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Recommendations for Advancing Patient Involvement in Stroke, Heart Disease, and
Other Cardiovascular Disease Policy Co-Creation

HGPI will continue to deepen discussions with all those concerned on the below recommendations, contributing to the
promotion of patient involvement in policy-making for stroke, heart disease, and other cardiovascular diseases (CVDs) as

well as to the formulation and maintenance of sustainable healthcare systems.

Summary of Recommendations

Recommendation 1. In light of Japan's Basic Act On Stroke and Cardiovascular Disease Measures, reflect the patient-

voice in Basic Plans established by municipalities as well as in Regional Medical Care Plans.

* To disseminate a proper understanding of therapeutic areas, platforms must be developed in each municipality/region which empower
patients and families to share first-hand their stories of lived experience. Efforts must also be made to encourage more people to make these
stories their own.

* To develop the policy-making and advocacy skills of people with lived experience, ongoing capacity-building support is needed.

Recommendation 2. Promote evidence- and need-based regional policies aimed at improving stage-dependent NCD

prevention and developing rehabilitation systems with the potential to improve patient quality of life (QOL).
Advancing appropriate, stage-dependent prevention will require the creation of effective, evidence-based programs as well as environments
which facilitate easy program access. Programs should be provided not only under the umbrella of healthcare services, but also through

harmonization of elements such as housing, community-building, work-life balance, and public-private partnerships.

Recommendation 3. Revise policies from the patient perspective, promote the creation of patient-centered support
systems, and facilitate high-quality healthcare delivery through the appropriate use of technology, in order to achieve a
fully integrated medical/long-term care system spanning post-onset, acute, and chronic stages.

* To develop stage-dependent systems which support daily life post-onset, healthcare delivery systems and policies require revision from the
patient perspective, and necessary support systems need to be determined through ongoing, multi-stakeholder reviews.

* To realize a fully integrated healthcare delivery system, information must be continuously collected. Achieving data utilization of benefit to

patients will require proactive collection efforts undertaken with consent.

Recommendation 4. Deepen understanding as well as support in workplaces and local communities, making it possible
for anyone to balance treatment with their desired level of participation in the workforce and society. Strive for support
that is effective and efficient by learning from other therapeutic areas and undertaking cross-cutting initiatives

whenever possible.
To realize a society in which being able to achieve work-life-treatment balance is considered the norm, cross-sectoral players must support
patients and families, creating collaborative systems such as triangular, work-life-treatment balance support coordinator systems involving

general practitioners (GPs), employers (companies) / occupational health physicians, and patients

Recommendation 5. Continue strengthening patient advocacy initiatives by creating cross-cutting platforms which

enable individuals from varying therapeutic area, generation, and status to take action.
A unified and strategic approach is vitally important and requires the creation of platforms where not only patients and patient support

organizations but also diverse stakeholders including industry, government, academia, and civil society, can come together and collaborate

across therapeutic areas.
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B Recent Trends and HGPI Activities Related to Non-Communicable Diseases (NCDs)

NCDs such as cardiovascular diseases (CVDs), cancers, diabetes, chronic respiratory diseases, as well as mental and neurological disorders, have
become the leading cause of death worldwide, and according to statistics from the World Health Organization (WHO), 39.5 million people died due
to NCDs in 2015, accounting for 70% of all deaths. Globally, activities aimed at preventing and managing NCDs are gaining momentum. In 2018, the

United Nations General Assembly (UNGA) held the Third High-Level Meeting on NCDs, and a Political Declaration was adopted by member states.

In response, various academic institutions and NGO's, including the NCD Alliance, a global, collaborative platform, released a civil society statement

demanding action.

To confront the current situation and its inherent issues, HGPI has been holding a series of global forums spanning various NCD therapeutic areas, to
crystalize policy issues from the perspectives of people living with or affected by NCDs, to propose necessary policies, and to bring together multi-

stakeholders such as members of industry, academia, policy makers, and civil society, including patient leaders from both inside and outside Japan.

In 2018, HGPI organized forums for experts as well as workshops for leaders with lived experience, focused on the individual themes of diabetes and

cancer, and HGPI also organized a roundtable discussion on dementia.

B Overview of the NCD Global Forum for Civil Society: Stroke, Heart Disease, and Other Cardiovascular

Diseases Session

In Japan, the combined loss of life from heart disease and stroke is comparable to that from cancer, the leading cause of death, and it is expected to
increase alongside the size of the elderly population. In addition, healthcare expenditures on CVDs comprise a significant fraction of the total

national medical expenditure, thus representing an issue of pressing national importance.

In 2007, for the first time in Japan, HGPI conducted a patient awareness survey on heart disease policies, and in 2009, the Institute conducted
Japan'’s first "Stroke Patient Awareness Survey" on stroke policies, disseminating the findings both at home and abroad. In 2011, HGPI also organized

a "Stroke Policy Forum" for Diet Members and relevant stakeholders, providing a platform for the creation of citizen-led policy recommendations.

To promote a comprehensive approach in the fight against stroke, heart disease, and other CVDs, Japan at last enacted the Basic Act On Stroke,
Heart Disease, and Other Cardiovascular Disease Measures for Extending Healthy Longevity (hereafter referred to as the Basic Act On Stoke and
Cardiovascular Disease Measures) in December 2018. The Council for the Promotion of Cardiovascular Disease Measures, composed of multi-
stakeholders including patient groups, was established by the Ministry of Health, Labour and Welfare, and Stroke and Cardiovascular Disease

Measure Promotion Plans are set to be drafted by both national and regional governments.

Given the momentum gathering around stroke and CVD measures such as these, HGPI held a workshop for leaders of lived experience as well as a
global expert forum. While crystalizing patient-centered policy issues that need to be reflected in Stroke and Cardiovascular Disease Measure
Promotion Plans, the workshop also aimed to deepen understanding of the concerns that cut across NCDs. Through presentations of best practices
as well as a panel discussion, the global expert forum advanced discussions on the future of stroke and CVD measures as well as multi-stakeholder

collaboration.




NCD Global Forum for Civil Society:
Stroke, Heart Disease, and Other Cardiovascular Diseases Session
Patient Leader Workshop

Date & Time: Tuesday, March 26, 2019, 11:00-13:30
Venue: International House of Japan
Organizers: Health and Global Policy Institute (HGPI)
Japan Chronic Disease Self-Management Association (J-CDSMA)
Collaborator: Power to the People with Chronic Conditions (PPeCC)
Participants: Patient Leaders as well as Advocacy Groups from both inside and outside Japan, Healthcare Professionals,

Policy Makers, Members of Industry, etc.

Program : ( In no particular order / Honorifics and titles omitted )

Welcoming Remarks ° Introduction

Keynote Address: Japan's Basic Act on Cardiovascular Disease (CVD) Measures

—Key Developments and Future Outlook

Takenori Yamaguchi (Executive Director, Japan Stroke Association)

Roundtable Discussion :
Ensuring Patient Engagement and Co-Creation for Stroke, Heart Disease and Other CVDs

—Applying Best Practices in Light of the Basic Act on Stroke and CVD Measures

Self-Introductions/Activity Summaries from participants
Theme 1: Elevating the patient's voice in policy-making—Lessons learned from Japan's Cancer Control Act

Theme 2: Strengthening patient advocacy—Going beyond differences in therapeutic area, generation, and status

Summary/Closing Remarks
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NCD Global Forum for Civil Society:
Stroke, Heart Disease, and Other Cardiovascular Diseases Session
Global Expert Forum

Date &Time :
Venue :
Collaborators :

Participants :

Program:

Tuesday, March 26, 2019, 15:00-17:30

Iwasaki Koyata Memorial Hall, International House of Japan

Japan Chronic Disease Self-Management Association (J-CDSMA), Power to the People with Chronic Conditions (PPeCC)
Patient Leaders as well as Advocacy Groups from both inside and outside Japan, Policy-Makers, Ministry Officials,

Healthcare Professionals, Members of Industry, etc.

( In no particular order / Honorifics and titles omitted)

Welcome and Explanatory Introduction

Ryoji Noritake (CEO, Board Member, HGPI)

Report from the Patient Leader Workshop

Hiroki Takeda (Executive Director, Japan Chronic Disease Self-Management Association (J-CDSMA))

Keynote Address: Development of the Cardiovascular Disease Measure Promotion Plan—Next Steps

Masahiro Sasaki (Director, Cancer and Disease Control Division, Health Service Bureau, MHLW)

Roundtable Discussion
Creating a Patient-Centered Healthcare Delivery System for Stroke, Heart Disease, and

Other CVDs
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NCD Global Forum for Civil Society:
Stroke, Heart Disease, and Other Cardiovascular Diseases Session Workshop

Keynote Address: Japan's Basic Act on Stroke and Cardiovascular Disease (CVD) Measures
—Key Developments and Future Outlook from the Basic Act on Stroke Measures to the Basic Act on Stroke
and CVD Measures

Takenori Yamaguchi (Executive Director, Japan Stroke Association)

@ By actively managing risk factors, stroke can be prevented. With timely treatment (thrombolytic therapy, revascularization therapy),
mortalities decrease and outcomes clearly improve. In addition, appropriate rehabilitation increases the degree of recovery, so it is of vital

importance to improve medical facilities and to raise public awareness of initial response and prevention.

@ Regional disparities in stroke-related mortality rates and intravenous thrombolytic therapy with tissue-plasminogen activator (t-PA)
implementation rates triggered the legislation leading to Japan’s Basic Act on Stroke and Cardiovascular Disease Measures enacted December 14,
2018. In the case of cancer, establishment of a Basic Act ushered in considerable improvements in terms of regulatory measures, with

environmental advances in areas such as prevention-related public awareness, early detection through screenings, and research systems.

@ The JSA tirelessly pursued passage of Japan's Basic Act On Stroke and Cardiovascular Disease Measures for over 10 years. It is hoped that
implementation of the Act will serve to advance comprehensive stroke and CVD measures. (Japan's national Stroke and Cardiovascular Disease
Measure Promotion Plan was established through cross-ministry/depart effort, each regional government will formulate a Promotion Plan, and
regional outcomes will be evaluated, with the opportunity for revision every six years.) Additional expectations include the creation of stroke and
CVD measures based on multi-stakeholder opinion, the dissemination of information on prevention and initial response, and the involvement of

health insurers in prevention and public awareness campaigns.

@ In contrast to the Basic Act On Stroke Measures initially proposed, the Basic Act On Stroke and Cardiovascular Disease Measures incorporates

the following six points:
@ Name: Changed to the "Basic Act on Stroke, Heart Disease, and Other Cardiovascular Disease Measures for Extending Healthy Longevity"
® Scope: Expanded to include "Heart Disease, Stroke, and Other Cardiovascular Diseases"

® The addition of "case information etc." to information collection and distribution initiatives enables projects such as stroke registries, greatly

contributing to epidemiologic research.

@ specific reference to tobacco control measures

©

Specific reference to supplementary provisions addressing measures for prevention of complications following stroke

® Specific reference to supplementary provisions addressing other points under consideration

_HGPI

Healthy Debate %

HGPI_

Healthy Debate
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@ Measures should be taken to address the following issues observed in regards to the Basic Act On Stroke and Cardiovascular Disease
Measures:

- In the International Classification of Diseases (ICD-11), stroke has been reclassified as a neurological rather than a cardiovascular disease. As a
result, the term "cardiovascular diseases" by itself no longer encompasses stroke. We hope to see the name "Regional Cardiovascular Disease
Measure Promotion Plan" changed to "Regional Stroke and Cardiovascular Disease Measure Promotion Plan."

- With initial estimates for Cardiovascular Disease Measure Promotion Council member numbers based on addressing stroke alone, we hope to
see the number of members revised to 20.

- The establishment of regional Cardiovascular Disease Measure Promotion Councils has been entrusted to best intentions but should be made
compulsory.

- We would like to see an education-related, awareness-raising provision added to the Basic Act.

@ Making fullest use of the Basic Act On Stroke and Cardiovascular Disease Measures will require the development of effective national and
regional Stroke and Cardiovascular Disease Measure Promotion Plans and the realization of policies based on them. It also will be necessary to

prepare to undertake future revisions.
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Roundtable Discussion

Ensuring Patient Engagement and Co-Creation for Stroke, Heart Disease, and Other
CVDs—Applying Best Practices in Light of the Basic Act on Stroke and
Cardiovascular Disease (CVD) Measures

Patients and patient advocacy groups from various therapeutic areas and countries introduced talking points, and a discussion
took place on the direction civil society must take in order to elevate the patient voice in policy-making and strengthen patient
advocacy.

Session 1: Elevating the Patient Voice in Policy-Making—Lessons Learned from Japan's Cancer Control Act
Introduction of Talking Points
Shinsuke Amano (The Japan Federation of Cancer Patient Groups)

@ To support the daily lives of people living with or affected by cancer, Japan's Third Term of the Basic Plan to Promote Cancer
Control Programs stipulates measures for the provision of palliative care, employment support/social reintegration, and
counseling/information, as well as life-stage-dependent initiatives and cancer control/patient support measures based on community-
wide collaboration.

@ A survey conducted by the MHLW (First Commission on Childhood/AYA Generation Cancer Treatment and Support Documents)
indicates that the concerns experienced by people living with or affected by adolescent and young adult (AYA) generation cancers
which they would have liked to discuss during treatment include diagnosis/treatment (90.1%), finances (71.4%), and employment
(62.5%), as well as friend/family relationships, life and death, how one will die, sense of self, marriage, and schoolwork. As such, a
perspective must be adopted which "supports people in living their daily lives."

@ The Third Term of the Basic Plan to Promote Cancer Control Programs also stipulates advancement of a support triangle aimed at
balancing work, life, and treatment.

@ There are a number of issues, including participation in employment and society, which cut across therapeutic areas. We therefore
hope to see knowledge and experiences shared among patient organizations from various therapeutic areas.

Discussion
@ Opinions on Stroke and Cardiovascular Disease Measure Promotion Plans

- Referring to the precedent set by cancer measures, we hope to see the voices of patients and families elevated during the drafting of
measures such as Stroke and Cardiovascular Disease Measure Promotion Plans. Despite the fact that proper acute care for stroke and
CVDs can minimize complications, access during the acute stages to effective treatment modalities remains limited and regional
disparities persist. Emergency care systems must be built on region-wide collaboration. Although improvements in acute care will help
to decrease complications, patients will still face the challenge of balancing treatment with participation in employment and the
community and will require societal support.

- By combining stroke and CVDs into one piece of legislation, it is feared that measures for therapeutic areas with small numbers of
patients may be overlooked. Actions must be taken to address the following issues which have been observed among children living
with congenital CVDs:

» Adult patients, although no longer pediatric, often continue to be treated in pediatric departments due to poor coordination
between pediatrics and cardiology.

» In addition to a special education system for children living with congenital CVDs whose daily lives depend on treatments such as
tracheostomy suctioning and tube feeding, Japan has also failed to establish specialized hospitals for these same patients after they
reach adulthood.

» In responding to congenital diseases, follow-up also remains inadequate for parents who receive a prenatal diagnosis. Efforts to
educate society and establish legislation will be vital to the prevention of genetic discrimination.
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Session 2: Strengthening Patient Advocacy—Transcending Differences in Therapeutic Area, Generation, and
Status

Introduction of Talking Points
Sarah Belson (World Stroke Association/Stroke Association UK)

@ As the leading international organization in the fight against stroke, the World Stroke Organization (WSO) works to reduce the
global burden of stroke through prevention, treatment, and long-term care.

@ One of the primary initiatives of the WSO is to strengthen support for stroke survivors and their families. Building strong,
meaningful, and open relationships among people living with or affected by stroke is imperative to making their voices heard. One of
the goals of the WSO is to generate momentum in the fight against stroke by partnering with people in local communities.

@ In the United Kingdom (UK), the WSO played a central role in the development of its nationwide stroke program. Because it is of
great importance to incorporate the voices of many people regardless of location, policies are discussed by teleconference. Such an
approach has enabled the participation of large numbers of people from every region of the UK.

@ It is crucial to share/disseminate the issues as understood by stroke survivors in their daily lives, to plan initiatives in the spirit of
“co-creation,” and to be flexible regarding implementation. Amidst continuing, long-term efforts, times come when changes must be
made, and it is at those points in time, that we must remain committed to flexibly adjusting our course in response to the diverse
voices of the stroke community.

Haruka lkezaki (Nanbyo NET.RDing Fukuoka)

@ Many patient organizations for rare and intractable diseases currently face aging-related issues. Nanbyo NET.RDing Fukuoka is a
patient organization which was launched mainly by members of younger generations in response to the reality that younger people's
voices and concerns are becoming harder to hear. In 2014, when first established, the members were university students living with
rare and intractable diseases who, in considering their future employment, realized the necessity of a patient organization. Our
organization runs patient groups which bring together younger individuals by holding events such as the "Nanbyo Cafe."

@ For the many issues involving rare and intractable diseases to be properly recognized and reflected in society, voices need to be
gathered from across the generations and effectively elevated in the policy-making process. To do so, platforms must be developed
where younger generations can summarize the issues, discuss solutions, and initiate youth-led actions (promoting proposals among
relevant parties).

Discussion
@ Current issues in patient advocacy and the strengthening advocacy which transcends differences in
therapeutic area, generation, and status

<Issues>
- Since many strokes are preventable, there need to be more public awareness campaigns.

Public lectures and other events held to raise disease prevention awareness tend to attract participants already interested in such
topics, making it difficult to ensure diversity among participants. Even if, for example, aphasia cafes are organized, where people living
with aphasia and their families can gather together to share their concerns, encouraging other members of the community to get
involved remains a challenge. In addition to public lectures, there is a need for awareness-raising initiatives which are more effective.

- Voices and knowledge should be collected not only from patients and survivors, but also from people involved in caregiving,
including informal caregivers.

- Meetings are held for stroke survivors who are experiencing aphasia, and many such survivors are young, so employment and
marriage pose major concerns. Initiatives must more closely align with the concerns of stroke survivors from a wide range of
generations, and younger generations in particular.

k|
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The Need to Create Platforms

- Activities must continue to be promoted with shared recognition of the fact that awareness-raising activities will be crucial to advancing disease
prevention across all therapeutic areas. Therefore, not only people living with or affected by diseases, but also diverse stakeholders spanning
industry, government, academia, and civil society, must come together to develop platforms for collaboration. In addition, to further develop the
policy-making and advocacy skills of people with lived experience, ongoing capacity-building support is needed.

- In the UK, the number of patients living with heart valve disease and its associated burden have risen in line with population aging. Responding to
the situation has required actions including the revision of heart valve disease treatment guidelines. An important key will be a cohesive, person-
centered approach in which various organizations, clinicians, opinion leaders, health and welfare specialists, and academic institutions share
advocacy strategies.

The Need to Rethink Conventional Approaches to Sharing/Disseminating Information

- "Empathy and Imagination" are vital. Knowing that we are likely to see things differently from other people, we must try to put
ourselves in their shoes and imagine what it is that they would wish to do. People living with or affected by diseases need to go out
into their communities, speak up when they are in trouble or in need, and help spread information to the public.

- Flexible formats of collaboration are needed to transcend therapeutic area, status, generation, and place of residence. Examples
include cafe events which allow casual participation by patients and families as well as web- or telephone-based conferences which
allow participation regardless of location by use of computers, smartphones, or landlines.

- With many patients facing medical complications, patient organizations should use awareness-raising activities to spread positive
messages to society so that people living with stroke, heart disease, and other CVDs don't become overly - "Empathy and
Imagination" are vital. Knowing that we are likely to see things differently from other people, we must try to put ourselves in their
shoes and imagine what it is that they would wish to do. People living with or affected by diseases need to go out into their
communities, speak up when they are in trouble or in need, and help spread information to the public.

- In Europe, “Aortic Disease Awareness Day” was established to raise awareness of aortic disease and dissection. If academic
institutions, hospitals, and the government in Japan were also to collaborate on the development of a campaign week, it would likely
raise public awareness.

Summary/Closing Remarks
Hiroki Takeda (Executive Director, Japan Chronic Disease Self-Management Association (J-CDSMA))

@ As demonstrated today, it is crucial that we continue to create opportunities like this session, which brought together patients and
families as well as members of patient support organizations active in the fields of stroke, heart disease, and other CVDs, from a range
of locations. We must also continue to take a cross-cutting approach, knowing that although diseases may be different in name, they
often reveal shared issues as well as potential hints.
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NCD Global Forum for Civil Society:
Stroke, Heart Disease, and Other Cardiovascular Diseases Session
Global Expert Forum

Date & Time: Tuesday, March 26, 2019, 15:00-17:30
Venue: |wasaki Koyata Memorial Hall, International House of Japan
Organizer: Health and Global Policy Institute (HGPI)

Participants: Patient Leaders as well as Advocacy Groups from both inside and outside Japan, Policy-Makers, Ministry Officials, Healthcare

Professionals, Members of Industry, etc.

Roundtable Discussion

Creating a Patient-Centered Healthcare Delivery System for Stroke, Heart Disease, and Other CVDs

* Report from the Patient Leader Workshop
Hiroki Takeda (Executive Director, Japan Chronic Disease Self-Management Association (J-CDSMA))

@ Discussions were held during the morning workshop on how best to elevate the patient voice in policy-making as well as on
potential strategies for strengthening patient advocacy and for transcending differences in therapeutic area, generation, and status.

@ While continuing to identify the issues which cut across therapeutic areas, we hope, if nothing else, to at least slightly alleviate the
challenges faced by people living with or affected by stroke, heart disease, and other CVDs, as well as aid in clarifying their priorities.
Forums for discussion which cut across therapeutic areas should be regularly organized, allowing people living with of affected by
stroke, heart disease, and other CVDs to demonstrate their autonomy, and contributing to a cycle in which newly gained experiences
are then applied to a variety of activities and widely circulated.

Keynote Address Development of the Stroke and Cardiovascular Disease Measure Promotion Plan—Next Steps
Masahiro Sasaki (Director, Cancer and Disease Control Division, Health Service Bureau, MHLW)

@ Heart disease is Japan's second leading cause of death, and cerebrovascular disease, its third, making CVDs the leading cause
overall. Stroke and CVDs also comprise one of the main reasons for requiring long-term care. In terms of CVDs, the number of chronic
heart failure patients requiring repeated hospital readmission has been on the rise, emphasizing the importance of strengthened CVD
measures.

@ Based on documents including the report from the Consultation Committee on Healthcare Delivery Systems for Heart Disease,
Stroke, and Other Cardiovascular Diseases, the MHLW has advanced CVD measures. In addition, meetings of the "Consultation
Committee on the Use of Cardiovascular Disease Information to Facilitate Non-Communicable Disease Measures" began in January
2019, and discussions are ongoing.

@ In December 2018, the "Basic Act on Stroke, Heart Disease, and Other Cardiovascular Disease Measures for Extending Healthy
Longevity" was established and later enacted. Going forward based on this piece of legislation, and in collaboration with relevant
departments/associations, the MHLW is committed to advancing a broad range of CVD measures to address acute to chronic stages
including rehabilitation.

@ The national government will establish a "Cardiovascular Disease Measure Promotion Council" and formulate a "Cardiovascular
Disease Measure Promotion Plan." The national plan is expected to undergo revision at least once every six years. Regional
governments will also strive to establish "Regional Cardiovascular Disease Measure Promotion Councils," each formulating their own
"Regional Cardiovascular Disease Measure Promotion Plan," and regional governments will also strive to modify their plans at least
once every six years.
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Roundtable Discussion
Creating a Patient-Centered Healthcare Delivery System for Stroke, Heart Disease, and Other CVDs

At the global expert forum, multi-stakeholders representing both Japan and abroad reflected on points raised during the morning
workshop, and discussions focused on person-centered healthcare delivery systems. This event, the fourth and final NCD Forum of
FY2018, provided the opportunity to introduce numerous stroke- and CVD-related initiatives from both inside and outside Japan, to
expand upon previous discussions, and to reaffirm the existence of shared, cross-cutting concerns among NCD therapeutic areas.
Main discussion points included the following:

The need, in light of Japan's Basic Act on Stroke and Cardiovascular Disease Measures, to properly reflect the patient-
voice in municipally established Basic Plans and in Regional Medical Care Plans

1. Direct contact with the patient voice is very effective for disseminating a proper understanding of therapeutic areas,
so rather than being limited to specialized healthcare providers, events such as this should involve multi-stakeholders
such as primary care physicians and members of industry.

@ While provision of correct information by healthcare providers and the media is imperative, until individuals take that information
into personal consideration, behavioral change remains unlikely. Having established this Basic Act, platforms must now be developed
region by region which empower patients and families to share first-hand their stories of lived experience, and further efforts must be
made to encourage more members of the public to make these stories their own.

@ In other countries, effective methods such as entertainment, social media, and cross-cultural marketing are being used to
disseminate information to wider audiences, even involving the participation of celebrity spokespersons and the hosting of fashion
shows. Awareness-raising activities should be undertaken on a broad scale, alongside fund-raising initiatives and the involvement of
members of industry.

@ To support peoples' daily lives following discharge from hospital, primary care physicians need to understand the complex case
histories which vary patient to patient. Bringing basic knowledge of diseases to a wider audience will require systematic awareness-
raising through increased efforts such as developing disease manuals and organizing educational seminars.

The need to promote evidence- and need-based regional policies aimed at improving stage-dependent NCD prevention
and developing rehabilitation systems with the potential to improve patient quality of life (QOL)

2. The need to promote evidence- and need-based regional policies aimed at improving stage-dependent NCD
prevention and developing rehabilitation systems with the potential to improve patient quality of life (QOL)

@ Primary prevention (lifestyle management and risk factor prevention) requires the management of factors such as tobacco use,
salt consumption, alcohol intake, and physical activity. Relevant measures must promote the development of school-based
educational interventions, academic research, and projects to support these efforts.

@ Go Red For Women (GRFW), an international movement started by the American Heart Association (AHA) to raise awareness of
stroke and CVDs in women, is building a network for multi-stakeholders to collaborate and share best practices. In China, GRFW
provides heart screenings, workshops, and educational tools, and in Singapore, cooking classes and sports activities are underway.
The development of awareness-raising programs backed by evidence must also be furthered in Japan, and systems should be
established in which many people can easily participate.
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The need to revise policies from the patient perspective, promote the creation of patient-centered support systems,
and facilitate high-quality healthcare delivery through the appropriate use of technology, in order to achieve a fully
integrated medical/long-term care system spanning post-onset, acute, and chronic stages

1. To develop stage-dependent systems which support daily life post-onset, healthcare delivery systems and policies
must be revised from the patient perspective, and necessary support systems need to be determined through ongoing,
multi-stakeholder reviews.

@ The voices of patients and families often bring new issues to light. Sharing stories also provides patients and families with the
opportunity to expand their support networks while contributing to society.

@ Regardless of therapeutic area, it is common immediately following diagnosis to experience feelings of anxiety toward the future
and uncertainty regarding one's illness. There is thus a need for companion-like individuals who can support patients and families
through the process of life-planning, with examples including "link workers," available in Scotland following a dementia diagnosis, or
“peer supporters,” in the field of cancer.

@ Going forward, civil society must monitor whether Regional Cardiovascular Disease Measure Promotion Plans established by
regional governments are being based on the voices of people living with or affected by stroke, heart disease, and other
cardiovascular diseases, and whether or not plans are then undergoing revision according to the patient voice and issues raised.

2. To realize a fully integrated healthcare delivery system, information must be continuously collected. Achieving data
utilization of benefit to patients will require proactive collection efforts undertaken with consent.

@ As long as the outcomes of ongoing data collection, analysis, and utilization are made clear, most patients are considered likely to
consent. In addition, visualizing health status post-onset may also provide an incentive for people to improve their self-management.

@ Despite the fact that screenings are vital tools for the prevention and early detection of stroke and heart disease, screening data is
not always meaningfully used, and screening rates themselves remain low. Screenings, however, offer the opportunity to use novel
technologies. For example, if digital stethoscopes were used to screen people ages 65 or over who visit the clinic for influenza
vaccines, more cases of heart valve disease would likely be detected.

The need to deepen understanding as well as support in workplaces and local communities, making it possible for
anyone to balance treatment with their desired level of participation in the workforce and society, and to strive for
support that is effective and efficient by learning from other therapeutic areas and undertaking cross-cutting initiatives
whenever possible

@ As a form of work-life-treatment balance support, the Third Term of the Basic Plan to Promote Cancer Control Programs stipulates
creation of a triangular, work-life-treatment balance support coordinator system involving GPs, companies/occupational health
physicians, and patients.

@ Other countries offer return-to-work support through the use of guidebooks for both survivors of stroke as well as employers.
Guidebooks for survivors provide information on taking a leave of absence, return-to-work plans, workers' rights, and retraining, as
well as on volunteer organizations. It is also possible to use online resources and call centers. Guidebooks for employers provide basic
information on diseases as well as information on the management of employees living with or affected by them, and call centers for
employers are also available.

@ Most support systems currently provided in Japan are divided not only by service content, whether that be employment continuity
support, job-seeking support, or disability employment services, but also by therapeutic area. We first hope to see a "one-stop" form
of support for putting people in contact with the individual systems. Many people living with or affected by diseases feel isolated, not
knowing where to take their questions and concerns. To support people in such situations, patient organizations need to work on
developing cross-cutting, collaborative networks.
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About Health and Global Policy Institute (HGPI)

Health and Global Policy Institute (HGPI) is a Tokyo-based independent and non-profit health policy think tank, established in
2004. Since establishment, HGPI has been working to help citizens shape health policies by generating policy options, and to
bring stakeholders together as a non-partisan think-tank. The mission 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 by catalyzing
society for impact. We commit to activities that bring together relevant players in different fields, in order to provide innovative
and practical solutions, and to help interested citizens understand choices and benefits in a global, broader, and long-term
perspective.
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