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1. https://www.youtube.com/watch?v=IKOPEMQYdkI&t=163s
2. https://www.fda.gov/media/150592/download
3. https://www.mhlw.go.jp/content/10601000/001075365.pdf
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https://www.risingtide-foundation.org/2022/09/02/welcome-to-annie-ellis-
of breast cancer. : h
our-new-patient-advisory-board-member
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Welcome to Annie Ellis our new Patient Advisory
Board Member

FDA Patient Representative

When A Patient Speaks: Annie Ellis

U.S. Food and Drug Admin... @ . - =
@ s e O w4

Anni EllisE. PRPDRE(FDA YouTube)
https://www.youtube.com/watch?v=I16K2Z9Fv531

SHE HAD SYMPTOMS FOR NINE MONTHS AND NEVER THOUGHT
IT COULD BE CANCER. THIS OVARIAN CANCER SURVIVOR, NOW
IN REMISSION, TAKES AN ACTIVE ROLE IN MAKING TREATMENT
DECISIONS.

n the marning of my birthday in late 2003, | looked int or an
myself, “Damn, forty looks good on mel* Six months later on July 1, 2004, | woke u
from surgery and found out | had ovarian cancer.

PWC AACRCKEIN AR S DREZE o N\ N\—T0J5 4 7
https://www.aacr.org/patients-caregivers/survivor-journeys/annie-ellis/
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1. https://www.fda.gov/industry/prescription-drug-user-fee-amendments/fda-led-patient-focused-drug-development-pfdd-public-meetings
2. https://www.fda.gov/media/160223/download?attachment
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1. https://www.fda.gov/media/136516/download
2. https://www.fda.gov/media/97245/download
3. https://www.kidney.org/sites/default/files/elpfdd fsgs vop 20210910.pdf
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https://www.fda.gov/patients/learn-about-fda-patient-engagement/how-do-i-request-patient-listening-session
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1. https://www.fda.gov/patients/learn-about-fda-patient-engagement/how-do-i-request-patient-listening-session
2. https://www.fda.gov/media/179289/download?attachment
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HOME - OUR WORK - PATIENT ENGAGEMENT - PATIENT ENGAGEMENT COLLABORATIVE - Elizabet . 1&“2_ (i\ PEAC)( y/ “—?55
Elizabeth Joniak-Grant is a sociologist and has served as a patient E l | Za bet h J On |a k—G| ra nt& lg:\ *j:’%
representative with the FDA since 2014. Her disease experiences pas = N — P
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https://ctti-clinicaltrials.org/our-work/patient-engagement/patient-engagement-collaborative/elizabeth-joniak-grant
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1. https://ctti-clinicaltrials.org/wp-content/uploads/2023/05/PEC-Framework Compliant-Apr-10-2023 FINAL.pdf
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1. https://www.fda.gov/about-fda/division-patient-centered-development/cdrh-patient-and-caregiver-connection
2. https://www.federalregister.gov/documents/2016/11/07/2016-26784/establishment-of-the-patient-and-care-partner-
connection-establishment-of-a-public-docket-request
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@ Dialogue with patients initiated (1996%)
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1. Report on the progress of the interaction with patients’ and consumers’ organisations and analysis of the degree of satisfaction
of patients/consumers involved in EMEA activities during 2008

2. Third report on the progress of the interaction with patients’ and consumers’ organisations during 2009

3. Fourth report on the progress of the interaction with patients’ and consumers’ organisations (2010) and Results/analysis of the
degree of satisfaction of patients and consumers involved in EMAactivities during 2010
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https://www.ema.europa.eu/en/documents/other/mandate-objectives-and-composition-patients-and-consumers-working-party-

pcwp en.pdf
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3 Patients & Consumer Working Party (2006%)
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® Public hearings Involving young people (2017%)
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https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patientsconsumers-
within-ema-activities en.pdf
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® Public hearings Involving young people (20171
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1. https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/principles-involvement-young-patientsconsumers-
within-ema-activities en.pdf
2. https://www.ema.europa.eu/en/partners-networks/patients-consumers
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©® Patient engagement in crisis management(2020%)
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@ Systematic patient input along medicine lifecycle G&175)
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EMA®Biennial Report2023-20241Xk\Y)
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EMA’ s biennial report on stakeholder engagement activities 2022-2023
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https://www.ema.europa.eu/en/documents/presentation/presentation-how-european-medicines-agency-interacts-patients-consumers_en.pdf 3 4
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stakeholder-database-patients-consumers-healthcare-professionals-
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https://www.frontiersin.org/journals/medicine/articles/10.3389/fmed.20

21.811855/full
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