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The ACT UP Oral History Project is an archive of 187 interviews with members of ACT UP, the AIDS Coalition to Unleash Power, Mew York. The project is coordinated by Jim Hubbard and™5arar

by James Wentzy (and additional camerawork in California by S. Leo Chiang and Tracy Wares and in London by Souleyman Messalti.)

ACT UP, founded in March of 1987, is a diverse, non-partisan group of individuals, united in anger and committed to direct action to end the AIDS crisis. Its determined advocacy and highly-focused demonstrations suppd

by innovative graphics utterly changed the world's perception of people with AIDS and queer people. It radically altered the medical research and drug approval processes in the United States, and the doctor/patient EVERY HALF HOUR
relationship, while its 4-year campaign to change the CDC definition of AIDS to include opportunistic infections affecting women and injection drug users saved millions of lives across the world. The Latina/o Caucus fost
not only AIDS Activism, but also jump started LGBT activism in Puerto Rico. For that reason and many others, we're delighted that we could include the Latina/o Caucus Archive, a mixed media archive developed by Julié

Mayo and sourced largely from the personal collections of surviving members of the LC.

https://www.actuporalhistory.org/
The Guardian. ‘The start of the national Aids movement’: Act Up’s defining moment in queer protest history. https://www.thequardian.com/society/2023/oct/11/act—up{|ﬂ]ﬂ§g s-1988-

fda-protest
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European Community Advisory Board
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Expert | .\ European
o AIDS Treatment
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Who we are

advocates for the rights and interests of people living with or affected by HIV/
AIDS and related co-infections within the WHO Europe region. Founded in
1992, the EATG is a network of more than 150 members from 45 countries in
Europe. Our members are people living with HIV and representatives of
different communities affected by HIV/AIDS and co-infections. EATG
represents the diversity of more than 2.3 million people living with HIV in
Europe as well as those affected by HIV/AIDS and co-infections.

https://www.eatg.org/who-we-are/
European AID Treatment Group. The impatient patient - from anger to activism. https://www.eatg.org/wp-content/uploads/2021/04/the-impatient-patient-from-anger-to-activism-a-
systematic-review-of-ecab.pdf

THE IMPATIENT PATIENT
| FROM ANGER TO ACTIVISM

A systematic review of the history, working models,
relevance and perspectives of the European
Community Advisory Board
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Patient-Focused Drug

Development Initiative®FtA
= The Voice of the Patient Report
» Patient Experience Data (BERRERT—4)

FDA Patient-Focused Drug Development
Guidance Series for Enhancing the Incorporation
of the Patient’s Voice in Medical Product
Development and Regulatory Decision Making

Subscrbe to Emai Updates £ share inUniedn | % Email | & print

Patient-Focused

Drug,Development

Guidance 1: Collecting Comprehensive and Representative Input
Guidance 2: Methods to Identify What is Important to Patients

Guidance 3: Selecting, Developing or Modifying Fit-for-Purpose Clinical Qutcomes
Assessments

Guidance 4: Incorporating Clinical Outcome Assessments into Endpoints for Regulatory
Decision Making

Evolution of Patient Engagement at the FDA
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guidance 1 released ® Public Wekshop on
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® FDA launched For ™ Internal worl klng ® Patient Preference ™ FDA and European
Patients on the web  grol mined nformation Medicines Agency

ways to increase Patient Engagement

 Patient-Focused patient involvement  guidance for Cluster created
Drug Development  in FDA processes medical device
(PFDD) initiative decision making W First Patient
launched = Consumer-friendly Council (internal)
form introduced in ™ Patient Engagement  meeting held
FDA's MedWatch Advisory Committee
system to report PEAC) announced
medical product in the Federal
problems Register

@ @

Patients and First FDA Patlent First FDA Patlent ~ ® Office of AIDS m Office of AIDS
consumers Representatives® Coordination Coordination
encouraged to received voting renamed to Office of  established
report medical rights on advisory AIDS and Special

product problems consulta 'ﬂsm committees Health Issues and

using FDA's existing  sclentific and broadened to include

MedWatch system regulatory reviewers patients with cancer

and other serious
and life-threatening
diseases

B First £
Represe:
served of
advisory committee

CLINICAL TRIAL

Patients Ask FDA

The FDA's patient community webform:
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https://www.fda.gov/patients/learn-about-fda-patient-engagement; https://www.fda.gov/drugs/development-approval-process-drugs/fda-patient-focused-drug-development-guidance-series-enhancing-

incorporation-patients-voice-medical
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https://patientfocusedmedicine.org/
Patient Engagement Quality GuideHAEEIR https://pemsuite.org/wp-content/uploads/2023/10/IJPPaC-PEQG-translation.pdf
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PFMD session: Advancing patient engagement & patient experience data integration: Charting the path for 2024 by building on our collective 2023 achievements
https://patientengagement.synapseconnect.org/ja/resources/session-slides-advancing-patient-engagement-patient-experience-data-integration-charting-the-path-for- 2024-by-
building-on-our-collective-2023-achievements-1
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BEOFELEHNUEERRBEFRIOMRSTA (2023F7H11H) &Rl https://www.jpma.or.jp/information/evaluation/symposium/bbh7c90000001c7p-att/CL 202310 symposium9.pdf
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Patient Training Initiatives on Drug Development and Future Challenges *
ture for Patient E in Drug Develop
Yuta KASAI™", Kenma NOZAKI™*, Nobutaka YAGI™*, Shintaro OMURO™ ", Keiko OMOMO"
Astellas Pharma Inc. 2-5-1 Nihonbashi-Honcho, Chuo-ku, Tokyo 103-8411, Japan
* Nippon Boehringer Ingelheim Co., Ltd., Japan
* CMIC HealthCare Institute Co.. Ltd., Japan
** Department of Health Policy and Management, Nippon Medical School, Japan
Recently, patient and public involvement (PPI) have gained attention in drug development, and the pharmaceutical
industry has been active in incorporating patients’ opinions using various methods. To accelerate patient participa-
tion in drug development, it is important to increase mutual understanding between the pharmaceutical industry and
patients regarding drug development and clinical trials.
‘We have launched the Clinical Trial Ambassador project, a patient education project conducted by multiple stake-
holders, including patient groups, academia, Site Management Organizations (SMOs) , and pharmaceutical compa-
nies, to raise awareness of clinical trials and provide easy-to-understand information on clinical trials. This report
introduces the Clinical Trial Ambassador project and mplementation challenges and future prospects in Japan.
The project aims to create a “sustainable social tem” as a platform for patient participation and promote the
co-creation of drug development between the pharmaceutical industry and the public.

Developing a Social Infrastruc-

* and Kotone MATSUYAMA™

Key words: patient and public involvement, patient engagement, patient centricity, clinical trial awareness and
education, clinical trial ambassador
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