds). SEER Cancer Statistics Review, 1975-2011. Retrieved from http://seer.cancer.gov/csr/1975_2011/browse_csr.php?sectionSEL=4&pageSEL=sect_04_table.25.html.
2. American Cancer Society. Cancer Facts & Figures 2015. Retrieved from http://www.cancer.org/acs/groups/content/@editorial/documents/document/acspc-044552.pdf. 2015.
3. American Cancer Society. Breast Cancer Facts & Figures 2013-2014. Retrieved from http://www.cancer.org/acs/groups/content/@research/documents/document/acspc-040951.pdf. 2013.

http://seer.cancer.gov/csr/1975_2011/browse_csr.php?sectionSEL=4&pageSEL=sect_04_table.25.html
http://www.cancer.org/acs/groups/content/@editorial/documents/document/acspc-044552.pdf
http://www.cancer.org/acs/groups/content/@research/documents/document/acspc-040951.pdf


Breast Cancer Statistics & Disparities

• Lifetime prevalence in African Americans: 1 in 9 women4

• Overall incidence rate (for women of all ages) lower in African 

Americans than in Whites
– Among women under age 45, incidence rate higher in African Americans4

• Number of new breast cancer cases among African Americans 

increasing
– 19,540 new diagnoses in 20095

– 27,060 new diagnoses in 20134

• Death rate 41% higher in African American than in White women4

• 5-year survival = 79% in African American women; 92% in White 

women6

4. American Cancer Society. Cancer Facts & Figures for African Americans 2013–2014. American Cancer Society, Inc., Atlanta, GA, USA (2013). www.cancer.org
5. American Cancer Society. Cancer Facts & Figures for African Americans 2009–2010. American Cancer Society, Inc., Atlanta, GA, USA (2009). www.cancer.org
6. 6.  U.S. Cancer Statistics Working Group. United States Cancer Statistics: 2003–2007 Incidence and Mortality Web-based Report.  Centers for Disease Control and Prevention and National Cancer 

Institute; 2010. Available at: www.cdc.gov/uscs. 

http://www.cancer.org/
http://www.cancer.org/
http://www.cdc.gov/uscs


Community Inclusion: Symbiotic Partnership

Ashing, 2013



Treatment Summary Survivorship Care Plan

• To facilitate best care practice for survivors, the Institute of Medicine (IOM), 
the Centers for Disease Control and Prevention (CDC), the American College 
of Surgeons’ Commission on Cancer (COC), and the American Society of 
Clinical Oncology (ASCO) advise that cancer survivors be provided with 
personalized treatment summaries and Survivorship Care Plan (TSSCP) [6].

• Despite their increased burden, African American BCS remain understudied.

• TSSCP investigations  and practice models are urgently needed to improve 
follow-up care and cancer outcomes in this vulnerable group.



Purpose of Sister Survivor Project

Scientific PI Motivation:
• Support the goals of African American peer-based support organizations
• Enhance the role of survivor-advocates 
• Examine the benefits of peer-navigation
• Address the gaps in the literature regarding the role of peer–based 

support to improve outcomes for AABCS



COH/CCARE Survivorship Care Plan Guidelines

Methods of Guideline Development16-22

• The development of the Treatment Summary and Survivorship 

Care Plan began as modifications to the American Society of 

Cancer Oncology (ASCO) template via a transcreation process 

informed by cancer survivors/advocates, and evaluated by 

survivors, advocates, and health professionals. 

• The Treatment Summary and Survivorship Care Plan template 

development was guided by the Shared Care, Patient 

Centered Care and Psycho-oncology Models, and Contextual 

Model of Health Related Quality of Life



COH/CCARE Survivorship Care Plan

Guidelines structured to include:

• Emphasis on shared-care, patient-centered care

• Culturally- and linguistically-responsive Preamble to increase 

knowledge and usability

• Health history (e.g., chronic conditions, medications)

• An integrative care and co-disease management approach

• Health Advisories (nutrition, physical activity, stress mgmt.)

• Symptom management and self-care

• HRQOL (sources of distress, social support, spirituality, resilience)

• Resources (Community, National, Ethnic and Linguistic 

responsiveness)



Culturally 

Responsive

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Eng/Span

TSSCP



Survivorship Care Plans: Making a difference

How do we anticipate that the guidelines will 

make a difference for survivors?

Educate and activate ethnically diverse patients 
into their medical care and self care, as well as help 

navigate through the cancer survivorship experience. 

Patients will be informed regarding their treatment and 

potential side effects, surveillance, referrals for follow-

up care, other chronic illnesses, symptom 

management, self care, health advisories, quality of life 

and resources. 



Health Inequity

Disparate health and disease outcomes,
and access and quality of care

Source: Institute of Medicine (2002)

Health inequities are reflected in differences in length of life; quality of 
life; rates of disease, disability, and death; severity of disease; and access 

to treatment
Source: http://www.cdc.gov/chronicdisease/healthequity/



• AABCS recruited from State Cancer Registry and support groups
• Randomization 

• Peer navigation + clinically- and culturally-informed breast cancer materials, or 
• Clinically- and culturally-informed BC materials only

• To increase cultural grounding and community relevance and acceptability: 
• AABCS (N=29) from advocacy groups trained as peer navigators
• ASCO (American Society of Clinical Oncology) SCP template adapted to increase clinical relevance and 

patient-centeredness for AABCS
• Personalized guide for appropriate follow-up care based on diagnosis and treatments received

• Rooted in community based-participatory research (CBPR) 

Intervention Study Addressing Inequities in 
Survivorship Care in African Americans BCS



Intervention Study Addressing Inequities in 
Survivorship Care in African Americans BCS

• All participants received the resource booklet “Embracing Hope”
– Included a blank form of the Treatment Summary and Survivorship Care Plan (TSSCP)
– The peer navigation consisted of:

• Four weekly, 40-minute navigation sessions delivered in-person or via telephone by a peer 
navigator

• A 5th booster session 6 months after beginning the study
• Mailed, self-report assessments (baseline, 6- and 12-mo follow-up)
• All the information pooled and entered into the computer for analyses

– Specific personal information not identifiable



Recruitment Outcomes

246 Potential 
Participants

27/246 (11%) Ineligible

67/246 (27%) Not 
Reachable

152/256 (59%)

Potential Available 
Population

139/152 (92%) 
Verbally Agreed to 

Participate

112 /152 (74%) 
Completed Baseline 
and Signed Consent

61/112 (54%) 

Assigned to 
Intervention

42/61 (69%) 

Completed 6-mon 
Follow-up

44/61 (72%)

Completed 12-mon 
Follow-up

51/112 (46%) 

Assigned to Control

32/51 (63%) 

Completed 6-mon

Follow-up

34/51 (67%)

Completed 12-mon 
Follow-up

27/152 (18%) Passive 
Refusals

13/152 (8%)

Refused to Participate



Demographic & Clinical Characteristics

• Nearly half (48.2%) were between 50 and 64 years of 

age.

• 44.4%  were college educated

• 35.5% had annual family incomes of less than $25,000

• 61.6% were unemployed or retired

• 45.9% were in a committed relationship

• 55.4% were diagnosed with stage I/II breast cancer

• 23.2% at stage 0, and 21.4 % at stage III breast cancer



Peer Navigation Outcomes

• Navigators showed that they can increase AABCS’ confidence in their 
knowledge of cancer, treatment, and survivorship information as early as 6 
months after starting the study. 
• This is clinically meaningful, as women who are 6-18 months post diagnosis are 

often very worried and want to understand how cancer and treatment will affect 
their life, and how they can live the best life possible



Study Outcomes

• At beginning of study, no one had a comprehensive TSSCP

• At 6 months, 45% of study participants received a personalized TSSCP from their 
oncology team; 64% received one at 12 months



Study Outcomes

• Statistically significant improvements in adherence to NCCN 
recommendations from baseline to 6- and 12-month follow-up 
(respectively)
• Physical exam:  42.0%, 59.8%**, 70.5%***
• Pelvic exam:  36.6%, 47.3%*, 44.6%
• Breast self-exam:  56.1%, 67.3%, 79.6%***
• Breast imaging:  56.1%, 72.4%***, 72.4%**

*p<0.05; **p<0.01; ***p<0.001



Study Outcomes

• After participating in the study:
• 67% of AABCS were aware of the importance of participating in 

clinical studies 
• 73% would recommend the study to other survivors



Conclusions/Lessons Learned

• Currently, there is a lack of community inclusion in implementation of research 
interventions. 

• We successfully trained peer navigators to educate and implement a SCP intervention 
with AABCS, a population that is historically medically underserved  enhanced 
community capacity 

• Importantly, peer support helped to improve survivors’ confidence in their knowledge 
of cancer, treatment, and survivorship information  better prepared for life after 
cancer



Conclusions/Lessons Learned

• To optimize the effectiveness of peers to provide resources and services, we can devote 
more time to peer training
– Full day dedicated to each domain in the TSSCP template

• In the future, the scientific and community partners plan to independently continue 
community-focused projects to improve the well-being of cancer survivors.
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