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Explanatory introduction

Health and Global Policy Institute (HGPI) has operated under the stated mission of “Achieving citizen-centered
health policy” since its establishment in 2004. In pursuit of this mission, HGPI has engaged in policy advocacy based
on multi-stakeholder discussions that involve healthcare providers, researchers, industry representatives,
representatives of the government and legislation, and patients and other people with lived experience of health
concerns. HGPI has also supported the meaningful involvement of people with lived experience in the health policy
formulation process.

The value of the lived experiences of patients and other affected parties has been the subject of growing
recognition in recent years, and progress has been made in efforts to advance the meaningful involvement of these
parties. Building on the historic momentum of the global disability movement, which advanced under the slogan of
“Nothing about us without us,” a number of movements around the world aiming to encourage involvement from
those with lived experience in the health policy formulation process have advanced around the world. For example,
a resolution on social participation was approved at the World Health Assembly in May 2024.

In Japan, since the enactment of the Cancer Control Act in 2006, it has become more important for the national
Government and local governments to include patient advocate committee members and related parties in
discussions during the formulation of health and medical care plans to ensure the perspectives and experiences of
those most affected are reflected in measures. In fact, in a public opinion survey conducted by HGPI in 2019 titled
the “Survey on Healthcare in Japan,” approx. 80% of respondents said they want their opinions reflected in health
policy during the health policy creation process.

On the other hand, in a public opinion survey on satisfaction with healthcare and the healthcare system in Japan
conducted by HGPI in 2023, satisfaction was lowest for items related to meaningful participation, namely, “Fairness
of decision-making processes” (37.2%), “Ease of understanding of the healthcare system” (36.2%), and “Extent of
citizen participation in decision-making” (33.2%). Interviews conducted independently by HGPI have also found that
national, prefectural, and municipal authorities face a number of new challenges in this area. These challenges
include low applicant numbers even when conducting open recruitment for patient advocate committee members,
or that they feel they are not hearing the true feelings of people with lived experience and citizens. There has been
progress in establishing a supportive environment for meaningful involvement, but despite the considerable efforts
that have been devoted to developing underlying concepts and systems, they remain underutilized. Overcoming
this situation and achieving meaningful involvement for people with lived experience with diverse experiences and
backgrounds in the health policy formulation process is certain to open the path to policies that reflect the voices of
those who are most impacted by health policy: patients and those close to them.

In response to this need, HGPI established “The Patient and Citizen Lived Experience Forum 2025” to create an
opportunity to bring together everyone who wishes to take part in meaningful involvement from throughout Japan.
It requires no prior experience whatsoever. This forum will offer two programs that aim to foster interactions that
serve as a starting point for meaningful involvement. Program 1 is titled, “Talk Session — ‘The First Step Toward
Meaningful Involvement: Moving Forward Together’” and Program 2 is “Level Up Workshop — ‘Let’s Take Our First
Step Toward Involvement!”” In addition to people who have already built a wealth of experience in meaningful
involvement as patient advocates, Program 1 also includes government officials who have real-world experience in
formulating Plans for the Promotion of Cardiovascular Disease (CVD) Control for local governments as well as
people with lived experience who would like to deliver their own voices to health policy in the future. From their
respective positions, they will discuss the realities of meaningful involvement. The stories of those with lived
experience will include past steps that led to their involvement as representatives in government committees as
well as their past experiences and lessons learned. By having them share, we hope Program 1 helps everyone take
a new look at the significance and potential of meaningful involvement in health policy with fresh eyes as well as
envision specific opportunities for and paths to meaningful involvement. In Program 2, participants will form small
groups where they can freely exchange opinions on health policy-related themes that are close to them. After
participants can envision opportunities for involvement, we hope sharing thoughts and perspectives and by
collaborating with new people who they meet today leads them to the next step toward meaningful involvement in
the health policy formulation process. 3
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Date & Time: Saturday, May 17, 2025; 12:00-16:30
Venue: Global Business Hub Tokyo
(3F, Otemachi Financial City Grand Cube, 1-9-2 Otemachi, Chiyoda-ku, Tokyo)
Format: In-person only
Host: Health and Global Policy Institute (HGPI)

12:00-13:00 Networking Session (Optional)

Opening Remarks

13:00-13:05 .
Yui Kohno (Manager, HGPI)

13:05-15:10 Program1l: Talk Session
“The First Step Toward Meaningful Involvement: Moving Forward Together”
Ice Break * Explanatory Introduction
Panel Talk 1: Listening to Real Examples of Involvement
Yutaka Ozawa (Assistant Section Chief, Cancer Control Group, Disease Control Division,
Medical Bureau, Health and Welfare Department, Shizuoka Prefecture)
Hitoshi Fukuhara (Representative Director, Heart Valve Voice)
Kyoko Yamauchi (Representative, Swallow Association)
Facilitator: Honoka Hiraka (Senior Associate, HGPI)

Panel Talk 2: Diverse Experiences from the Field
Mayu Okuno (President, Saitama IBD Association)
Kimie Sakurai (Vice Chair, NPO GISTERS)
Takeshi Shukunobe (President and CEO, PPeCC)
Yuhei Yamada (Representative Director, Porque,
the Organization of Persons with Psychosocial Disabilities)
Facilitator: Orie Yamashita (Associate, HGPI)

15:10-15:25 Break

15:25-16:25 Program 2: Challenging Workshop
“Let’s Take Our First Step Toward Involvement!”
Explanatory Introduction

Group work

16:25-16:30 Closing
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Opening Remarks

HGPI is a non-profit, independent, non-partisan health policy think tank that has actively pursued its stated
mission of “Achieving citizen-centered health policy” since its establishment in 2004. HGPI carefully synthesizes
the opinions of diverse stakeholders to generate policy recommendations from a neutral standpoint. Over the
course of its activities, HGPI has continuously advocated for the importance of ensuring that patients and others
with lived experience of health concerns are involved in the policymaking process.

With a cross-cutting perspective that spans disease areas, HGPIl’s focus in recent years has also included
supporting continuous and effective involvement for people with lived experience of health conditions in the
policy formulation process. HGPI’s various initiatives for meaningful involvement include hosting workshops for
people with lived experience, providing opportunities for local government officials to exchange opinions, and
operating “Japan’s Patient Expert Platform (J-PEP),” a website for information and interaction.

Today, we are joined by over 50 people from all over Japan. In addition to people with lived experience, they
represent various positions including government, academia, and industry. | think having such diverse points of
view intersect at this forum will make our discussions all the more productive.

Involvement from people with lived experience in the policy formulation process will bring about better
understanding and support for systems built by that process, which will in turn lead to better healthcare. | have
high expectations that this forum will help support such developments.

Yui Kohno
(Manager, HGPI)
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Program 1: Talk Session

“The First Step Toward Meaningful Involvement: Moving Forward Together”

Panel Talk 1: Listening to Real Examples of Involvement
Knowledge acquired during panel discussion

* When sharing opinions during health policy participation, it is important for participants to appropriately
shape their responses in a manner that takes the differences in scale among national, prefectural, and
municipal administrative bodies into account. For example, when sharing one’s opinions, it is more effective
to express thoughts as proposals rather than as requests and to be accommodating for local characteristics or
the other parties’ positions.

* When people with lived experience take part in government committees, it is important that they carefully
organize their thoughts and take time to prepare without rushing. It is also important for them to lend an ear
to the voices of many other people with different opinions and do their best to avoid being biased toward
their own position. In addition, they must be ready and willing to offer comments after carefully identifying
what they can convey from their own position.

* There are many cases in which the aim of government committee meetings is to reach consensus. This
requires an awareness of items that are non-negotiable and a willingness to accept compromise. Participants
must be able to convey their thoughts clearly in limited amounts of time and without missing opportunities
to offer comments.

* |t is precisely because efforts to be involved in health policy do not immediately generate results that it is
important to recognize the need to participate in meetings on a continuous basis and leave one’s mark in the
meeting minutes. Also, because connecting with people can help participants have new experiences or shape
new opinions, fostering connections with a diverse range of people is great for maintaining and expanding
involvement in health policy.

Panelists

i )

Yutaka Ozawa Hitoshi Fukuhara Kyoko Yamauchi

(Assistant Section Chief, (Representative Director, (Representative,

Cancer Control Group, Heart Valve Voice) Swallow Association)

Disease Control Division, '

Medical Bureau, Health and Welfare
Department, Shizuoka Prefecture)




Program 1: Talk Session

“The First Step Toward Meaningful Involvement: Moving Forward Together”

Panel Talk 2: Diverse Experiences from the Field

Knowledge acquired during panel discussion

* There are many reasons why people with lived experience decide to get involved. For example, how they
approach their disease or disorder may have changed; they may have met a patient advocacy organization; or
they may have become aware of an issue that is close to them. Regardless of reason, their involvement is
based on their lived experiences as patients or affected parties, and that is what leads them to take action.

* Over the course of the process of deepening conversations and mutual understanding with people in
government, industry, research, or other different positions, people with lived experience can directly feel
that their experiences or voices are reaching society, and this is a source of motivation that encourages them
to participate again at the next opportunity for involvement.

* Even when a person with lived experience is participating as an individual, they are still somewhat aware that
they are acting as a patient representative. This is why in addition to expressing their own thoughts, they
must be willing and able to gather the voices of their peers and put them into words.

* Important aspects for sustainable involvement for people with lived experience are spaces where they can
deliver their voices with peace of mind, systems that provide flexibility to manage treatment and employment,
and connections with partners who have experience in meaningful involvement.

Panelists

Mayu Okuno Kimie Sakurai Takeshi Shukunobe
(President, Saitama IBD Association) (Vice Chair, NPO GISTERS) (President and CEO, PPeCC)
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Program 2: Challenging Workshop “Let’s Take Our First Step Toward Involvement!”

Participants formed small groups where they gave 30-second speeches (including self-introductions) and
exchanged opinions on meaningful involvement in health policy. Participants observed three ground rules while
completing the group work: (1) listen and speak well; (2) accept what others are saying without contradicting
them; and (3) be conscious of time.

Participants shared their backgrounds during the limited time available during their 30-second speeches, which
included brief descriptions of their positions, experiences, and messages.

During the opinion exchange, each person shared their own thoughts and views while looking back on their
experiences being involved in various settings, on both the side sharing opinions and the side conducting
operations. These settings included past meetings on health policy that they had joined or meetings at
companies or in communities. Discussions grew lively as participants weaved in issues they felt in daily life and
new perspectives from others. As each participant had their own unique experiences and expertise, rather than
just being a time to exchange information, these discussions became opportunities for participants to consider
how they can take part in health policy as people with lived experience and as citizens.
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Speaker Profiles (titles omitted; in no particular order)

Mayu Okuno
President, Saitama IBD Association

Ms. Mayu Okuno was born in 1993. In 2004, she was diagnosed with Crohn’s disease, which is a designated intractable
disease. She became a member of Saitama IBD in 2016, where she has served as a staff member. She assumed her current
position in 2024.

Ms. Okuno has participated in study groups, events, and other gatherings related to healthcare and welfare since the start
of her patient advocacy activities. Through the people she encountered at those events, she received opportunities to
share her experiences as a patient. Since then, her activities have included speaking at events hosted by organizations like
pharmaceutical companies and public health centers, or making media appearances.

Yutaka Ozawa
Assistant Section Chief, Cancer Control Group, Disease Control Division, Medical Bureau, Health and Welfare
Department, Shizuoka Prefecture

Mr. Ozawa Yutaka joined the Shizuoka Prefectural Government as a pharmacist and has past experience serving at facilities
like public health centers and prefectural offices, mainly in the field of sanitation.While he was often involved in measures
related to pharmacists and pharmacies, he transferred to the Disease Control Division’s Cancer Control Team in FY2023.
There, he leads efforts for CVD and cancer control.

Mr. Ozawa is involved in operating various government committees (including Shizuoka Prefecture’s Council for the
Promotion of CVD Control and Council for the Promotion of Cancer Control) and formulating prefectural plans (including
Shizuoka Prefecture’s Medical Care Plan, Plan for the Promotion of CVD Control, and Plan for the Promotion of Cancer
Control).

Kimie Sakurai
Vice Chair, NPO GISTERS

In 2004, Ms. Kimie Sakurai’s spouse was diagnosed with a rare form of cancer called gastrointestinal stromal tumor (GIST)
at age 38. GISTERS was established as a private organization in 2006 and incorporated in 2012. Its various activities for
patient support have included requesting accelerated approval for new pharmaceuticals, operating social network accounts,
and hosting seminars. In addition, in her capacity as a small business owner, Ms. Sakurai was appointed to the Ministry of
Health, Labour and Welfare’s Study Group on Ideal Employment Support for Cancer Patients and Survivors in 2014.

Takeshi Shukunobe
President and CEO, PPeCC

Mr. Takeshi Shukunobe developed chronic nephritis at age 3. He began hemodialysis at age 18, after developing chronic
renal failure. He launched a business in the area of his own condition, kidney disease, in 2010. In 2019, he established
PPeCC, Inc., which is an organization providing patient support across diseases that has been continuously delivering the
voices of people living with health conditions to healthcare and society. His experience participating at government
institutions includes presenting an opinion at the Central Social Insurance Medical Council on January 21, 2022 and
participating in the Working Group on Healthcare, Long-term Care, and Infectious Disease Control at the Cabinet Office’s
Council for Regulatory Reform from February 2023 to June 2024. Currently, his other roles include Member, Patient Group
Advisory Board, Japan Pharmaceutical Manufacturers Association; and Member, Clinical Trial Review Committee, Institute
of Science Tokyo Hospital. Mr. Shukunobe works together with people living with other health conditions as well as
representatives of industry, government, and academia, and would like to help build better healthcare with his partners
while making the circle of meaningful involvement feel close at hand for everyone.

Hitoshi Fukuhara
Representative Director, Heart Valve Voice

In 2019, Mr. Hitoshi Fukuhara founded a national patient advocacy organization for valvular heart disease together with
partners living with that condition, and their activities have since focused on improving the present and future for people
living with valvular heart disease together with affected parties and supporters from Japan and overseas. In 2019, Mr.
Fukuhara participated in the “Our Views, Our Voices” workshop hosted by NCD Alliance and served as a peer trainer for a
workshop for strengthening advocacy capacity among patients and others with lived experience in Japan. His other
activities include submitting requests to Diet members and local governments regarding the Basic Act on Stroke, Heart
Disease, and Other CVDs to Extend Healthy Life Expectancies and prefectural plans for the promotion of CVD
countermeasures.




Speaker Profiles (titles omitted; in no particular order)

Yuhei Yamada
Representative Director, Porque, the Organization of Persons with Psychosocial Disabilities

It has been almost two decades since Mr. Yuhei Yamada first began receiving psychiatric care. His initial encounter with
peer support activities stems from his experiences being hospitalized in a psychiatric hospital, which also led to his
involvement in patient advocacy activities in the area of psychiatric disorders. Over the course of sharing various challenges
he encountered during his experiences with healthcare, he began to set his sights on addressing those that could be
considered challenges for society. In recent years, he has also been involved in the process of investigating Japan’s
adherence to the Convention on the Rights of Persons with Disabilities, including the creation of parallel reports. Mr.
Yamada would like to continue actively contributing to the movement to help people open new paths under the slogan of
that Convention, “Nothing about us without us.”

Kyoko Yamauchi
Representative, Swallow Association

Thirteen years ago, Ms. Kyoko Yamauchi established the Swallow Association for parents raising infants with feeding and
swallowing disorders, infants who use feeding tubes (such as percutaneous endoscopic gastrostomy tubes or nasogastric
tubes), or infants with extremely unbalanced diets, small appetites, or that will not eat. She is also engaged in peer support
for parents who share similar issues and that is not limited to specific diseases. Those parents include those with babies
with low birth weights, children with underlying medical conditions, and children with developmental disabilities. She is
also engaged in awareness-raising and educational activities for healthcare professionals.

Ms. Yamauchi has also served as a member of the Pharmaceutical and Medical Device Systems Subcommittee of the
Health Science Council since 2021.
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About Health and Global Policy Institute

Health and Global Policy Institute (HGPI) is a non-profit, independent, non-partisan health policy think tank established in 2004. In
its capacity as a neutral think-tank, HGPI involves stakeholders from wide-ranging fields of expertise to provide policy options to
the public to successfully create citizen-focused healthcare policies. Looking to the future, HGPI produces novel ideas and values
from a standpoint that offers a wide perspective. It aims to realize a healthy and fair society while holding fast to its independence
to avoid being bound to the specific interests of political parties and other organizations. HGPI intends for its policy options to be
effective not only in Japan, but also in the wider world, and in this vein the institute will continue to be very active in creating
policies for resolving global health challenges. HGPI’s activities have received global recognition. It was ranked second in the
“Domestic Health Policy Think Tanks” category and third in the “Global Health Policy Think Tanks” category in the Global Go To
Think Tank Index Report presented by the University of Pennsylvania (as of January 2021, the most recent report).
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Copyright Policy / Source Citations

Permission from HGPI is not required for the use of these policy recommendations issued under the Creative Commons
Attribution-NonCommercial-ShareAlike 4.0 International license. @ ®®@

— Attribution: Credit(Author/Year/Title of Report/URL) must be appropriately assigned to HGPI. L IEIIMJ

— Non-commercial: Content may not be used for commercial purposes.

— Share-alike: If Content is altered, transformed, or expanded, these new contributions must be distributed under the same

license as the original.
For more information: https://hgpi.org/en/copyright.html
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Health and Global Policy Institute: Guidelines on Grants and Contributions
As an independent, non-profit, non-partisan private think tank, HGPI complies with the following guidelines relating to the
receipt of grants and contributions.

1. Approval of Mission
The mission of HGPI is to improve the civic mind and individuals” well-being, and to foster a sustainable healthy
community by shaping ideas and values, reaching out to global needs, and catalyzing society for impact. The
activities of the Institute are supported by organizations and individuals who are in agreement with this mission.
2. Political Neutrality
HGPI is a private, non-profit corporation independent of the government. Moreover, we receive no support from
any political party or other organization whose primary purpose is political activity of any nature.
3. Independence of Project Planning and Implementation
HGPI makes independent decisions on the course and content of its projects after gathering the opinions of a
broad diversity of interested parties. The opinions of benefactors are solicited, but the Institute exercises
independent judgment in determining whether any such opinions are reflected in its activities.
4. Diverse Sources of Funding
In order to secure its independence and neutrality, HGPI will seek to procure the funding necessary for its
operation from a broad diversity of foundations, corporations, individuals, and other such sources. Moreover, as a
general rule, funding for specific divisions and activities of the Institute will also be sought from multiple sources.
5. Exclusion of Promotional Activity
HGPI will not partake in any activity of which the primary objective is to promote or raise the image or awareness
of the products, services or other such like of its benefactors.
6. Written Agreement
Submission of this document will be taken to represent the benefactor’s written agreement with HGPI’s
compliance with the above guidelines.
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Project sponsors (in alphabetical order)
Novartis Pharma K.K.
Novo Nordisk Pharma Ltd.
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