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Breast Cancer Survivors
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Incidence (U.S.)
1 in 8 (lifetime risk) 
Survivorship (U.S.)
Breast cancer 5-year survival rate is 89% 
2.9 million breast cancer survivors 

The LIVESTRONG Survey for Post-Treatment Cancer Care
3,129 cancer survivors (post-primary treatment), U.S.
Mostly female, Caucasian, young (80% under 55; of which 27% under 35), employed full-time (45%), breast cancer (24%), 25% less than 1 year post-treatment, 41% 1-5 years post-treatment
Online
99% of participants had at least one concern post-treatment 
Physical concerns: 58% received help
Emotional concerns: 50% received help
Practical concerns: 20% received help
Fertility separated out: 70% indicated that they did not receive options for preserving fertility before their cancer diagnosis, of those who did, 77% said it met their needs
Breakdown in system: Of those who received help, they said that the help met their needs.  The problem is not that interventions don’t exist, it is identifying those in need of interventions and getting them connected.

Institute of Medicine
“Lost in translation”
Cancer survivorship is a distinct phase of cancer care




SCP: Status to Date
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These are 4 survivorship care plans recommended by American Cancer Society 
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Meeting a Need: Prior 2 Years
• Develop the Cancer Survivor Profile (CSPro)

– Brief, multi-dimensional measure:
• Symptom burden
• Function
• Health behaviors
• Health services 

• Establish psychometric properties of CSPro
– Factor Structure
– Reliability
– Validity



PROMIS item selection
 R1 recorded participant descriptions of constructs
 R1 and R3 selected PROMIS items consistent with participant 

descriptions in qualitative studies

CSPro Development
Quantitative Search

R = Reviewer

CONSTRUCTS
Conduct systematic searches
 Search engines: PubMed, PsychINFO, Embase, 

CINAHL, Web of Science

1

Review search results 
 R1 conducted searches and retrieved titles and abstracts
 R1 and R2 independently reviewed titles and abstracts
 R3 settled R1 and R2 discrepancies
 R1 retrieved selected articles

2

3

Fatigue

Pain

Depressive symptoms

Anxiety

Cognitive function

Sleep 

Sexual function

Social relationships

Alcohol consumption
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CSPro Development
Qualitative Search  

Social Fatigue Anxiety Cognitive Sexual
Function

Pain Sleep Dep. 
Symp.

Support Tired Anxiety Memory Lack of 
interest

Joint Disturban-ce Depression

Significant 
other

Fatigue Worry Executive 
function

Libido Burn Quantity Isolation

Lonely Energy Fear Concentra-
tion

Pain Sharp Tired Tearful

Emotional Pervasive Health 
anxiety

Word finding Attractive Intensity Night awake Sad

Change Rest Irritability Processing 
speed

Mobility Naps Upset

Relating Unpredicta-
ble

Anxiety 
attacks

Fog Restless Loss of 
interest



Breast Cancer Survivor Profile
Symptom Burden Function Health Behaviors Health Services

Fertility distress (6) Cognitive (6) Diet (6) Communication (6)

Anxiety (6) Social (6) Exercise (3) Health competence (6)

Depressive symptoms (6) Sleep (6) Cigarette smoking (4) Health information (6)

Fatigue (6) Sexual (4) Alcohol (5) Economic (4)

Pain (5) Work (6)

Fear of recurrence (6)

Body image (3)





Next Steps: The Murtha CSN Study
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