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From Patient to Patient Advocate

Patient-led research found
8 out of 10 Black people living with
metastatic breast cancer would

” *sldnr participating in clinical trials.
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Objectives for Today’s Talk

Discuss the following areas of top concern
within the MBC community:

e Health disparities & racial inequities
* Clinical trials
e Quality of life & survivorship

* Education & support
* MBC research Advocates

- Including patients & caregivers looking
for resources and inspiration

Who is this talk for?

Showcase how patient advocates are addressing
these areas of concern

Cancer scientists
- Including clinicians & researchers interestefd
in learning about the power of patient
advocacy
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Addressing the Needs of the MBC Community through
Patient Advocacy

P
Emotional } [ Medical } [ Financial } [ Legal
-

p
Advocacy organizations offer educational resources to help
L patients navigate a cancer diagnosis

Policy

Patients influence government officials to increase funding for
cancer research & quality healthcare

Research

Patients use their own personal experiences to inform scientific
researchers and research processes
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Health Disparities & Racial Inequities
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Health Disparities & Racial Inequities
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Health Disparities & Racial Inequities
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Clinical Trials for Underserved Communities
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Quality of Life & Survivorship
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A SURVEY' OF 1,221 PATIENTS
WITH MBC FOUND THAT:
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86% BAD TREATMENT-RELATED
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Awareness & Education
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Después de un cancer de mama

Cancer
primario, tenga en cuenta las
siguientes sefiales de ALARMA
del cancer de mama secundario
Este tipo de cancer puede
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Awareness & Education
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Connection & Support
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Your Jewish Community Facing Breast Cancer
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Breast Cancer Social Media
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Support for MBC Patients
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From Patient to Patient Advocate

NATIONAL CANCER INSTITUTE
Division of Cancer Control & Population Sciences
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Office of Cancer Survivorship
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Cancer Survivor Stories: Christine

Christine

Metastatic
Breast C

HealthMonitor.com/BreastCancer p/

36 WAYS TO ' Know your
FEEL YOUR BEST "\ErSSsa“/ treatment

M Partner with your healthcare team 4 4 Optlons

¥ Be inspired by others who
have stage IV breast cancer

¥ Get answers from a top
breast cancer oncologist

~ Pty v

PATIENTS WHO INSPIRE RESEARCH A

The Johns Hopkins INSPIRE Breast Those Who INSPIRE Us 26 years old. She l¢

Cancer Research Advocacy Program is Christine was diagnosed with stage 4 BRCA1 mutation - )

a collaboration among breast cancer metastatic breast cancer in 2015 at age that increases the :flii?ﬁ;ﬁ%?{h';ffﬁf_
survivors, researchers and physicians 34. She had a complete response to her breast and other c: that, too—gives Christine
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Public Policy Advocacy

K

Cure

Beth Caldwell
Founder

ME

#PINKISNOTACURE

Katherine O’Brien
Challenged NCI & CDC to count all
people living with MBC

NATIONAL BREAST CANCER COALITION Tori Geib
Fran Visco Changed Ohio legislature to prohibit “fail
President first” drug coverage policies
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Funding MBC-Specific Research
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Funding or Conducting Breast Cancer Research
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Breast Cancer
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Accessing Clinical Trials

BREAST CANCER TRIAL SEARCH
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Research Advocacy
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Advocates in Science

) Elda Railey & Mary Lou Smith
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Patient Advocates
In Research (PAIR)

Founder & President
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Research Advocacy

GUIDING RESEARCHERS & ADVOCATES
TO SCIENTIFIC PARTNERSHIPS.

2023 ASCO
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San Antonio Breast Cancer Symposium®, December 6-10, 2022


http://www.graspcancer.org/
https://twitter.com/christeeny513
https://twitter.com/itsnot_pink
https://twitter.com/MarlenaDM
https://twitter.com/christeeny513
https://twitter.com/itsnot_pink
https://twitter.com/MarlenaDM
https://twitter.com/GRASPtweets
https://twitter.com/GRASPtweets
https://twitter.com/sandisues
https://twitter.com/sandisues

Rare & Special Breast Cancer Populations
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Brain Metastasis Initiatives

Elizabeth Frank Flori Hendron Christine Hodgdon Lianne Kraemer

Marina Kaplan

MARINA KAPLAN PROJECT:
BREAST CANCER

BRAIN
METASTASIS
INITIATIVE

Gwen Manchion Ginny Mason Julia Maués Reilly Starr Lynda Weatherby
Metastatic Breast Cancer

MBC > MBCRBrainMetsorx
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Thank you!

Christine Hodgdon, M.S. Stephanie Walker, R.N.
@ christine@GRASPCancer.org @ stephaniewalker1303@gmail.com
[’] @christeeny513 [’] @faceofstagesd
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