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Gene: 328 respondents 

Gene # %

BRCA2 115 35%

BRCA1 97 30%

ATM 25 8%

CHEK2 23 7%

PALB2 22 7%

RAD51C 8 2%

TP53 3 1%

RAD51D 3 1%

RAD51D 14 1.1%

TP53 13 1.0%

BARD1 1 <1%

CDH1 1 <1%

PTEN 1 <1%

Multiple 13 4%

Race / Ethnicity # %

Non-Hispanic 
White

283 87%

Hispanic / Latine 21 6.4%

Black / African 
American

12 3.6%

Asian / Asian 
American

8 2.4%

American Indian 
/ Alaskan Native

4 1.2%

Middle Eastern 4 1.2%

Hawaiian / 
Pacific Islander

0 0%

Race/ethnicity: 
327 respondents 

Gender # %

Female 318 97.0%

Nonbinary, 
gender-fluid, 
gender 
nonconforming

10 3%

Prefer not to 
share

0 0%

Prefer to self-
describe

0 0%

Gender: 328 respondents

Transgender Y/N # %

Yes 6 1.8%

No 321 97.9%

Prefer not to 
share

1 0.30%

Transgender: 328 respondents

Age # %

18-25 14 4.3%

26-30 25 7.6%

31-35 57 17.4%

36-40 111 33.8%

41-45 121 36.9%

Age: 328 respondents

Breast cancer survivor or high 
risk (Previvor): 309

Survivor/Previvor # %

YBCS 47 15%

Previvor/High risk 262 85%

FORCE Survey on Needs of People at High Risk 
for Breast, Endometrial, Fallopian Tube or 
Ovarian Cancer Due to an Inherited Mutation or 
Family History.  2024. Unpublished. 



GENETIC TESTING
RISK 

MANAGEMENT 
AND 

PREVIVORSHIP

“I still need peer support & 
financial support for previvors. 

Everything in funding is for 
cancer treatment, not 

prevention.”

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian 
Tube or Ovarian Cancer Due to an Inherited Mutation or Family History.  2024. 
Unpublished. 





Guidelines for Breast Cancer Risk Management

Breast cancer BRCA1/2 (female / AFAB)
• Breast awareness starting at age 18.
• Clinical breast exam, every 6–12 

months, starting at age 25 years.
• Age 25–29 years, annual breast MRI 

screening with and without contrast
• Age 30–75 years, annual 

mammogram and breast MRI 
screening with and without contrast.

• Discuss benefits / risks / costs / 
limitations  of risk-reducing 
mastectomy and risk-reducing 
medications. 

NCCN Guidelines: Genetic/Familial High-Risk 
Assessment: Breast, Ovarian, Pancreatic, vs. 3 2024



Guidelines Recommend Removal of Ovaries and Tubes

Ovarian cancer BRCA1/2 
• Recommend risk-reducing 

salpingo-oophorectomy 
(RRSO). 
• BRCA1:  Between 35 - 40.
• BRCA2: Given the later 

onset of cancer, it is 
reasonable to delay 
RRSO until age 40 - 45. 

NCCN Guidelines: Genetic/Familial High-Risk Assessment: Breast, Ovarian, 
Pancreatic, vs. 3 2024



Guidelines on Use of Hormones (HRT) after RRSO

• Hormone replacement therapy is 
generally not contraindicated and 
should be discussed with 
premenopausal patients without a 
personal history of breast cancer

• HRT recommendations should be 
tailored for the individual and should 
involve experts in menopause care.  

• Premature menopause due to RRSO can 
be  detrimental to bone, cardiovascular, 
sexual,  psychosocial, and neurologic 
health and generalized quality-of-life. 
Hormones can reduce these risks. 

NCCN Guidelines: Genetic/Familial High-Risk 
Assessment: Breast, Ovarian, Pancreatic, vs. 3 2024



Barriers to Breast Screening
Q. How easy or difficult were the following aspects of your breast screening?  

Emotionally preparing
for screening or results

Finding a facility
responsive to your

needs

Finding a facility with
experience managing

high risk people

Paying for breast
screening

Easy 79 156 205 156

Neutral 73 65 34 65

Hard 159 65 67 65

51%

19% 22% 23%

24%
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11%
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66%
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54%
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Mutation or Family History.  2024. Unpublished. 



142
43%186

57%

No

Yes

Many Respondents Chose Risk-Reducing Mastectomy 
(RRM)

Q. Have you had, or are you in the process of scheduling a double mastectomy 
with or without reconstruction? 



Barriers to Risk-Reducing Mastectomy
Q. How easy or difficult were the following aspects of your risk-reducing mastectomy?  

Deciding to have
surgery

Choosing the type of
reconstruction to have

Having the type of
reconstruction you

prefer

Having an aesthetic flat
closure

Easy 106 86 84 14

Neutral 8 11 22 13

Hard 69 78 58 14

38% 45%
35% 34%

4%
6%

13%
32%

58%
49% 51%

44%
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Mutation or Family History.  2024. Unpublished. 



Barriers to Risk-Reducing Mastectomy
Q. How easy or difficult were the following aspects of your risk-reducing mastectomy?  

Emotionally
preparing for

surgery

Emotionally
recovering from

surgery

Physically
recovering from

surgery

Physically
preparing for

surgery

Paying for
surgery/having

insurance cover it

Easy 23 32 32 68 92

Neutral 18 17 22 43 23

Hard 138 93 87 64 46

77%
65% 62%

36% 29%
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Mutation or Family History.  2024. Unpublished. 



Themes:
• Financial burden 
• Time and travel for 

expert care
• Access to fertility 

preservation
• Scanxiety
• Inconsistent or 

inaccurate 
information

Write In Comments on Barriers to Risk Management

The financial burden of MRIs and 
ultrasounds deters me from the 
additional screenings that are 
recommended.

I live in a services desert. 
Nearest breast MRI is 3.5 hr 
drive ONE WAY.



Themes:
• Coordination of 

care
• More information 

needed
• Financial burden 

of risk-
management

Burden of Risk Management

The waiting game 
was excruciating. I 
cried for two days and 
didn’t eat. I knew that 
having a double 
mastectomy was the 
ONLY thing that would 
bring me peace.

My surgery has not been scheduled, 
yet. We are not ready to close the 
door on another baby, but my 
insurance does not cover fertility 
treatments. The cost is about 
$15,000+. The hardest part is  
knowing we want another baby, not 
being able to afford it, yet feeling like 
having one naturally would be a sort 
of death sentence for putting the 
surgery off for so long.



Respondents Report Medical Advice Inconsistent with 
Guidelines

My daughter has a BRCA 2 
mutation. Her doctors are 
telling her she will die if she 
doesn’t have double 
mastectomy and 
oophorectomy immediately. 
She is 33 and in good health.

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian 
Tube or Ovarian Cancer Due to an Inherited Mutation or Family History.  2024. 
Unpublished. 

My provider was ordering 
regular annual screening 
mammograms until I sent 
her literature on screening  
recommendations for people 
with BRCA1 mutations.



No
102
88%

Yes
14

12%

Q. Has a doctor, nurse or other 
healthcare provider ever spoken 
to you about participating in a 
clinical trial related to hereditary 
breast cancer risk management? 

Breast Cancer Risk Management Research

No
19

18%

Yes
88

82%

Q. Are you interested in 
participating in hereditary breast 
cancer risk management clinical 
trials?

No
64

59%

Yes
45

41%

Q. Do you know how to find 
hereditary breast cancer risk 
management clinical trials?* 

*Many of the respondents indicated that they knew about clinical trials because of FORCE. 



CAREGIVING AND 
FAMILY “I provided care for my mother as 

she was dying of cancer as I was 
ending my own cancer treatment 

and learning about my BRCA2 
options. Tough times.”

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian 
Tube or Ovarian Cancer Due to an Inherited Mutation or Family History.  2024. 
Unpublished. 



Large Hereditary Cancer Caregiver Burden



Themes:
• Generational trauma
• Caregiving for multiple 

relatives at the same 
time

• Going through personal 
diagnosis at same time 
as caring for a relative 

• Gaps in information and 
support

120 Write-In Comments About Caregiving

A devastating experience losing 
my mom to cancer and a few 
months later losing my sister 
also to cancer. Most of it a daze. 

I was a child 8-10 years old 
taking care of my 
grandmother taking turns 
with my siblings. I expect this is 
not uncommon and children 
caring for relatives rarely get 
support.



FORCE PROGRAMS 
THAT ADDRESS 

NEEDS OF YOUNG 
SURVIVORS & 
PREVIVORS

“I really appreciate having this 
information readily available. It 
makes it easier to find relevant 
studies, without having to sort 

through the whole NIH website.” 

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian 
Tube or Ovarian Cancer Due to an Inherited Mutation or Family History.  2024. 
Unpublished. 



Expert Information on Hereditary Breast Cancer



Individual Guidelines for Each High-Risk Gene



Information on High Priority Topics 



eXamining the Relevance of Articles for You (XRAY) 

Yearly breast MRI screening improves outcomes for women with 
inherited BRCA mutations



Curated Resources for Previvors



Emotional Support from Peers 



1-on-1 Navigation from Peers 



https://bit.ly/force-find-experts

Navigation to Healthcare Expertise and Services 



https://bit.ly/force-research

Our Community is Interested in Participating in Research 



Research Search and Enroll Tool 



State Laws on Insurance Coverage for Breast Screenings 



Appeal Letters and Financial Resources 



Partnership Program 



Partners Share Syndicated Content 



https://bit.ly/force-gender-matters

Partner Collaborations 



Partner Collaborations 

https://bit.ly/npch-force-workshop



Stay in Touch!
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