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Purpose HHB—To enhance awareness and
understanding of Patient Advocacy

BEATFRALV—DEHEEEZSOHD

Objectives H#&—To understand (1) what patient
advocacy Iis and (2) the value of patient advocates,
their roles, and where/how they train and serve
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A Glimpse at Patient GYNECOLOGIC

IGCS Advocacy—US Style CANCER INTERGROUP

8 INTERNATIONAL BETFRARA—DFZ=R -
(/ GYNECOLOGIC 7)“)jj-cs‘j:

CANCER SOCIETY

« Exponential growth over last 20 years
RIT20FMH TREBEL TS

» Lots of training opportunities (e.g., through site-specific groups & NCI)
Fo—Z=2 T DHRIFTZ N (BRRERERY IL—T PEIINAMTAT)

« Significant advocacy strides in ovarian cancer community
BIENARETTERAS—DREGESHH T

« Today, advocacy presence in virtually all funded research & programs
BEERHMEZITTVSIREALEDRRENLTOT S LTT R RAS—SN

LTLS

« A work-in-progress in terms of meaningful engagement

ERDHHEDLYDHTHEITER
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9 INTERNATIONAL  EREBETFRARAS —> T
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Patient Advocacy is a field of health care focused on
BETERA—IE. TRORICT+—HALIZERED—HHTH D,
*Placing and keeping patients at the center of health care

BICBBAZTHRIDICES. HFEI D

*Giving voice to all patients, survivors, & caregivers

BE YNAN—  ZLTNHEEFEOIRTIZREZTEZS

«Serving patients, survivors, caregivers, & the health care system

BE.FNAN\— NEE. TLTERHKIEIZ]
*Educating patients, the public, & health care professionals

BE.—RMR.ERESEZEFTIDS
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I G cs Patient Advocates Are... [CRENRASIOINGIEI(®
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| BEATFRTA1Y (XiE
(P crecocac )&l
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« Patients, survivors, family members, & caregivers
BE. FINAN\— RiEENESR
 Members of advocacy or other community organizations
TFRERAD—F I JMMDAZT 2 ZTA—D A /N —
 Community leaders & activists
A2 =T4— D) HF—LFEE
« Scientist & clinicians often personally affected by cancer
MEZEEOEMBELLAICHN>TLSIEIETENTAHL
« Others with the time, abllity, & willingness to serve
il BEN . B DEMZHF DDA
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Types of Patient GYNECOLOGIC

Advocates %%—i% CANCER INTERGROUP

, INTERNATIONAL
(/ GYNECOLOGIC %0)94j
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« Education—informs and educates; spreads awareness
HE - [FlREHE, EHZTLOD

« Fundraising—raises funds to support patients, programs, & research
BE€FZE-BE. JOJSL MEREXIEITLIERTAET D

« Political—lobbies to influence health-related public policy

B - BEREOAHRBEKRICEESSZHBUAHIOE —

« Research—participates in research system to ensure highest-

guality, patient-prioritized research

MR- emEDEERBEMREZEZRICTIOOMERATLIZSMT
« Support—provides direct support to survivors, families, &
communities

HiR—b - £FF. Rk, 32 = TvITEEYR—MEIEH
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Why Become a Patient  [ERENIASIOINOIE3(E

IGC - “ANCER INTERG ;
Advocate? 7"‘*-@5’s %%— CANCER INTERGROUP

/ INTERNATIONAL TR —
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 To serve patients, survivors, & caregivers & to empower them
BEEFE.NEEEXEL.BAZEDHD

« To assist the health care system in serving all
FTARTOANH—ERZRETI-DICERFIEZXETS

« To provide direct assistance to individual patients and the collective

EROEBESIVERICEEXZIEZIRER TS
 To put a face on the diseases
AXICEET 5
 To serve the Common Good
NIEDT=OIZ&ILD
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What Value Do Patient GYNECOLOGIC

IGCS Advocates Add? EBEX CANCER INTERGROUP

(, INTERNATIONAL  $R[F & D XS4 {f{EZE N

GYNECOLOGIC -~

CANCER SOCIETY théd)b\ ?
To the patient/survivor community, Patient Advocates bring
BE.FN\AN—DOIZ 21T« BEEXEBAIRDL>GMEZL-5T

* Awareness & empowerment
B&ENDH

« Navigation of the health care system
EREVATLADFTES— 3y

« The realistic promise of improved care, options, & outcomes
FYRUWIE. ER AERFERZRENICHRT D

* Support/Hope ( )
XEIFE
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https://www.youtube.com/watch?v=WmL5qb56pso

What Value Do Patient GYNECOLOGIC

1IGCS

Advocates Add? » BEX CANCER INTERGROUP
’ INTERNATIONAL (I F D IS5MEZMZ SN
GYNECOLOGIC 60)75\ o
CANCER SOCIETY '

To the health care system, Patient Advocates bring

EEVATLIZHLTIE, BEXEFIIRODEFZDH-6FT EMNTEEXRDS

* Unigque experience-based perspectives and expertise

A= —JIFRRERAN—AD R R EFFIHEH

. Passmn
s't-.

l SN

e Strength of common goals
HEDBEEDRE
« A sense of urgency

EF§ 0N |$O) nlb\n&
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How Do Patient Advocates GYNECOLOGIC

1IGCS

Prepare/Train? CANCER INTERGROUP

% INTERNATIONAL fEEIEEELTEDLSIZH T m—

Q GYN ECOLOGlC ﬁ\ I\l/—:?/dj_éwb\ Groups for Clinical Trials in Gynecologic Cancers
CANCER SOCIETY

« Participating in their own care & health decisions
BoO77ERRICETAERREICSMT S

« Becoming “educated” consumers (informal training)
(HEZZT-LEBERIZGSGEAKXDN—227)

« Taking advantage of formal training opportunities
NXDN—Z2T DHEZEERTS

« Learning the language/terminology of cancer
EDEE/FAEBTFES

* Networking
b —FY

* Finding & working with mentors or supportive others

A EB—PMEZIETHOANLZRDOITEY ., —#ICEEIT D
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With Whom Do Patient GYNECOLOGIC

Advocates Partner? % CANCER INTERGROUP
INTERNAT'ONAL %i%% (i%ﬁ&l {_ F An Organization of International Cooperative
GYN ECOLOGIC ~ Groups for Clinical Trials in Gynecologic Cancers
CANCERSOCIETY 3 —ETEDH _

Other patients and patient organizations

D BEE IV EEEE

Community-focused individuals and organizations

222 = T4HRIDDEABLUVEIA

Nurses, doctors, researchers, & other health care professionals
BFERN. EAT. IRE. TOMDERKESFE

Legislators

Companies with or without a health focus but committed to healthy
communities

BEANDIA—HADBEICHIDLY , RERMGIZ2=T(CRYH

Cix
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IGcs Where Do Patient GYNECOLOGIC
Advocates Serve? BH CANCER INTERGROUP
{ INTERNAT|ONAL i%% 'iE:F&ﬁO An Organization of International Cooperative

(, GYNECOLOGIC 75\ o Groups for Clinical Trials in Gynecologic Cas

CANCER SOCIETY
Advocacy organizations and support groups
TERAD— R ESR—rTIL—T
Health-related boards

BEREEDEZESR
Advisory boards

ThNRAF—FE&
Community-based organizations (with or without a health focus)

Mottt ISR O (BRICERZETTHLIECTY)

Government agencies, educational institutions, & IRB/CA

B RS . 2L 1HE. IRB/ CA

Research review panels and research teams
MELE 2a—/N\RILERATEF—L
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So, What Is Patient Advocacy,
What Isn’t It,

What Does It Require?

TN TIX, BEREZIERA E(IMATDH
XBEEATIIGEVDDIX., =, AL
213D h
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GYNECOLOGIC

IGcs It Is CANCER INTERGROUP

{ INTERNAT'ONAL %h‘i An Organization of International Cooperative
GYN ECOLOG'C Groups for Clinical Trials in Gynecologic Car

CANCER SOCIETY

* A good faith commitment to and partnership between patients and
others in the health care system

ERGIEICESITHEELMEEDHWMELGZIAZSVA /A= F—DyT

 Necessary for the most patient-centered, patient-accessible health
care system

RUBERIDLD, EEDNTVEARBRGAINRT T VAT LIZHE
« Patient focused & patient responsive
'l_.\%[hli E l./—Cs lu\%d)}ir_
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IG‘:S —_ GYNECOLOGIC
tisn't CANCER INTERGROUP
[ INTERNATIONAL — g R An Ormaisstion of Tnterastions
(, GYNECOLOGIC %j—cl (if‘d“l' 0) 'i Groups for Clinical Trials in Gynecologic Cas
CANCER SOCIETY

« Easy, for the faint or heart, or for the easily discouraged
B, DI DGEXIZDD=8. F/-ILEEIZEMRT S

« Self-centered (that is, centered on “self”)
BEedih(Tabhs. B2 12FIDI0)

 Ashort-term project (It is a long-term commitment.)
BREHEOTA N CNITREAMGRYEATY)

» Free of costs—financial and other
ERTEM - IBELUVZ0M
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GYNECOLOGIC

IGcs It Requires CANCER INTERGROUP

9 INTERNATIONAL Y W sy
(, GYNECOLOGIC i t"a)‘j: Groups for Clinical Trials in Gynecologle Ca
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« Dedicated advocates—a volunteer workforce
RDEXEFE — RNIUTA47

A supportive/respectful health care system
X P B ERE E R E

 Ongoing Training/Preparation—advocates, clinicians, the public
EITHDORN—=UT/1%E - ZBE . BRRE. — RO A5

« Commitment—individual, private, public, time, financial, logistical

SybAUS - B FARY, 289, B BHFS. OO X740 R
A supportive network; the strength of the collective

XERVEI—; KREDES
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Advocacy...
a Global Affair
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https://www.youtube.com/watch?v=S80iMNvYRt8

An Example of

The Power of Collective Action and Networking:
An HIV/AIDS Women’s Collective in a Kenyan Village that supports members through
basket weaving and educates others through plays

I0 0 is beyone ACTROaRg®O U of
dedicated, passionate people...anywhere
and under any circumstance on the planet
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Natural Partners

Patients/patient advocates, nurses,
doctors, and researchers are natural
and necessary partners in health care
research and delivery.
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V GYN ECOLOGIC Advocates-ln—Tralnlng Groups for Clinical Trials in Gynecologic Cancers
CANCER SOCIETY i

o/
874
- B

-

;

Eriko Aotani Patient-Caregiver Symposium — Kyoto, Japan — September 13, 2018
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( INTERNATIONAL An Organization of International Cooperative
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Special Thanks to and Acknowledgement of
all patient advocates
serving to empower and benefit

patients/survivors, everywhere.

(And always, thanks to Alice Beers, my first oncology nurse.)
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Thank You Very Much!
(Domo Arigato!)

Pinkie Hugs!

(an intertwining of baby fingers—pinkies—by two people as a symbol of
affection and caring)
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