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Introduction 
• The Cancer Support Community (CSC) represents a global network of nonprofit, 

community-based organizations that provide professionally led support and education 
to cancer patients and their families. 

• The Institute of Medicine recommends that all cancer patients should receive a 
survivorship care plan (SCP) that summarizes information critical to the individual's 
long-term care, such as the cancer diagnosis, treatment, and potential consequences; 
the timing and content of follow-up visits; tips on maintaining a healthy lifestyle and 
preventing recurrent or new cancers; legal rights affecting employment and insurance; 
and the availability of psychological and support services (Institute of Medicine, 2005). 

• The implementation of SCPs presents significant challenges to oncology practices; yet, 
little is known about their value to patients. 

• The purpose of this analysis was to understand the patient experience with SCPs and to 
identify areas of unmet need. 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
  

 
Methods 
• CSC convened and engaged a National Advisory Council of stakeholders and experts to 

generate a survey around priority topics.  
• Nearly 6,000 cancer patients and survivors joined the Cancer Experience Registry at the 

time of this analysis. Currently, there are nearly 7,000 enrolled. 
• This analysis is limited to registrants who answered questions about their experience 

with SCPs (n=607). 
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Sample Characteristics (n=607) 

Results 

Conclusion and Future Directions 
  
• There continue to be gaps in the 

adoption and delivery of cancer 
survivorship plans.  

• Future research should continue to 
examine the impact of SCPs on patient 
outcomes in the context of individual 
and system costs and on incorporating 
effective communication about the long-
term impact of treatment. 
 

Characteristic Proportion 

Female 76% 

Caucasian 89% 

Education 
≥ Bachelor’s Degree 70% 

Median 

Age 58 (range: 22-88) 

--------------------------------------------------------------------------------------------------------------------------------------- The Cancer Experience Registry 
 CSC established the Cancer Experience Registry to track the immediate, ongoing and 

changing social and emotional experience of cancer survivors.  
• The registry reaches cancer patients and survivors across the country and engages 

them to share their voices about issues that matter to them.  
• Through the Cancer Experience Registry we are able to: 

• Garner, analyze and disseminate insights and knowledge in order to positively 
impact each individual’s cancer experience;  

• Help the nation’s health care systems to be more responsive to the needs of 
cancer survivors; and 

• Accelerate and enhance the productivity of research to improve quality 
outcomes.  

   

Currently, there are over 6,700 cancer patients and survivors in the Cancer Experience 
Registry from over 35 countries and representing more than 40 cancer diagnoses. 

 
 
 
 

Anyone who has ever been diagnosed with cancer of any type can join  
the Cancer Experience Registry at:  

www.CancerExperienceRegistry.org 
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--------------------------------------------------------------------------------------------------------------------------------------- 
Summary of Results 
• Only 18% of registrants reported receiving a SCP from their health care provider upon completing treatment (of those who were not in active treatment). 
• Of those who received a SCP, 80% said it was “somewhat” to “very” useful (3, 4 or 5 on a 5-point Likert scale). 
• Only 26% reported sharing their SCP with a member of their health care team.  
• Respondents who received a SCP reported desire for more help among fewer categories (p=0.011). 
• Perceived usefulness of the SCP and wanting more help were negatively correlated (r= -0.29, 0=0.007), such that those who perceived the SCP as useful 

reported fewer unmet needs. 
• Overall distress was strongly correlated with a desire for more help (r=0.50, p<0.001).  
• Respondents whose health care team discussed or provided information about long-term side effects and symptoms reported lower overall distress 

(p=0.006) and reported their SCP was more useful (p=0.018). 
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Most commonly reported 
cancer types in this sample 
include: 
 
• Breast cancer (35.4%) 
• Multiple myeloma (26.0%) 
• Lung cancer (5.1%) 
• Colorectal cancers (3.6%) 
• Lymphoma and prostate 

cancer (3.3% each) 

Received 
SCP n 

Total Help 
Count 

(median) 
p-value r 

No 360 4 
0.011 0.120 

Yes 88 3 

Discussed 
Long-Term 
Side Effects 

n 
Total Distress 

Score 
(median) 

p-value r 

No 238 39 
0.006 0.117 

Yes 317 34 

Discussed 
Long-Term 
Side Effects 

n 
SCP was 
Useful 

(median) 
p-value r 

No 19 2 
0.018 0.256 

Yes 66 2.5 

Table 1. Mann-Whitney U Test of Unmet Needs by Receipt of a SCP Table 2. Mann-Whitney U Test of Distress by Discussion of Long-Term SEs      Table 3. Mann-Whitney U Test of Perceived Usefulness of SCP by SE Discussion 

Note: Total help count describes the number of areas of unmet need reported by participants and is 
out of a total of 11. 

Note: Total distress score was calculated using a modified version of CancerSupportSourceSM (CSS), a 
validated distress screening tool from the Cancer Support Community and is out of a possible 108. 
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