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2024 Survey for People at High Risk for Breast / Gynecologic Cancers:
<45 and Female, Nonbinary or Transgender Cohort

Total N=1261/Filtered N=328

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%

Age: 328 respondents

Age H %
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%

Breast cancer survivor or high
risk (Previvor): 309

Survivor/Previvor

YBCS 47 15%

Previvor/High risk 262  85%

©2021 Proprietary and Confidential. All Rights Reserved.

Gender: 328 respondents

Gender # %
Female 318 97.0%
Nonbinary, 10 3%
gender-fluid,

gender

nonconforming

Prefer not to 0 0%
share

Prefer to self- 0 0%
describe

Transgender: 328 respondents

Transgender Y/N | # %

Yes 6 1.8%
No 321 97.9%
Prefer not to 1 0.30%
share

Race/ethnicity:
327 respondents

Race / Ethnicity | #

Non-Hispanic 283

White

Hispanic / Latine 21
Black / African 12
American

Asian / Asian 8
American

American Indian 4
/ Alaskan Native

Middle Eastern 4

Hawaiian / 0
Pacific Islander

%
87%

6.4%
3.6%

2.4%

1.2%

1.2%
0%

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 Unpublished.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

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Unpublished.
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Guidelines for Breast Cancer Risk Management

National Comprehensive

Breast cancer BRCA1/2 (female / AFAB)
© B rea St awa re n eSS Sta rti n g at a g e -l 8. NCCN Clinical Practice Guidelines in Oncology (NCCN Guidelines®)

- Genetic/Familial
Clinical breast exam, every 6-12 High-Risk Assessment:

months, starting at age 25 years. Breast, Ovarian, and Pancreatic

Age 25-29 years, annual breast MRI
screening with and without contrast

Age 30-75 years, annual
mammogram and breast MR
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

National Comprehensive
NCCN | Cancer Network®

NCCN Clinical Practice Guidelines in Oncology (NCCN Guidelines®)

Genetic/Familial
High-Risk Assessment:
Breast, Ovarian, and Pancreatic

Version 3.2024 — February 12, 2024

NCCN.org

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

Ovarian cancer BRCA1/2

- Recommend risk-reducing
salpingo-oophorectomy
(RRSO).

« BRCAI: Between 35 - 40.
« BRCA2: Given the later

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




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
taillored 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?

100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

Finding a facility Finding a facility with
responsive to your experience managing
needs high risk people

W Easy 79 156 205 156
® Neutral 73 65 34 65
m Hard 159 65 67 65

Emotionally preparing
for screening or results

Paying for breast
screening

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian Tube or Ovarian Cancer Due to an Inherited

F R C E Mutation or Family History. 2024. Unpublished.
Facing Hereditary Cancer EMPOWERED



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?

mNO
mYes




Barriers to Risk-Reducing Mastectomy

Q. How easy or difficult were the following aspects of your risk-reducing mastectomy?

100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

W Easy
® Neutral
m Hard

Deciding to have
surgery

106
8
69

Choosing the type of
reconstruction to have

86
11
78

Having the type of
reconstruction you
prefer

34
22
58

Having an aesthetic flat
closure

14
13
14

Facing Hereditary Cancer EMPOWERED

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.




Barriers to Risk-Reducing Mastectomy

Q. How easy or difficult were the following aspects of your risk-reducing mastectomy?

100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

Emotionally Emotionally Physically Physically Paying for
preparing for recovering from recovering from preparing for surgery/having
surgery surgery surgery surgery insurance cover it

M Easy 23 32 32 68 92
® Neutral 18 17 22 43 23
m Hard 138 93 87 64 46

FORCE Survey on Needs of People at High Risk for Breast, Endometrial, Fallopian Tube or Ovarian Cancer Due to an Inherited

F R C E Mutation or Family History. 2024. Unpublished.
Facing Hereditary Cancer EMPOWERED



Write In Comments on Barriers to Risk Management

Thgmes: The financial burden of MRIs and
« FiInancial burden ultrasounds deters me from the
: additional screenings that are

e Tlme and travel fOr recommended.

expert care 5 |
- Access to fertility

prese rvation [ live in a services desert.

: Nearest breast MRI is 3.5 hr

: Scan><|ety drive ONE WAY.
- Inconsistent or

inaccurate L

INformation




Burden of Risk Management

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

%

My surgery has not been scheduleqd,
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.

L~



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.

My provider was ordering
reqgular annual screening
mammograms until | sent
her literature on screening
recommendations for people
with BRCAT mutations.

d

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.

e



Breast Cancer Risk Management Research

Q. Has a doctor, nurse or other Q. Are you interested in Q. Do you know how to find
{\()e?/gcncaalorgu%rg\a/%ecg eg/teigéegléen participating in hereditary breast hereditary breast cancer risk
clinical trial related to hereditar cancer risk management clinical management clinical trials?*
breast cancer risk management? trials?

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



CAREGIVING AND
FAMILY

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

53% of respondents
provided care to a
relative with cancer

Q. Have you ever provided support or
care for a relative with cancer? N=328

m Yes m No

ereditary Cancer Caregiver Burden

Gap between resources needed and used

90

m Needed m Used
80
70
&0
50
40
30
20
10 ] 16
0 . ; .
. Assistance in Education and
Education and : : - . .
. . Peer support or : : Financial finding resources  information about
information on . Financial support . o
bei . emotional support navigation from a peer or the relative's
ing a caregiver . . :
nurse navigator diagnosis
B Needed 83 a1 50 48 68 79
m Used 25 23 6 3 16 60




120 Write-In Comments About Caregiving

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 iInformation and
support

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. | expect this is
not uncommon and children
caring for relatives rarely get
support.

L



FORCE PROGRAMS
THAT ADDRESS
NEEDS OF YOUNG
SURVIVORS &

PREVIVORS




Expert Information on Hereditary Breast Cancer

[ ] M a I ' r e S p O I ‘ d e I ‘ tS ‘ o Stages and subtypes o Standard therapy o Biomarkers, targeted and immunotherapies

o Inherited mutations

received conflicting

Breast cancer subtypes
Cell types

) L
I n fo r m a t I O n a b O l I t Breasts are made up of two main types of cells; the breast lobules, which make milk, and the breast ducts which carry the milk to the

nipple.
m Ductal carcinoma is cancer that starts in the ducts. This is the most commen type of breast cancer.
° ° ° m Lobular carcinoma starts in the breast lebules. This is less cemmean than ductal carcinoma.
t h e I r I I I e d I C a | O p t I O n S . There are other. very rare types of breast cancer. Inflammatory breast cancer is a very fast growing type of ductal carcinoma. Paget's
disease of the breast is a type of ductal carcinoma that affects the nipple and arecla. Phyllodes turmors start in the connective tissue of the
breast.

We have treatment

Breast Cancer Risk In the News

° Who is at risk for breast cancer?
a I I r I S - Every person is at risk for breast cancer. The average lifetime risk for breast cancer in women is

Chest about 13 percent. This means that one out of every eight women will get breast cancer in their

muscles lifetime, usually after age 60. Men can get breast cancer, however, the average risk for male breast
Rib bone cancer is very low, less than 1 percent. People with an jnherited. mutation in the genes listed below
have a higher-than-average risk for breast cancer, often at a younger age. The risk varies based on

mMmanagement ,

Skin—/ wige

= gender Study : Genetic testing among people with
cancer can find mutations that may affect
treatment and prevention

anatomy of the breast
= presence of a gene mutation

1 1 Stages = personal and family history of cancer
gulgaelines an

The stage of a cancer refers to whether the cancer has spread bey:
Measuring the stage of breast cancer helps doctors decide how to
can grow and spread:

resources organized

Is breast cancer hereditary?

About 10 percent of people with breast cancer have an inherited mutation linked to increased cancer risk. Inherited mutations in the genes below increase
the risk for breast cancer and can cause cancer to run in families. Some of these genes also increase the breast cancer risk in men and people assigned
male at birth co g can help people learn if they are at high risk

Genes that Increase Breast Cancer Risk in Women and People Assigned Genes that Increase Breast Cancer Risk in Men and People Assigned Male
Female at Birth at Birth

ATM, BARD1 BRCA1, BRCA2, CDH1 CHEK2, NF1, PALB2, PTEN, RAD51C BRCA1, BRCA2, CHEK2, PALB2

situation. g s s
o

by cancer type and

Other genes have been linked to an increase in breast cancer risk. Most of these are rare.




Individual Guidelines for Each High-Risk Gene

Information for People with an Inherited PALB2
Mutation

What are the cancer risks for people with a PALB2 mutation?
People with an inherited mutation in PALB2 have increased risk for certain cancers, including:
m breast cancer (male and female)
m pancreatic
u fallopian tube
m ovarian

What can people with a PALB2 mutation do?

People with a PALB2 mutation have options for screening, prevention and treatment of hereditary
cancer. There are expert guidelines and clinical trials that focus on:

m screening and early detection
w risk-reduction
m freatment

There may be other medical concerns for people with a PALB2 mutation, including a rare childhood
disease known as Fanconi anemia which can happen in people who inherit a mutation in both copies
of their PALB2 gene.

Each of these topics is outlined in more detail in the sections highlighted below.

INFORMATION BY MUTATION TYPE:

(Mutations in alphabetical order)

Ih the News

Update : A breast cancer vaccine for
people with an inherited BRCA1,
BRCA2 or PALB2 mutation

Study : H. pylori bacteria infection
risk of stomach cancer in mutation
carriers

Cancer Treatment for People with Inherited BRCA1 Mutations

Testing positive for an inherited BRCAL mutation may affect your treatment options or eligibility for clinical trials studying which treatments work best. The
following are examples of situations where a BRCAL mutation may play a part in treatment decision-making. Note that when we use "‘men” and "women"
we are referring to the sex you were assigned at birth

m Breast cancer m Pancreatic cancer

m Ovarian cancer m Prostate cancer

Breast Cancer

Surgical decisions In the News
Because of the very high risk for a second (or third) breast cancer diagnosis, women who are

diagnosed with breast cancer who test positive for an inherited mutation in BRCAL often

choose bilateral mastectomy rather than lumpectomy and radiation. Mutation carriers who undergo

mastectomy are less likely to develop a second breast cancer.

Unlike women, the risk for a second breast cancer diagnosis in men with a BRCAL mutation is low. For
this reason, bilateral mastectomy may not be recommended

Treatment options for metastatic breast cancer

The PARP inhibitors, Lynparza (also known as olaparib) and Talzenna (also known as talazoparib) both

have received FDA approval for treating metastatic breast cancer caused by a BRCA mutation Topic : Progress in the treatment of

triple-negative breast cancer
Treatment options for early-stage, high-risk breast cancer
The PARP inhibitor, Lynparza is FDA approved to treat people with early-stage, HER2-negative breast
cancer who have an inherited BRCA mutation and who are at high risk for recurrence.




Information on High Priority Topics

67 n e e d e d Managing Menopause with Hormones

You should talk with your health care provider who can help you make a decision about whether hormone replacement is right for you. Note that when we

Use "wormen’ we are referfing to people assigned fermale at birth

L] L]
Benefits and risks of hormone replacement therapy
The decision to take hormone replacement after menopause is a very personal decision. There are

Find a Menopause Expert

benefits and risks for hormane replacement that depend on your personal situation. Hormone

replacement can improve many of the symptoms and side effects of menopause. including:

= hot flashes

= Ostaopenia and osteoporosis
a O u E E a r y_ O I I ; ( uvaginal side effects
= senual side effects

However, hormene replacament has risks, including

The
Menopause
Society”

The Menopause Society

= Oral estrogen has bean linked to an increased risk for blood clots and stroke. Estrogen skin The Menopause Society has a tool to

patches do not appesr to increase these risks
I I l e I I O p a u Se = When estrogen is combined with systemic progesterone it can lead to an increased risk of breast

cancer after several yaars of Lse

help people find practitioners with
expertise in managing menopause.

click here
= When estrogen is used without progesterone. there is an increased risk for uterine cancer. -

*Note: much of the research on these risks studied older women whe took hormone replacement

® after natural menopause
O O l I I I I | u For healthy. high risk previvors (women who never had a cancer diagnosis) who g

overies before age 45, most experts believe the benefits or hormone replacement
utweigh the risks, even in women with intact breasts.

= For pecple who have been diagnosed with breast cancer, most experts believe th
hormone replacement outweigh the benefits

Gnee you have made & decision to take hormone replacement. there are additional d
type of replacement, including

ypa of hormones contained in the praparation

d ecC | S | onNs a bo u t Reconstruction > Tissue Transfer

About my surgery

b re a St Bilateral prophylactic nipple-sparing mastg

Photos

reCO n St r u Ct i O n Click an image below to view a larger imag

Pregnancy After a Cancer Diagnosis

Research suggests that it is safe for many cancer survivors to become pregnant after treatment.
However, the exact risks for pregnancy in cancer survivors vary depending on the woman’s health, the
type of cancer she had, and the treatment she received. For women diagnosed with breast cancer,
pregnancy has not been linked to an increase the risk of recurrence for most survivors. Further, breast
cancer treatment does not appear to affect the long term health of children conceived after treatment
has ended

There are several topics that women considering pregnancy after treatment should discuss with
her health care provider before becoming pregnant, including

m when it is safe to become pregnant
m any medical issues caused by cancer or treatment that may affect her pregnancy
m risk for cancer recurrence

m risk for a second cancer diagnosis and recommendations for managing this risk

In the News

Study : Pausing hormone therapy to pursue
pregnancy does not increase the short-
term risk of early-stage cancer recurrence
Women who paused hormone therapy
treatment of early-stage hormone receptor-
positive (HR-positive) breast cancer to
attempt...




eXamining the Relevance of Articles for You (XRAY)

FORCE's XRAY YearIY breast MRI scre.ening improves outcomes for women with
inherited BRCA mutations

Program helps SUNIARY

An international research study of yearly breast MRI screening among women with BRCAL and r‘ ™
BRCAZ gene mutations found that BRCA1 carriers who had MRI screenings were less likely to die of |

» 1
p e O p | e | O O k breast cancer than those who did not. Additional studies with more BRCA2 mutation carriers are
needed to determine if yearly breast MRIs reduce deaths from breast cancer in this group. (Posted | |
6/24/24) '}! _
. %/ \ -t -
b e h I n d t h e Este articulo estd disponible en espariol. J\_ ] ) | e
Printer Friendly Page & Read the Original Article ’ —
L]
headlines by |

providing plain st s e s
|a ng uage RELEVANCE

Most relevant for: People with a BRCA1 or BRCAZ mutation who are considering breast MRI screening
It may also be relevant for:

S u m m a rleS Of + people with breast cancer

® previvors
» people with a genetic mutation linked to cancer risk

r e | eva I l t r e S e a r ‘ | l . Relevance: Medium-High Strength of Science: Medium-High Research Timeline: Human Research
Low High  Low High @ @

e o
EEEEEngEE EEEEEOgEEE BEEEENNG

Relevance Rating Details




Curated R

INFORMATION AND RESOURCES FOR PREVIVORS
Previvors are people living with an increased risk for cancer. Previvors hava

unique information and support needs that are different from cancer
survivors and people in treatment

Stay up to date on research and information

Sign Up for FORCE Newsletters

Previvor

What is a Cancer Previvor? What's behind the definition of previvor?
FORCE coined the term in 2000 in response to a challenge by

& FORCE member who posted, | nead a labell

The meaning of the word “previvor” is a “survivor of a predisposition to cancer.”
Previvors are people living with an inherited mutation who have never been
diagnosed with cancer Prior te our coining the term. the medical community referred
to previvors as “unaffected carriers,” a designation many
people found dismissive. The term previvor unites a
community of impertant stakeholders to advocate for more
research. resources and policy protections.

The term includes people with an inherited mutation, a family history of cancer,
or some other factor that increases their risk for cancer,

Previvers have medical options to manage their cancer risks. These include

» enhanced screening to find cancer early and at its most treatable stage.

= medications. lifestyle changes and other approaches to lowering cancer
risk.

= surgery to remove organs at high risk before cancer develops.

u clinical research studies that are testing new ways to manage risk.

Genes linked to hereditary cancer risk

Check out our list of genes to leam more sbout the risks and recommendations for
previvors in each selected gene

Information by gene

Cancer risks and management guidelines vary by gene, therefore, it's important te kriow
which mutation you have. A genetics expert can help you understand more abeut your

esources for Previvors

....C '\‘.’9
silllis =
National Hereditary

Cancer Week
9.29.24—10.5:24

Young Previvors Support Group

BRCA-P'

-

BRCA1 Breast Cancer

Prevention Study

Denosumab for Breast Cancer
Risk Reduction in Women With
an Inherited BRCA1 Mutation
(The Breast Cancer Prevention
Study)

Clinicaltrials.gov identifier:
NCT04711109

Prevention

Prevention study enrolling
women ages 25-55 with a
BRCA1 mutation

More info




Emotional Support from Peers

7 7% found it hard to
emotionally prepare
for mastectomy.

66% found it hard to
emotionally recover
from mastectomy.

67% found it hard
to emotionally
prepare for

oophorectomy
surgery (RRSO).

51% found it hard to
emotionally recover
from RRSO surgery.

Virtual Meetings

1-to-1 Peer Navigation
Private Facebook Group
Message Boards

Helpline

Click on one of the Support Groups below to learn

General Virtual Support Group

ATM, CHEK2, PALB2 & Other Mutations
Virtual Support Group

LGBTQIA+ Virtual Support Group
Parents or Caregivers Virtual Support Group
Lynch Syndrome Virtual Support Group

Previvors Virtual Support Group

more about that group.

American Sign Language (ASL) Virtual
Support Group

Grupo Virtual de Apoyo en Espaniol

Men's Virtual Support Group

People of Color Virtual Support Group

Young Previvors Virtual Support Group

Survivors Virtual Support Group




1-on-1 Navigation from Peers

Many respondents needed
navigation assistance:

 55% needed help related
to genetic testing.

54% needed help related
to caregiving.

49% needed help related
to breast cancer risk
Management.

47% needed help related
to gynecologic cancer
risk management.

Get Matched for 1:1 Support

Our free Peer Navigation Program connects cancer survivors, people at high risk and their caregivers
to support and resources personalized for their situation. This program is for individuals who have just
learned about their hereditary cancer risk as well as those who have known about it for many years.

S [
Receive free guide ﬁ“

e

FORCE will send you important resources to help you make informed
medical decisions with your doctors.



Navigation to Healthcare Expertise and Services

FIND HEALTHCARE PROVIDERS
® 40% Of reS pO n d e ntS Find the experts you need

epending on your situation, you may fit by speaking with the fc

fou nd it ha rd to find _BreastReconstructm i Which Experts Do You Need:
a facility that offers g e | |2

fertility preservation.

22% of respondents
: :
found it hard to find " | p———

plannmg \_ha en

a facility with g
expertise In [ |

mMmanaging high-risk
patients. ot e G

stinal tract, |

Search for Experts

Juipment
situation?

stoma lon and par

Ar primary
Find Experts Find Experts alth pl

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




Our Community Is Interested in Participating in Research

Research & Clinical Trials > Featured Research

Qur Featured Research Page lists cancer prevention,
treatment and quality of life studies enrolling people with
or at high risk for hereditary cancers. Sign up for our
community newsletter to stay up-to-date on the latest
hereditary cancer research

« 88% are interested
IN participating in
clinical trials.

88% have never
been told about
studies by their
healthcare team.

59% do not know
how to find a study
relevant to their
situation.

Sign Up Now

Featured Research

Social Support and Coping
Strategies Among LGBTQIA+
Cancer Patients

Study of a New Investigational
Inhibitor to Treat People with
Advanced Solid Tumors

Clinicaltrials.gov identifier:
NCT05932862

Surveys, Registries, Interviews
This study explores how
different levels of support
systems influence coping
strategies among LGBTQIA+
cancer patients

Treatment
Treatment study for people with
advanced solid tumors

Quick Search @
How to Use Qur Search and Enroll Tool

PROMISE Registry: A Prostate
Cancer Registry of Outcomes
and Germline Mutations for
Improved Survival and
Treatment Effectiveness
Clinicaltrials.gov identifier:

NCT04995198

Surveys, Registries, Interviews
A screening registry for people
diagnosed with prostate cancer

https://bit.ly/force-research

In-Depth Search @ View All

Additional Help

(BRCA-P}

BRCA1 Breast Cancer
Prevention Study

Denosumakb for Breast Cancer
Risk Reduction in Women With
an Inherited BRCAL Mutation
(The Breast Cancer Prevention
Study)

Clinicaltrials.gov identifier:
NCT04711109

Prevention

Prevention study enrolling
women ages 25-55 with a
BRCAL mutation



Research Search and Enroll Tool

Custom database of
studies enrolling people
with inherited mutations.

Study listings written
INn plain language
Includes studies on:
e Treatment

 Detection,
prevention,
INnterception, risk
* Quality of life

e Surveys and
registries

Study Contact Information:

) _ - Clinicaltrials.gov identifier:
Printer Friendly Page & NCT04711109
For additional information, please contact:

Prevention
(BRCA-P}
—
Judy E. Garber, MD, MPH: (617} 632-5961 or by

Prevention study enrolling women ages 25-55
with & BRCAL mutation

BRCAI BreaSt Cancer email: judy_garber@dfci.harvard.edu

Prevention Study

Dencsumab for Breast Cancer Risk Reduction in
Wermnen With an Inherited BRCAL Mutation (The
Breast Cancer Pravention Study)

Denosumab for Breast Cancer Risk Reduction in Women With
an Inherited BRCA1 Mutation (The Breast Cancer Prevention
Study)

About the Study

The BRCA-P Study is an international ressarch study for women who are born with a mutation
(change) in one of their BRCAL genes. The main purpess is to find out if the study medication,
denosumab, can decrease the risk of developing braast cancer comparad to a placebo (inactive
substance) in wornen with 3 BRCAL gene mutstion.

Dencsumab is a drug approved by the FDA for treating osteoporosis (weakening of the bones) in
healthy people. It is also approved for sericus bone problems in people who have cancer that has
metastasized (spread) to the bone. Some commen side effects of denosumab include muscle and
bone pain, shortness of breath, and low levels of calcium and phosphate in the blood. If you choose
to take part in this study. your study doctor will carefully decide if denosumab is right for you.

Type of Study:

THIS STUDY IS OPEN TO:

You may be eligible to participate in the BRCA-
P Study if you:
m Are a wornan who has a confirmed BRCAL
gens mutation (variant)

m Are 25 to 55 years old Do NOT have a
history of breast or ovarian cancer

m Are not pregnant or breastfeeding
m Have not had a mastectomy (removal of
breast(s) by surgery)
We encourage women of all racial and ethnic
groups to participate in this study so that it

fully represents all populations affected by
BRCA1 mutations.

THIS STUDY IS NOT OPEN T

The study is not open to people assigned at
birth as male.

The study is not open to women:

m who have had a prior bilateral
mastectomy.

m who have 3 history of breast or ovarian
cancer (including fallopian and peritoneal
cancer).




State Laws on Insurance Coverage

State Laws

L]
At the federal level, the Affordable Care Act requires coverage of certain cancer screenings at no cost
to the patient. These screenings are appropriate for people at average risk of cancer. Additional cancer

screenings are typically recommended for people with an inherited genetic mutation that increases
their cancer risk. Many states have laws requiring coverage of these “supplemental” screenings and

t t | r | t d other health services for individuals at increased risk of cancer,
S a e a WS e a e Click below to learn about your state’s breast screening lawi(s). In the coming months, we will add

information about laws for other high-risk cancer screenings.

to insurance

for Breast Screenings

Take Action Now

Become an Advocate

2024 Policy Priorities

Federal Policy

+ Advocacy Archive

coverage for care.

Alaska + Interested in current legislative efforts?

Visit the Public Pelicy section of our

website for information about

: 23% Of Arizona
respondents
had difficulty

. Breast Screening
p a y I I I g fo r No state law. This state follows the federal breast cancer screening law:
= Coverage of annual breast cancer screening mammograms (including tomosynthesis/:
o | o mammeograms) with no copay, deductible, or coinsurance starting at age 40

screening.

m Mammograms before age 40 and screening with other technologies such as MRl o
ultrasound are not covered by federal law and cost-sharing applies

m Includes most individual and group health plans

» Women only

Kentucky

Breast Screening

m Currently follows the federal breast cancer screening law

Effective January 1, 2025

m Follows National Comprehensive Cancer Network (NCCN) guidelines

m Coverage of supplemental/high-risk screening and diagnostic imaging with no
copay, deductible, or coinsurance

m Includes most individual and group health plans, and Medicaid

m Gender-neutral

Note: Coverage with no cost-sharing applies to in-network providers and facilities
only. Unless explicitly stated, these laws may not apply to Medicaid, Medicare, self-funded,
high-deductible, catastrophic, ERISA, federal, or small employer health plans.

Disclaimer: FORCE does its best to reflect information about current laws that benefit the
hereditary cancer community. The information provided may not be comprehensive and is
not a guarantee of coverage. Contact your health plan or state insurance commission for

additional information.

Don't have a known genetic mutation but have dense breasts? Visit DenseBreast-info.org for
the latest on state and federal laws related to breast density notification and screening.




Appeal Letters and Financial Resources

p rOV| d | N g Sam p | e Our sample letters help you appeal insurance denials

FORCE has created sample appeal letters for a variety of screening and preventive services as well as treatments needed by members of our community.
Simply click on the link to download the letter template in a Microsoft Word file.

a p p e a | | e tt e rS a I I d It is important that you personalize the letter to include details about your unique circumstances and include supporting documentation such as genetic

test results, doctor's notes, etc. to make a solid case for approval. You should also ask your healthcare provider (surgeon, oncologist, etc.) to submit an
insurance appeal on your behalf or to write a letter of medical necessity which you can include with your written appeal.

L]
| I I I kS t O p r O g r a I I I S Need help with an appeal for a service or situation not listed? Email us for assistance.

Genetic Services

a n d p a rt n e rS t h a t = BRCA counseling_and/or testing - women

m BRCA counseling_and/or testing - men

L] L] .
offer financial e e
m Breast screening_MRI - women with BRCA mutation

w Breast screening_MRI - women with mutation other than BRCA

L]
a SS I St a I . ‘ e m Breast screening_ MRI - women with 20% or higher risk (no known mutation)
L]

m Colonoscopy - people with Lynch syndrome

= Mammogram - women with BRCA mutation

[ ] 5 / f = Mammogram - women at increased risk of breast cancer (no genetic testing or no genetic mutation
4% O
reS pOndentS Find resources to help pay for care

FORCE does not provide financial assistance. However, we are happy to share these national

needed financial o |

Low-cost or no-cost genetic testing is Some organizations offer financial assistance H H
S U p p O rt Patient Advocate Foundation

Solving Insurance and Healthcare Access Issues | since 1996

available from many labs and organizations for specific cancer screenings, such as
mammograms and colonoscopies.

Established in 1996, Patient Advocate Foundation is a

)
73 A) Of res po N d e ntS national 501(c)(3) non-profit organization which
. provides case management services and financial aid to
found it hard to Americans with chronic, fe-theatening, and debittating

e o Limited assistance is available to offset the Financial assistance for fertility services may .
a fo r fe rt I | I t out-of-pocket costs of risk-reducing be available to individuals undergoing cancer d|Sea S5es.
surgeries. treatment or hereditary cancer risk-reducing

surgery.

preservation.




Working wit

partners to
INCrease
access to

Information,
INnclusive care
and
resources.

Partnership Program

Through our partnership program, we work together with other organizations to advocate for greater awareness, broader
access to care, and better treatment and prevention options for all those who are impacted by hereditary cancer.

= You can view or search for partners below.

= If you are interested in becoming a partner, you can read more about our program and apply_here.

Find a Partner

Search for a Partner by Areas of Focus (Multiple checkboxes allowed.)

OAND -® OR

PARTNER SPOTLIGHT

And = Both (or more) of your selections must be relevant to this partner. This will narrow your

results significantly.

Or = Any of your selections must be relevant to this partner. This will provid
number of resuilts.

O Breast cancer O Race, ethnicity, sexual|
0 Gastrointestinal cancer (colorectal, gastric,

pancreatic)

O Financial support or n
O Genetics

0 Gynecologic cancer (endometrial, fallopian
tube, ovarian)

O Behavioral health or

O Clinical services
0 Melanoma

() Research
0 Urogenital cancer (bladder, kidney, prostate) i

O Health Equity

O All Cancers

) Other cancers

O Hereditary cancer

All Partners
» ABCD: After Breast Cancer Diagnosis

» Academy of Oncelogy Nurse and Patient

» AlM at Melanoma

» AliveAndKickn

» AnCan

» Bag It

» Basser Center for BRCA

» Bay Area Cancer Connections
» Black Health Matters

» Bloom Syndrome Association

» Breast Cancer Resource Center

» Breast Cancer Support Services of Berks
County

» Breastcancer.org
» BreastReconstruction.org

» Byrd Cancer Education and Advocacy

Foundation
» Cancer Support Community
» CCARE Lynch Syndrome
» Cierra Sisters

» Colon Cancer Coalition

» Gl Cancers Alliance

» HIS Breast Cancer Awareness

» Hope for Stomach Cancer

» Hospital Oncoldgico Dr. Isaac Gonzalez
Martinez

» Hospitales HIMA+San Pablo

» JScreen

» Keepers of the Flame Foundation, Inc

» Know Your Lemons Foundation

» Let's Win Pancreatic Cancer
Living Beyond Breast Cancer
Male Breast Cancer Global Alliance
Male Breast Cancer Happens
Malecare
Mayberry Memoria
Metastatic Breast Cancer Alliance
Metaviver Research and Support, Inc
National Alliance for Hispanic Health

National Association of Chronic Disease
Directors

» National Coalition for Cancer Survivorship

» National LGBT Cancer Network

» Patient Advocate Foundation

» Patient Empowerment Network (PEN)
» Pink Fund

» Pink Ribbon Moms

» Prevent Cancer Foundation

» Project Life

» Prostate Conditions Education Council

» PTEN Hamartoma Tumor Syndrome
Foundation

» SHARE Cancer Support

» Sharsheret: The Jewish Breast & Ovarian
Cancer Community

» Surviving Breast Cancer

» Susan G. Komen

» The Beautiful Gate Cancer Support and

Resource Center
» The Chrysalis Initiative
» The Clearity Foundation
» The Missing Pink Breast Cancer Alliance
» The Raymond Foundation
» Tigerlily Foundation

» Touch, The Black Breast Cancer Alliance




Partners Share Syndicated Content

Partners help
disseminate
XRAY articles
and research
studies using
syndicated
content.

ABOUTTOUCH v #BLACKDATAMATTERS BLESSTIELOVE YOUNGWOMEN NEWS v RESOURCES v

Quality of Life
Women diagnosed with breast
cancer between the ages of 15-

Treatment

Treatment study for people with
advanced breast, ovarian,
pancreatic or prostate cancer or
gliomas

Young, Empowered & Strong: Web-Based Symptom
Monitoring and Self-Management for Young Adult

| Breast Cancer Survivors (YES Study)

The goal of this study is to measure whether a web-based patient-reported symptom monitoring
and self management portal, Young, Empowered & Strong (YES), improves the quality of life of
young breast cancer survivors.

Read More...

Study of
Combin
with Ad

This research i
anti-cancer drt
type of target
tolerance, ho

Read More...

HOME ABOUT  SERVICES RESEARCH  CONTACT

El programa eXamining the Relevance of Articles for You (Examinar la relevancia de articulos para usted o XRAY, por sus siglas en
inglés) de FORCE

Genes, asesoria genética y desigualdades en el cancer
de endometrio

La inmunoterapia mejora los resultados del
tratamiento contra el cancer de endometrio
avanzado




Working with
partners to
INCrease
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INnclusive care
and
resources.

Partner Collaborations

WHY GENDER MATTERS IN BREAST CANCER CARE

Many health
everything from

mendations for

rd by thei der anc
pecple, don't have a

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

o

F:QEPFQ(::EEéQLIVHNSBEYOND

BREAST CANCER®

Facing Hereditary Cancer EMPOWERED

national
in partnership with: lg‘l)l( [1+

cancer

network

ppropriate

t the




Working with
partners to
INCrease
access to
Information,
INnclusive care
and
resources.

Partner Collaborations

WHAT YOUR GRANDPARENTS DIDN'T |W
KNOW ABOUT CANCER COULD
SAVE YOUR LIFE!

Do you know your family health history? Does your family

the topic? Let’s break the cycle of silence! Join FORCE and

Join FORCE and the National
Pan-Hellenic Council for a
free lifesaving workshop!

about cancer genetics and how this information could prot Register now:

o
bit.ly/nphc-force-workshop  [HeS:
= 4

FORCE Board President
Colorectal and Endometrial
Cancer Survivor

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



Stay in Touch!

Website:  FacingOurRisk.org

Helpline:  866-288-RISK Thﬂl’lk '
Email: info@FacingOurRisk.org Y u.

Get Social: FacingOurRisk
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