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The Cancer Experience Registry is an online research
study for individuals with cancer and their caregivers.
The surveys focus on multiple aspects of cancer to
understand its emotional, physical, practical, and
financial impact, so we can identify and address gaps
in care and influence outcomes such as survival,
quality of life, and healthcare cost.

By gathering the
important insights of
those affected by cancer
through the CER surveys,
we can create better
outcomes for patients,
survivors, and caregivers
today, and for future
generations.
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CER Biannual ActivityCER Biannual Activity

Cancer Experience Registry
Highlights

1,959 Patients & Survivors
792 Caregivers

268 Dyadic Pairs

In response to a call for more state-level cancer survivorship and caregiver
data, Cancer Support Community has begun partnering with state cancer
coalitions to recruit more participants into the CER. 

State-specific data from the CER will provide unique insights on cancer
patient, survivor, and caregiver needs in each state that can be used to support
the development of tailored, state-specific educational resources and inform
state healthcare policies and programs that address patient, survivor, and
caregiver needs. So far, we have started the process with:

Highlighting data
collected from

October 2021 through
March 2023

Alaska
Arizona
Colorado
Iowa

Virginia
West Virginia
Wisconsin



The data in this report are specific to the 
Cancer Experience Registry sample

since the October 2021 relaunch. 

When discussing these findings, it is important to
specify that they reflect a sample and cannot be

generalized to all people impacted by cancer.

For example...
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"Half of the 
patients and survivors 

who completed the 
Registry said that..."

"One out of three 
 caregivers who 
were surveyed 

reported that..."

Please reach out to the RTI Team with any questions!
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*Only diagnoses with ≥20 participants are displayed 

Most commonly represented cancer diagnoses include:
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Current Cancer Status
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Time Since Diagnosis

Median 
5.6 years

Range
<1 to 56 years 

Localized
20%

Metastatic
Stage IV

18%
No Current
Evidence of

Disease
53%

Unsure 
or N/A

12%

Time Since Diagnosis (Years)
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94% had ever received
treatment

25% had ever experienced 
a recurrence

53% were currently 
receiving treatment
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98% had current 
health insurance
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Patient Sociodemographics
Age in Years

Sexual Identity
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Average Age: 60 years 
Range: 18-97 years 

Gender Identity
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Prefer not 
to share

Straight/
heterosexual

Lesbian/gay/
homosexual
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$100K+ 
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Hispanic, Latino, or Spanish Ethnicity

‡n=110 participants who identified as Hispanic, Latino, or Spanish ethnicity 

Patient Sociodemographics
Race & Ethnicity

*NH=non-Hispanic, Latino, or Spanish 

‡

78

32

45

13

254

2345

57

62

32

2

1

4

2

5

2

25

51

3

4

2

9



9
*Not all participants provided their location.

Patient Sociodemographics

 NJ
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 MD
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GeographicGeographic  
LocationLocation

Puerto Rico 
1

Canada
48

 VT
3

 NH
11 MA 29

RI 2

HI 3

AK
9



Body Image & Healthy Lifestyle

Emotional Well-being

Relationships & Intimacy

Healthcare Team Communication 

Symptom Burden & Impact 
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Key Areas of ConcernKey Areas of Concern




Patient Emotional Distress

Percent moderately to very seriously concerned

58% were concerned about cancer
progressing or coming back

At Risk for Anxiety At Risk for Depression Not at Risk

30%
Anxiety & Depression

50%

30%
Anxiety & Depression

7% Depression only
13% Anxiety only

31% were concerned about
preparing for the end of life

21% were concerned about their
spirituality, faith, or religion
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Social Support among Patients

82% had a caregiver at some point
since their cancer diagnosis

Primary caregivers included:

1 in 10 reported low levels of 
emotional and instrumental support

Emotional Support 
 

Feelings of being cared for
and valued as a person

Instrumental Support 
 

 Availability of assistance
with material, cognitive or

task performance

65%
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Utilized co-pay cards (e.g., GoodRx, pharmacy cards) 

Received cash gifts or gift cards from others 

Used up / depleted your savings 

Borrowed money / gone into debt 

Used retirement funds 

Sold or liquidated other assets 

Raised money (e.g., GoFundMe) 

Filed for bankruptcy 
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The Financial Burden of Cancer

At the time patients took the survey, 7% reported engaging in 
medication scrimping to save money in the past year

skipping doses, taking less medication, or delaying a refill. 

None
52%

Severe 2%

Moderate
20%

Mild
27%

38%

38%

33%

29%

25%

18%

14%

3%

Financial Toxicity refers to the objective
monetary burden and subjective

psychological distress that cancer patients
face as a result of their care.



 Quality of life: 8.9
 Length of life: 8.6

Impact on family: 7.4

Impact on work: 5.5
Cost of treatment: 5.1

 10
  
9
 

8
 

7
 

6
 

5
 

4
 

3
 

2
  
1
 

 0

Not at all important to me

Extremely important to me

Decision-Making & Adherence
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How important are the following factors when makingHow important are the following factors when making
a decision about cancer treatment?a decision about cancer treatment?

 Quality of life: 8.1

 Length of life: 7.7

Impact on family: 6.1

Impact on work: 5.1

Cost of treatment: 4.4
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 Quality of Care among Patients

76%
Did not feel

knowledgeable
about the financial

impact of each
cancer treatment

option before
making a decision.

60%
Did not feel

knowledgeable
about each cancer
treatment option
before making a

decision.

57%
Did not feel

prepared to make
cancer treatment

decisions.


Did well when talking to the patient
about how to cope with fears, stress,
and other feelings. 

46%

54% Helped them deal with uncertainties.

70%
Provide adequate information and
resources to make treatment
decisions.

77% Engaged in open and honest
communication.

77% Ensured the patient understood the
steps in their care.

78% Made the patient feel comfortable
asking questions.

Satisfaction withSatisfaction with
Cancer Care TeamCancer Care Team



37% Reported that a member of their cancer care team
spoke to them about cancer clinical trial options.

17% Have participated in a cancer clinical trial.




Among those who experienced delay, 
barriers included:

0% 10% 20% 30% 40% 50%

Insurance company wouldn't approve/pay for care 

COVID-19 concerns or delays 

Had problems getting to cancer care team's office 

Couldn’t afford care 

Didn't know where to go to get care 

Cancer care team did not accept your insurance 

Couldn't get time off from work 

Didn't have time 

Couldn't get child care or adult care 

Cancer Clinical Trials
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Access to Care

29% Experienced delays or barriers to
accessing cancer care or treatment.

41%

29%

3%

2%

9%

8%

4%

12%

16%
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Testing and Screening

Biomarker Testing

To the best of your knowledge,
did any of your doctors ever do
any biomarker testing on your

tumor tissue?

Among those who did not undergo biomarker testing:

34%
64%

5%
4% Were aware of the option but chose not to.

Insurance did not cover it.
Did not know it was an option.
It was not offered to them.

Yes
50%

No
24%

Unsure
26%

Among those who did not undergo genetic testing:

37%
55%

5%
12%

Insurance did not cover it.
Were aware of the option but chose not to.
Did not know it was an option.
It was not offered to them.

Genetic Testing

Have you ever had a genetic
test to determine if you are

at high risk for cancer?

Yes
43%

No
49%

Unsure
8%



Relaxation or breathing exercises 

Meditation or mindfulness 

Physical activity or exercise classes 

Support groups 

Counseling, psychotherapy, or talk therapy 

Yoga 

Nutrition and cooking programs 

Educational programs or classes 

Spiritual or religious resources or groups 

Psychiatric medication (e.g., antidepressant) 

Females: ≤1 drinks/day
Males: ≤2 drinks/day

Alcohol Consumption 
Guidelines

99% were within daily alcohol
consumption guidelines 


Patient Health Behaviors
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Comparisons to public health guidelines

32% met guidelines of 150+ minutes of
moderate physical activity per week

1 in 10 currently use
tobacco products

Patients were interested in the followingPatients were interested in the following  
health and wellness strategies:health and wellness strategies:  

53%

38%
38%

34%
26%

22%

51%
52%

48%
45%
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Caregiver Age in Years
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Sociodemographics
A Peek into CER Caregiver

Who is being cared for?

Caregiver Race & Ethnicity

7 in 10 currently caring for a patient
receiving treatment

1 in 10 currently caring for a patient 
not receiving treatment

2 in 10 former caregivers 

2%

1%
1%

3%

1%
22%

70%
1%

*NH=non-Hispanic, Latino, or Spanish 
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The Financia Burden of Cancer
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quit their job or retired early to provide care8%
went from working full-time to part-time, or cut hours13%

lost job benefits, such as insurance or paid vacation6%
received a warning about performance or attendance4%

1% were fired or laid off 

Years Providing Care Average Hours/Week Providing Care

Frequency of Traveling for Patient's
Medical Care Appointments 

went in late, left early, or took time off to provide care37%

32%
reported always attending

medical visits with the patient

31%
care for a patient living with

metastatic disease

36%

3%
2%


1%
7%

3%

3%
12%




21%

23%

21%

14%

26%

3%

13%

13% of caregivers reported 
providing constant care

53%
lived with the patient

139
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330

62
44

A Peek into CER Caregivers
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The Real-World Impact of CER Data
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