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Health and Global Policy Institute (HGPI)
Meaningful Involvement Promotion Project
Online Expert Meeting :
"Shaping the Future of Health Policy with People with Lived Experience and
Citizens"

Date and time: Friday, July 26, 2024 18:00-19:40 in JST (GMT+9)
Venue: Zoom webinar

Opening Remarks and Event Overview

18:00-18:15 Ryoji Noritake Chair, HGPI
Takahiro Sakauchi Manager, HGPI

Keynote Lecturel “Trends and Future Prospects in Patient and Public Involvement”

18:15-18:30 i ) i . i .
Kaori Muto Professor, Department of Public Policy Studies, Institute of Medical Science,
University of Tokyo
Keynote Lecture2 ”"Meaningful Involvement of People with Lived Experience and Citizens in
Policymaking in Democracy”
18:30-18:45
Akira Morita Representative Director, Next Generation Fundamental Policy Research
Institute/ Professor Emeritus, the University of Tokyo
Theme Talk “Shaping the Future of Health Policy with People with Lived Experience and Citizens:
Actions Needed to Promote Meaningful Involvement”
Panelists:
Kyoko Ama Representative, Children and Healthcare Project; Fellow, HGPI
Shinsuke Amano Chair, The Japan Federation of Cancer Patient Groups; CEO, Group Nexus
Japan
Naohiro Egawa Medical Officer and Deputy Director, Division of Dementia Policy
and Community-Based Long-Term Care Promotion, Health and Welfare
18:45-19:40 Bureau for the Elderly, Ministry of Health, Labour and Welfare
Naomi Sakurai President, Cancer Solutions Co., Ltd
Takeshi Shukunobe President and CEO, PPeCC
Kazuyuki Suzuki Novartis Pharma K.K, Senior Lead, Patient Advocacy Group,
Country Comms & Patient Advocacy Japan
Yasuhiro Sensho President and Representative Director, Sensho Gumi Co., Ltd
Teppei Maeda Lawyer, Maeda & Unosawa Law Offices
Risa Yamazaki Public Affairs Group, External Affairs Department,
Chugai Pharmaceutical Co., LTD.)
Modelater:
Kai Shigeno Senior Associate, HGPI
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Opening Remarks

Ryoji Noritake (Chair, HGPI)

Health and Global Policy Institute (HGPI) is a think tank spedalizing in health policy that was established in 2004. This year marks the 20th anniversary

of ourestablishmentandthe start of ouractivities undertakenin pursuit of our mission of achieving citizen- and patient-centered health policies.

The 2006 enactment of the Cancer Control Actwas a turning pointfor the meaningful involvement of patients and other affected parties in Japan. At
the time, HGPI presented recommendations titled, “The Health Policy Needed by Cancer Patients and Their Families” based ona public opinion survey,
thus contributing to the creation of a basic act through activities that visualized the voices of patients and other people with lived experience with

cancer.

At the Gancer Policy Summit hosted by HGPl in 2009, we gathered representatives from Cancer Control Promotion Coundils throughout Japan to
discuss topics such as the importance of ensuring the meaningful involvement of people with lived experience and dtizens in health policy and to

promote the spread ofbest practicesand lessons.

In modem sodiety, what does it mean to reflect the voices of people with lived experience and ditizens in health policy? As social networks and other
tools forinformation dissemination become more popular, the number of people who do not belong to patient groups is increasing. In the context of
expanding developments based on sodal entrepreneurship, as a nation with a mature democracy, what forms of representativeness does Japan need
to reflect the wices of people with lived experience and citizens? And, what kinds of mechanisms do we need? Today, | would like forus to deepen

these discussions while including perspectives from administrative science.
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Event Overview

Takahiro Sakauchi (Manager, HGPI)

HGPI’s Meaningful Involvement Promotion Project formed its Advisory Board in FY2021, and aims to achieve the meaningful involvement of people
with lived experience with health concerns and dtizensinlocal governments throughout Japan. With observers from parties like the Ministry of Health,
Labourand Welfare (MHLW), the Ministry of Economy, Trade and Industry (METI), the Japan Agency for Medical Research and Development (AMED),

and theJapan Councilfor Quality Health Care, we have held re peated discussions for thisobjective.

In “Guidance on Patient and Public Involvement (PPI) in Health Policymaking,” which HGPI published in March 2024, we described the need for the
meaningful involvement of people with lived experience and dtizens and outlined items that these parties and the Government should address to

promote meaningful involve ment.

In addition, while reflecting items covered in the aforementioned discussions, the Meaningful Involvement Promotion Project has hosted seminars,
held workshops, and provided support for skill-building among people with lived experience and citizens. This fall, we will open a member’s only
website for these parties, and we plan to expand its functions as a platform forinteraction and information for those who choose to participate in the
policymaking process. We also work to support govemment agendes by creating opportunities for discussions among offidals from central

Government ministriesand agencies, as well as localgovernments.

As for global dewelopments, a resolution on sodal particdpation was endorsed at the 77th Word Health Assembly (WHA). The Word Health
Organization (WHO) defines sodal participation as “Empowering people, communities, and dvil sodety through indusive participation in dedsion-
making processes thataffect health across the policy cycle and at all lewvels of the system.” The resolution calls on Member States to (1) strengthen
publicsector capadities; (2) enable equitable, diverse and indusive participation with particularfocus on promoting the voices ofall those in vulnerable
and/or marginalized situations; (3) ensure thatsodal partidpation influences dedsion-making at all levels of the system; (4) implement and sustain
regular and transparent sodal participation; (5) allocate adequate and sustainable public resources for effective sodal particpation; (6) strengthen
capadty for dvil sodety to enable diverse, equitable, transparent and indusive sodal participation; and (7) pilot, monitor, and evaluate related

research, projects, and programs .

These points overlap with past discussions held in this project. At today’s meeting, while disseminating discussions on promoting meaningful

involvementin Japan, in our capacityas a global think tank, we would also like to inform the intemational community about Japan’s efforts in this area.
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Keynote Lecturel

“Trends and Future Prospects in Patient and Public Involvement”

Kaori Muto (Professor, Department of Public Policy Studies, Institute of Medical
Science, University of Tokyo)

@ The history of meaningful involvement for patients, citizens, and related parties

The 1980s: Correcting miscommunications resultingfrom the differencesbetween “disease” and “illness”

“Disease” refers to the biological aspects ofa health condition, but “iliness” refers to the sociocultural or s ubjective asp ects. Physicians see “diseases”
while patients experience “illnesses.” Because they perceive different aspects of health conditions inthis manner, physicians and patients use different
explanatorymodels, sothere have longbeen gapsinwhat each partyintends to communicate. To address this, there was a move mentinthe 1980s
and 1990s for physicians to tryto understand “illness.” This led to a rise inresearch onthe narrative approachin psychiatry, pain, and other hard-to-

quantifyareas, andtheidea of listening to patients’ voicesbeganto spread.

The 1990s:The spread of the concept of Ethical, Legal and Social Implications/Issues (ELSI)

When the US-led genome sequencing project began in the 1990s, the importance of listening to patients and other affected people from the basic
research stage beganto be emphasized to prevent the emergence of eugenic nations. This was the starting point for the concept of Ethical, Legal and
Social Implications/Issues (ELSI). ELSI beganto be widely discussedin otherfields, and when looking to adopt ELSI for clinical applications orimplement
its useinsodety,itis considered best to introduce citizens’ and patients’ perspectives from earlier stages and invite th em to attend decision-making

forums. As part of these developments, connections with PPl —another concept that has been promotedinrecentyears —also emerged.

The 2010s:The establishment of international agreements

The 2012 WHO publication Health 2020 statesthat engagement re quires policy frameworks that involve various stakeholders and that provide visions,
strategies, priorities, and suggestions based onresearch and experiences in many countries. As such, aninternational consensus hasbeen reachedon
the importance of citizeninvolvementinthe field of public health. From the perspective of democratizationinscience and technology, Horizon 2020
(2014-2020) from the European Union (EU) describesa framework for research and innovation that based on the concepts of co -design (planning

together), co-production (conductingresearch together), and co-delivery (a pplyingandimplementing findings together).

I Pati Publi | (PPL) i .
Even though AMED presented the “Patient and Public Involvement (PPI) Guidebook” in 2019, the definition of PPl in Japanis still backwards-fadng.
AMED defines PPl as the actinwhich “researchers draw oninsights, advices and feedbacks from patients andthe publicin the medical researchand
clinical trialprocesses” (AMED, 2019), and the Pharmaceuticals and Medical Devices Agency (PMDA) defines it as, “identifying, understanding, and
utilizingthe voicesof patients, etc.inbusinessoperations and aims” (PMDA, 2021). While it is time to revisit these definitions, each diseaseis the
responsibility of a different division ofthe Government. As there is no central point of contact that handles PPl for the entire Government, some are
concernedthat PPl is becoming siloed. | thinkthat the Government of Japan must provide a clear definition in Japanese for the meaningful
involvement of people with lived experience and citizens. The Council for International Organizations of Medical Sciences (Cl OMS)re port titled
“Patient Involvementinthe Development, Regulation, and Safe Use of Medicines(2022)” can be saidto represent a step forward in linking the
previouslysiloed structure of involvement. It emphasizesthe importance of systematicallyinvolving patients throughout the lifecyclesof medicinesby
establishing seamless themesfrom research to routine healthcare. It also reminds us that we are nowlivingin anerain whichwe must consider

involvement within the entire ecosystem.
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Keynote Lecturel

“Trends and Future Prospects in Patient and Public Involvement”

€ Promoting the meaningful involvement of people with lived experience and citizens in the field of research

A new movementin Japan that focuses on research ethics while reflecting on historical injustices and damages is currently the subject of attention. In
one example, genomic studies are being conducted on descendants of atomic bomb survivors. In 2025, the Radiation Effects Research Foundation
(RERF) plans to launch a genome sequencdngstudy on the descendants of atomic bomb sunivors in Hiroshima and Nagasaki. RERF held meetings to
explain the initiative in Hiroshima and Nagasaki in March 2024. Each initiative is based on reflections on the pastand will advance with an awareness
thatsurvivors willbe involved in all decision-making processes.

The background to thisis a concept called Diversity, Equity and Ind usion (DEl). Itis difficult for people who have had painful experiences and have long
been deprived of opportunities to participate to have their voices be heard. Rather than simply coexisting with others, itis important to fully reflect
upon the badkground of their difficulties and establish the necessary environment for their involvement. Without that sort of support and
consideration, such parties cannot rest assured that being presentand sharing their opinions will make a difference in sodety. We must hold suffident

discussions on what lies between these background concepts andinvolvement, and reacha common understanding.

Utilizing the experiences of clinical trial participants for va ccine development
Participant motivations in the first dinical trial for COVID-19 vacdnes in the UKinduded personal reasons like, “l was curious about the trial,” “l wanted
a reason to leawe the house,” and “| felt that others would view my participation positively,” but 98% to 99% of particpants also gave altruistic reasons

”

like, “l wanted to contribute to the improvement of the health of others,” “l wanted to advance the development of the vacdne,” and “l wanted to
help my community/sodety/country/word” (Thomas TM et al. Hum Vacdn Immunother. 2023 Dec).| wonder if it would be possible for us to develop
vaccines in Japanina way that utilizes the experiences of dinical trial participants like these. Conducting surveys of dinical trial participants and similar
parties shows that their tendendes have shifted significantly over the past seven years, with more and more people saying that the wices of trial
partidpants should be reflected in various settings. At the same time, around 40% to 60% of respondents recognized that they have something to

contribute. | wouldlike to connect with such people and workto achieve diverse involve ment.

€ Futureprospects for meaningful involvement from patients, people with lived experience, and citizens

The meaningful involvement of people with lived experience and citizens cdrculates the ecosystem of research, medicine, and care. Rather than
procedural justice in democracy in the era of Volatility, Uncertainty, Complexity, and Ambiguity (VUCA), when the future is unpredictable, it is
important that we trust in involvement to lead to true co-creation. | hope that the experiences and thoughts of people with lived experience and
citizens can be shared with many people and that Japanese sodety will move forward.| have high expectations that this meeting will be an opportunity

to take thatnewfirst step.
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Keynote Lecture2 "Meaningful Involvement of People with Lived Experience

and Citizens in Policymaking in Democracy”

Akire Morita (Representative Director, Next Generation Fundamental Policy Research
Institute/ Professor Emeritus, the University of Tokyo

€ Whatis the policy process?

The policy process is a political process in which various stakeholders seek to hawe their requests, opinions, or interests reflected in policy by
advoating for those interests and attempting to win support. In many cases, these stakeholders do this by lobbying councils and other bodies
established bythe government or responsible administrative agendes.

Those administrative agendes are responsible for formulating polides with a public point of view. However, they also hear and take into account
various opinions from the private sector, patient groups and similar organizations, or the voices of the general public, through the mass media. In
modern welfare states, itis important that they formulate policies that reflect the voices of socially vul nerable people.

Among the various stakeholders, the voices of those like companies, industry assodations, and research groups tend to be the mostaudible, while the
voices of patients and general ditizens tend to be difficult to reflect. Moving forward, how can we ensure our wices are heard by many peopleandare
reflectedin policy?

When stakeholders have conflicting interests, whatis importantis if they can emphasize their points in a manner that outweighs conflicting points of

view and that wins support from the majority, including the administrative agencies incharge.

€® Necessary actions for having our voices reflected in policy

There are three key points for having our voices reflected in policy: forming a voice, conveyinga voice, and makingthe most ofa voice.

Forminga voice

For people to assert theirinterests in the policy process, the content of theirstatements mustbe persuasive and dear. First, they must make concrete
policy proposals. If someone’s proposal is merely “I want this,” or “I want you to do that” —just their wishes and requests — they may become the
subject of harsh criticisms fromtheir opponents, and it may be difficult forthemto get others to listen.

Itis also important for them to have evidence and logic to back theirspecific proposals. With support from experts, they should form narratives that
are socially persuasive.

Their proposals should also indude e pisodes that provide concrete examplesillustrating how implementing their proposed policy willimprove sodety.
Rather than only emphasizing their own self-interests, itis important that partidpants demonstrate the overall benefits of their proposal — namely,

thatitis desirable forall of society, and thatitis reasonable about striking a balance with the interests of other parties.

Conveyingavoice

Even if an idea seems logical and persuasive, if related parties or sodety cannot properdyunderstand it upon hearingit, then it annotbe addressedin
the policy process. Furthermore, if the idea is not perceived as rightful, the person making it will not be accepted as an officdal memberin deliberating
bodiesinthe policy process.

Spedfially, they must communicate theirideasin various forums, such as by presenting requests to the responsible administrative agency, s ubmitting
petitions to politidans, and making appeals to the media. While using sodal networks to approach sodety comes with concems over misuse or other
issues, in many cases, sodal networks have been used to successfully draw people’s attention. Collaborating with other stakeholders and makingallies
isalso important. One notable example ofsuch a partnership is when pharmaceutical companies unite with patients to engage in advocacy campaigns

orsimilaractivities to cure diseasesand fulfill theirroles in society.
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Keynote Lecture2 "Meaningful Involvement of People with Lived Experience

and Citizens in Policymaking in Democracy”

Makingthe most ofa voice

Once someone is accepted as a partidpantin policy discussions, itis important that they win support from the majority of members so theirideas are
reflectedin the group’s decisions.

First, itis important that they assert theirideas in dear terms. They will have more opportunities to expand their support by making concessions to
differing opinions and arriving at proposals that both parties can agree upon. By repeatedly taking part in such discussions, they can gradually eam
trust.

Discussions used to only take place behind dosed doors and were only open to influential people, but now, they take place in the open and are
streamed live over the internet. Given this change, participants are not only required to be persuasive to others in attendance; they must also be
persuasive to the audience viewing the meeting over the internet. They must also express their opinions in a manner that wins support from many

people,in alimited amount of time.

When considering how to create, conwey, and make the most of a voice, itis important to carefullydiscuss and study with supporters. Establishing a

support organization is anotheroption. While obtainingsuch support, itis important to gradually become a single force.
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Theme Talk

“Shaping the Future of Health Policy with People with Lived Experience and
Citizens: Actions Needed to Promote Meaningful Involvement”

Panelists:

Kyoko Ama
Representative, Childrenand
Healthcare Project; Fellow, HGPI

Kazuyuki Suzuki
Novartis PharmaK.K, Senior Lead,
Patient Advocacy Group,
Country Comms & Patient Advocacy
Japan

Shinsuke Amano
Chair, The Japan Federation of Cancer
Patient Groups; CEO, Group Nexus
Japan

Yasuhiro Sensho
Presidentand Representative Director,
Sensho Gumi Co., Ltd
Naohiro Egawa
Medical Officerand Deputy Director,
Division of Dementia Policy
and Community-Based Long-Term Care
Promotion, Health and Welfare Bureau
for the Elderly, Ministry of Health,
Labour and Welfare

Teppei Maeda
Lawyer, Maeda & Unosawa Law Offices

Naomi Sakurai
President, Cancer Solutions Co., Ltd

Risa Yamazaki
Public Affairs Group, External Affairs
Department,
Chugai Pharmaceutical Co., LTD.)

Takeshi Shukunobe
President and CEO, PPeCC Modelater:

Kai Shigeno
Senior Associate, HGPI
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Theme Talk

“Shaping the Future of Health Policy with People with Lived Experience and
Citizens: Actions Needed to Promote Meaningful Involvement”

B Talk summary

@ The significance of meaningful involvement from people with lived experience and citizens in the policy formulation

process, and necessary requirements for themto participate in government councils
The purpose of meaningful involvement from people with lived experience and ditizens is to reflect the thoughts of healthcare redpients in the policy
formulation process. Rather than offering the perspectives of experts, these parties must share comments that conwey the viewpoints of ordinary
citizens. However, not just anyone can currently serve on govemment coundils in this capacity; people with lived experience and citizens must meet
certain requirements to partidpate. They must make statements that deardy communicate the results they aim to achieve; express that they are
spokespeople for patients and other affected parties, while at the same time recognizing that they cannotspeak for all people with lived experience
and dtizens;and be aware of the importance of co-creating a better society together with the govemment. Those who can meet these requirements

can be more effective participants.

@ Current status and future prospects for the meaningful involvement of people with lived experience and citizens in the
policy formulation process: Examples from the area of dementia
There is also a need for people with lived experience and ditizens to participate on councils and to be directly involved in the policy process at the
central Govemment. Forexample, through dementia policies, the Basic Act on Dementia (which came into effect in January 2024) aims to create an
indusive sodety that allows people living with dementia to have dignity and hope in their everyday lives. It emphasizes ensuring opportunities for
people living with dementia to have their experiences and opinions reflected in policy formulation. In response to this, the Government has been
holding meetings with people living with dementia and other related parties. Efforts to prepare the Basic Plan for the Promotion of Policies on
Dementia are currently underway, and each munidpality will also establish a coundl that indudes people living with dementia. While the
characteristics of dementia sometimes make it difficult for particdpants to communicate their thoughts, systems to support decision-making or provide

specialized support are also advancing.

@ The need to promote mutual understanding for effective involvement

To promote the meaningful involvement of people with lived experience and citizens, there must be mutual understanding between those parties and
those representing the government. Health policyis considered anarea that requires a high degree ofexpertise in both policyand healthcare, and itis
easyforasymmetries in information related to policy and healthcare to form between people with lived experience/ctizens and other stakeholders. In
addition, people from different positions may have different assumptions, which can result in miscommunications or conflicts when they interact.
Gowvernment representatives can enable meaningful discussions and effective involvementif theyspeak from the same perspectives, place themselves
on an ewen playing field, and focus on building mutual understanding during discussions with people with lived experience and dtizens. To promote

such efforts from the Government, it would also be useful to have a mechanism for their evaluationfromthird parties.
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¢ The need to build training and support systems to assist the meaningful involvement of people with lived experience and
citizens

To promote the meaningful inwlvement of people with lived experience and citizens, systems must be built to provide partidpants with training and

support. Systematic training is necessary to enable these parties meet the necessary requirements for patient advocate and ctizen committee

members. It will also be necessary to strengthen the support system to help former patient advocate and citizen committee members provide

incomers withthe informationtheyneed, in advance.

When establishing an environment for this training and supportsystem, in addition to strengthening the response from the government, efforts from
civil society are also necessary. If that training system is only built by the govemment, it may promote patient advocate and cdtizen committee
members who represent the attitudes of the government. Allowing divil sodety to strengthen the training and support system, strengtheningadvocacy
activities in each area, and strengthening activities from d\il society will also provide opportunities for the govemment to leam about patient
advoate and dtizen committee member candidates. We must establish a system that allows various private organizations, starting with

pharmaceutical companies and other for-profit companies, to effectively e ngage people with lived experience and citizens.

@ The need to increase the number of participants to normalize meaningful involvement from people with lived experience
and citizens

In recent years, involvement of people with lived experience and dtizens has spread rapidly, but the number of such particpants is still insufficent.

Various initiatives to increase the number of partidpants are necessary. There are situations where the same patientadvocate and dtizen committee

members remain in their positions for many years, especiallyatlocal governments. When that occurs, the voices thatare delivered to policy are also

limited.

To address these circumstances, first, it will be necessary to make meaningful inwlvement feel more familiar to people with lived experience and
citizens. There is a strong preconception that people with lived experience and ditizens are in passive positions, and there is still litle momentum for
them to partidpate in health policy. Recently, we have also seen the emergence of sodal networks and other forms of media. While making the most
of those media, we mustestablish a system thatenables more new particpants among people with lived experience and dtizens. Additionally, some
people think that there are extremely high hurdles to participating in meetings. Steps should be taken to create opportunities for people to build
experience with relatively low lewels of commitment, induding by providing concrete role models to encourage inwlvement or by increasing the
number of people who can attend meetings. Furthermore, providing various people with lived experience and dtizens with opportunities for
meaningful involvement allows for a diversity of voices to be reflected in policy, so on top of the aforementioned actions, it will also be important to

establish various opportunities for meaningful involvement and to increase the number of participants.

@ Hints for meaningful involvement in the policymaking process fromthe drug discovery process

Pharmaceutical companies are working to incorporate the voices of people with lived experience and citizens in pharmaceutical development by
holding repeated discussions for all parties to talk from a shared perspective, and by endeavoring to build mutual understanding. In many cases,
people with lived experience and citizens who particpate are introduced by patient group representatives who detemrmine who is suitable for the
purpose of involvement. People selected to partidpate are also provided with advance explanations of the purpose and related information, as well as
with feedback on their opinions after they partidpate. Efforts to ensure fair and effective inwlvement such as these may also be applicable to

meaningful involvementinthe policy formulation process.
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M Individual remarks

Naomi Sakurai (President, Cancer Solutions Co., Ltd)

@ In Europe, people with lived experience and dtizens are called “healthcare consumers.” When people with lived experience and citizens
participate in health policy after developing an awareness of issues from the perspective of healthcare consumers, or of issues facing individuals
or sodety due to their daily experiences of receiving counseling and support as patients, it becomes possible to pose questions to broader
society.

€ Whendoingso, in addition toissues that are unique to the disease in question, itis alsoimportant to strike a balance with surroundings, to think
rationally about whether content will be acceptable to sodety, and to deliver that content on an ongoing basis. | think effective involvement for
people with lived experience and dtizens that generates solutions can be achieved by uniting their knowledge and experience with that of policy
professionalson the government side while approachingissueswith future-oriented thinking and a willingnessto co-create a better society.

@ One challenge for meaningful involvement for people with lived experience and dtizens is the need for them to be trained by past participants
and hearabout their experiences. Those on the govemment side must continuously coordinate participants while considering the purpose and
the kinds of voicesthey want to hear together with people with lived experience and citizens.

€@ Furthermore, compared to the central Govemment, local governments have yet to make progress in efforts for meaningful involvement with an

awareness ofdiversity. In the future, it maybe necessary for third-party organizations like HGPI to evaluate local governments.

Naohiro Egawa (Medical Officer and Deputy Director, Division of Dementia Policy and Community-Based Long-Term Care

Promotion, Health and Welfare Bureau for the Elderly, Ministry of Health, Labour and Welfare)

@ The Basic Act on Dementia came into effect in January 2024, and preparations to formulate the Basic Plan for the Promotion of Policies on
Dementia are currently underway. Aiming to make sodety an indusive place where people living with dementia can live with dignity and hope
through measures for dementia, the MHLW is focused on building systems to provide healthcare and welfare senices through efforts such as
establishing the Integrated Community Care System and strengthening the functions of medical centers for dementia. We are also strengthening
coordination among Initial-Phase Intensive Support Teams for Dementia and other healthcare and long-term care systems in communities to
promote early detection, intervention, and support for dementia.

@ The Basic Act on Dementia emphasizes the importance of guaranteeing people living with dementia have opportunities to see their experiences
and opinions reflected in policy dedsion-making. It also requires that theyare induded on deliberation bodies at the national Governmentand
local governments so they can be directlyinvolved in formulating policies and plans. The Governmentis holding multiple meetings with people
living with dementia and other related parties, and is preparing a basic plan that indudes having each local govemment establish deliberation
bodiesthatinclude people living with dementia.

@ One challenge for meaningful involvement for people with lived experience and ditizens is that there are limited opportunities for them to
participate, meaning itis not possible to reflect the opinions of all affected parties. In addition, the characteristics of diseases can sometimes
make communication difficult due to memoryor communication problems. To respond to this, systems to support dedsion-making or to provide
spedalized supportare currently being promoted. When formulating the Basic Plan for the Promotion of Policies on Dementia, | would like us to
implement national standards for the meaningful involvement of people living with dementia while providing supportforflexible measures that

meetthe needs and characteristics of each region.
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TakeshiShukunobe (President and CEO, PPeCC)

€  Partidpating in meetings can make one feel nervous becuse each participant represents a different position, and manyare knowledgeable and
eloguent. Meetings proceed quickly, andit takes both courage and knowledge to speak up atthe right time, while showing the proper respect to
other partidpants who arein different positions. | also feel thatitis important to be fullyinformed about the voices of people actuallyliving with
a health condition, and to make statements that are based on that knowledge.

@  Issues for the promotion of meaningful involvementindude the deep-rooted preconception that people with lived experience and ditizens are
passive redpients of healthcare, and the fact that there are still too few situations in which people with lived experience and ditizens hawe a
sense of familiarity toward opportunities to proactively partidpate in healthcare. It will be important to provide people with lived experience
and dtizens with more opportunities to hearorleam about the significance of their voices and the need to be heard over the course of dailylife.
We mustalso consider patients and other affected parties separately from citizens.

@ To reach people who do notlive with health concems, we must devise methods of creating more points of contact with meaningful involvement
in everydaylife, such as through supermarkets, convenience stores, and sports gyms. For people who do live with diseases, it will be important
to create more opportunities at health fadlities to encourage them to communicate theirissues in terms that more dosely reflect their personal
experiences. On top of this, because there are high hurdles to participate in a meeting without sufficdent preparation, it will be possible for
people to visualize a path to meaningful involve ment if they have concrete role models who can help them leam about participation step by step
and experience opportunities to speak up.

® At PPeCC, we are advandng projects thatinvolve collaboration among patients, companies, researchers, and health professionals. The nature of
communication during dis cussions among people representing different positions means thatassumptions can easilylead to misunderstandings
and conflicts. However, if we establish forums for discussion where each party can embrace the will to understand the other person’s position
and can share their thoughts with a sense of safety and peace of mind, | feel thatit will expand meaningful involvementamong people from a

diverse range of positions.

Risa Yamazaki (Public Affairs Group, External Affairs Department, Chugai Pharmaceutical Co., LTD.)

@ During drug development, Chugai Pharmaceutical Co., LTD has been listening to the wices of many patients and their families and reflecting
themin R&D. | wouldlike to introduce three key points of our practicesduring that process.

@ The first is that we ask patient group representatives for introductions to particpants that meet the purpose or objectives. To promote
collaboration in health policy, committee members should be selected using methods that are fairand equal. So, it is ideal to have equal and
impartial committee member selection with a third party serving as a pointof contact. Second is providing those who plan to participate with
advance explanations of the purpose of the meeting and other relevant information. | think the govemment must create opportunities to
explain these items to people with lived experience and citizens who lack spedalized knowledge in advance, so they can participate in
discussions. Third, rather than conduding efforts after working together and hearing participants’ opinions, feedback should always be provided.
Providing participants with feedback onthe results ofthe meeting orontheir participationitself leads to betterinvolvementinthe future.

@ There is information asymmetry between health professionals and people with lived experience and dtizens. Given this context, in addition to
their own experiences, people with lived experience and citizens need information so they can talk as equal stakeholders. A system that allows
them to systematically learnsuchinformationshould be established.

€  While pharmaceutical companies provide information to health professionalsin a timely manner, advertising regulations provided by the Act on
Securing Quality, Efficacy and Safety of Products Induding Phamaceuticals and Medical Devices place restrictions on the information they can
provide directly to patients or citizens. While remaining fully compliant with the law, we would like to provide information in a more well-suited
manner and cooperate as much as we can in supporting the activities of people with lived experience and citizens. Creating an environment
where various stakeholders are on equal footing will be important for making great strides in the meaningful involve ment of people with lived

experience and citizens. As a pharmaceutical company, we would like to contribute as one of those stakeholders.
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Shinsuke Amano (Chair, The Japan Federation of Cancer Patient Groups; CEO, Group Nexus Japan)

@  Speaking from my own limited experience, people with lived experience and citizens must meet three main requirements to participate in the
policy formulation process.

@ The first is understanding and being able to make statements regarding the outcomes of meaningful inwlvement for people with lived
experience and dtizens. Examples of outcomes that can be achieved through such inwlvementindude qualityimprovements for the healthcare
provision system or forsupport. Instead of just being able toshare one’s experiences unilaterally, participants must be aware of these objectives
before offering comments. Second is being able to offer comments with an awareness of representativeness. As mentioned previously, rather
than only emphasizing one’s own experiences, it is important for participants to speak for the patient groups to which they belong and for the
voices of those they come into contact with regulary over their activities. While being aware of representativeness, it is also important to
recognize the limits of representativeness. This is the third requirement. Aside from the fact that they represent people living with a disease,
patient groups are very diverse and hawe few points in common. This means particdpants must recognize that the content of their own
commentsis just theirown experiencesorthe experiences ofothers that they have filtered, and that their comments maybe biased.

€ In terms of the support and training that participants need to be able to meet these requirements, people with lived experience and dtizens
need training to understand a minimum level of common language so that they can share their opinions among experts. We also need a
mechanism that enables more new people with lived experience and dtizens to participate. This year, SCRUM-Japan at the National Gancer
Center Hospital Eastand the Japan Federation of Cancer Patient Groups launched “Fairy’s,” a platform forinwlvement from people with lived
experience and citizens. We must create mechanisms like that which gather opinions from more people using various media, induding sodal

networks.

Teppei Maeda (Lawyer, Maeda & Unosawa Law Offices)

€ When democracyhas progressed to the collaborative phase (e.g.in a participatory democracy ora partidpatory representative democracy) and
people with lived experience and citizens collaborate in the policy formulation process, a diversity of values enters that process. This can cause
attempts to pursue substantive justice to lead to conflict, making policy formulation difficult. This makes itimportant to detemine methods of
ensuringthereis proceduraljustice.

@ The significance of having people with lived experience and dtizens participate is to reflect the ideas of dtizens in the policy formulation process.
The necessary representativeness to do so does not necessarily mean representing some organization. Rather, participants need to be aware of
themselves as citizens, to participate intheir capacityas citizens, and to expresstheir sense of citizenship.

€ As ademocracy matures, it passes through four phases: hamonization, entrustment, reform, and collaboration. While this occurs, | believe that
to a certain extent, representativeness is absorbed in the process of electing politidans (in a representative democracy) during the second phase,
the entrustment phase (in which dtizens partidpate indirectly by voting in elections). However, in the collaborative phase, people with lived
experience and ctizens require the ability to communicate their needs as healthcare recipients. What they require is the ability to crystallize
sodety’s needs from personal experience and communicate them. | think theyshould have an internal sense of representativeness — the ability
to say, “l am representing people around me,” or “l will wice the opinions of those around me” —and that they do not necessarily need to

formally represent some organization.
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KazuyukiSuzuki(Novartis Pharma K.K, Senior Lead, Patient Advocacy Group, Country Comms & Patient Advocacy Japan)

@ People who cooperate as part of their duties at pharmaceutical companies inevitably focus on drugs and diseases. Itis difficult for them toalso
indude the backgrounds and lives of patients. Solving this problem will require holding repeated dialogues. In the future, | think it will be
important to create opportunities for dialogues with patients as a preliminary step in establishing forums for discussion in each prefecture.

@ The firststep in promoting the meaningful involvement of people with lived experience and dtizens should be to create many opportunities for
discussions with patients that take place on an even playing field, to build mutual understanding. Doing so will make it easier for patients to
express their opinions and broaden their horizons. In turn, this will help develop people with lived experience and dtizens who can participate as
members of coundils and other deliberation bodies. Building experience in such activities will also help those on the govemment side leam how

to setthe tone for meetings and make meaningful discussions possible.

Yasuhiro Sensho (President and Representative Director, Sensho Gumi Co., Ltd)

€ When someone is not professionally inwolved in policy, it takes courage for them to speak up and share an opinion among experts. It is
important for gove mment offidials and other policy professionals to understand this. | feel thathealth policy has two barriers: policy expertise
and medical expertise. If people with lived experience and dtizens can overcome these two barriers and leam to speak a common language with
policymakers and health professionals, it will greatly reduce hurdles and allow participants to share their opinions without them having to be
brave.

€ Who should create that environment? There are concerns that allowing the govemment to directly create such an environment will develop
people with lived experience and citizens who represent the attitudes of the govemment, so | think that the private sectorshould lead the way
in its creation. Rather than splitting up into providers and red pients, various sectors have started efforts to co-create that environment. Such
efforts require support from the govemment, such as by providing knowledge through speakers at training courses. This will also provide those
on the govemment side with opportunities to leam about the situation surrounding adwcacy activities in each field, to leam about
developments amongcitizens, orto discover patient advocate and citizen committee member candidates.

€ Gowernmentmeetings indude highly formal ones such as those held by the Central Sodal Insurance Medical Coundil or other coundils, as well as
less formal ones like those held by subcommittees, working groups, and roundtables. There are also expert meetings held as part of research
and study projects thatare outsourced to organizations like think tanks. Itis alsoimportant to increase the number of one-off opportunities for
meaningful involvement, where people with lived experience and dtizens do not partidpate as members of committees. First, to build
experience, theyshould participate in many meetings thatare more accessible. | think the importantidea is to increase the number of at-bats —
in other words, to create opportunities for people to partid pate. For people on the governmentside to be able to interact with people with lived
experience and dtizens who are potential committee members, initiatives to support their training and development undertaken as part of

private-sector activitiesshould be promoted.
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Kyoko Ama (Representative, Children and Healthcare Project; Fellow, HGPI)

@ One current problem is that there is no support system to help incoming parties take over the roles of former patient adwcte and dtizen
committee members in committees run by the various ministries and agendes. When | personally had to take over for someone else as a
committee member, there was no way for me to leam information like the nature of the issues or their past history without going around to ask
the opinions of experts or affected parties on myown.

@ Even when someone does not become a committee member, we still require forums for exchanges of opinion among parties like govemment
offidals, dvil sodety organizations, and patient groups. There is a wide variety of themes that indude child health, intractable diseases,
infectious diseases, and long-term care, and we need forums where we can hear from patient advocacy organizations in each area and have
frank exchanges of opinion about the sodal issues and problems that can only be seen by affected parties. This will also provide representatives
of patient adwocacy organizations with opportunities to practice conveying their opinions, and such forums will also become an aspect of the
support system.

€@ Over the process of sening on committees, participants are sometimes criticized or bullied. We require forums to exchange opinions with the
government that provide partidpants with safe spaces to retum to, where they can come back and give partidpation anothershot, even if they

had anunpleasant experience.
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