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M Recent Trends and HGPI Activities Related to Non-Communicable Diseases (NCDs)

NCDs such as cardiovascular diseases, 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 is holding a series of global forums spanning various NCD therapeutic areas, to
crystalize policy issues from the perspectives of people living with and 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: Dementia Session

Dementia is becoming a social issue worldwide as lifespans increase. In recognition of dementia as a serious global health issue, the World Health
Organization adopted a global plan on dementia at the 70th session of the World Health Assembly in May 2017. As a result, the Global Action Plan on
the Public Health Response to Dementia 2017-2025 was adopted by its member countries and every country with an aging population is taking

measures to respond to dementia.

To expand understanding of dementia countermeasures from the viewpoint of employment and social participation — a shared challenge for all
disciplines fighting NCDs — HGPI held a roundtable discussion on the theme of dementia to support the activities and joint efforts of various multi-

stakeholders such as people with dementia, their families, the people in their communities, and specialists.
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NCD Global Forum for Civil Society Dementia Session
User-Led, Multi-stakeholder Considerations on the Status and Challenges of Dementia Policy

Date & Time : Tuesday, November 20, 2018, 13:00-14:30

Venue : Health and Global Policy Institute office

Co-organizers : Health and Global Policy Institute (HGPI)

Japan Chronic Disease Self-Management Association (J-CDSMA)

Participants: Patient leaders, next-generation patient leaders, academia, members of industry, etc.

Program

13:00-13:05

13:05-13:15

13:15-13:25

13:25-14:30

14:30

Opening Remarks * Introduction

Ryoji Noritake (CEO, Board member, HGPI)

Keynote Address 1: "The WHO Global Action Plan"

Ryoma Kayano (Technical Officer, WHO Centre for Health Development)

Keynote Address 2: "The Status of Dementia Measures in Japan"
Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures; Health and Welfare Bureau for the Elderly;

Ministry of Health, Labour and Welfare)

Roundtable Discussion
"Supporting participation in employment and society
-Considering challenges and prospects from perspectives that cut across therapeutic areas-"
Participants: (In no particular order / Honorifics and titles omitted)
Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of Gerontology)
Ryoma Kayano (Technical Officer, WHO Centre for Health Development)
Shinpei Saruwatari (Promoter for Consultation Support Integration, Omuta City Hall / Director,
Shirakawa Hospital Comprehensive Community Health Office)
Tomofumi Tanno (Executive Committee Representative, Orange Door)
Takehito Tokuda (Board Member, Dementia Friendship Club)
Satoko Hotta (Professor, Graduate School of Health Management at Keio University / Board Member, HGPI)
Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures;
Health and Welfare Bureau for the Elderly; Ministry of Health, Labour and Welfare)
Shinsuke Amano (Chair, The Japan Federation of Cancer Patient Groups)
Hiroki Takeda (Executive Director, Japan Chronic Disease Self-Management Association)
Facilitators:
Hiroko Nishimoto (Manager, HGPI)

Shunichiro Kurita (Senior Associate, HGPI)

Closing



NCD Global Forum for Civil Society, Dementia Session
User-Led, Multi-stakeholder Considerations on the Status and Challenges of Dementia Policy

Keynote Address 1: “The WHO Global Action Plan”

Ryoma Kayano (Technical Officer, WHO Centre for Health Development)

@ Research themes at the WHO Centre for Health Development (WHO Kobe Centre), the sole policy research facility of the World Health
Organization (WHO), include Universal Health Coverage (UHC), population aging, and health emergency risk management.

@ Aging is no longer advancing in just a selection of developed countries, but worldwide, and dementia is a major challenge that each and every
country will face. In 2015, the WHO announced the first ever "World Report on Health and Aging," emphasizing the fact that aging initiatives are
investments rather than costs. To add to that, the WHO Dementia Global Action plan was adopted by the General Assembly in 2017.

In collaboration with Kobe University, the center jointly initiated the "Kobe Project for the Exploration of Newer Strategies to Reduce Social

@ Burden of Dementia," aiming to enable early dementia detection and management for Kobe citizens. In the future, continual R&D on dementia-
related therapies and prevention methods as well as studies aimed at societal implementation and cross-cutting developments will be needed,
and the WHO hopes to deepen collaboration/cooperation among various sectors.

@ Japanis creating evidence-based dementia measure "model cases" at the regional, municipal, and community levels, and the world is waiting to

hear from Japan as the country with the most advanced rate of aging.

Keynote Address 2: “The Status of Dementia Measures in Japan”

Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures;
Health and Welfare Bureau for the Elderly; Ministry of Health, Labour and Welfare)

@ The July 2017 revision of the "Comprehensive Strategy for the Promotion of Dementia Measures" (New Orange Plan) aims to realize "a society in
which the intentions of people living with dementia are respected and they can live on their own terms, as long as possible, in pleasant and
familiar environments," and plan is making progress based on "seven pillars."

@ As part of our campaign to raise and spread awareness about and to deepen understanding toward dementia, a DVD was produced entitled,
"Peer Support Chat Group: Dementia and I." Publicly available on the MHLW homepage, the program gives a voice to people living with and
affected by dementia.

@ As aform of immediate post-diagnostic support, "A Guide to Living Better with Dementia ~ From Those of Us Recently Diagnosed to You," was
also created. More recently, we have been putting increased efforts into people with dementia- and family-centered support, such as the
"Guidelines for Supporting the Decision-making of People with Dementia in Their Daily Lives and Social Lives."

@ For FY2019, our budget request includes an advocacy project for increasing the availability of peer support, a project to promote the activities of
dementia supporters, as well as a project aimed at further establishing and strengthening the consultation function of dementia centers. The

MHLW would like to promote more policies in close-knit cooperation with patients and families.




Roundtable Discussion:
“Supporting participation in employment and society
-Considering challenges and prospects from perspectives that cut across therapeutic areas-”

Background of the NCD Global Forums and NCD Cross-Cutting Concerns

Hiroko Nishimoto (Manager, HGPI)

@ Through multi-stakeholder discussions among members of industry, government, academia, and civil society, HGPI's "NCD Global Forum for Civil
Society" series has been shedding light on the common concerns that cut across NCDs.

@ At previous forums, in relation to the theme of "supporting a balance between treatment and participation in employment as well as society,"
issues raised have included the following: "the preconceived notion that a person can't work once ill," "the disparity between businesses that do

nn

and don't understand illness," "situations in which human resource (HR) departments offer understanding, but coworkers do not," and "the fact
that the opportunity to acquire education and job skills is lost in cases of young-onset."

@ Inthe future, HGPI would like to summarize and disseminate best practices from each NCD therapeutic area and provide a place, as a civil-
society platform, where people can learn from each other regardless of sector. The idea is also to uncover the underlying organization within NCD

cross-cutting concerns thus leading to patient-voice advocacy.

Issues in the field of dementia considered from the standpoint of participation in employment and societyC

From the perspectives of medical professionals...

@ When we look at people who were able to continue to work after the onset of dementia during employment, characteristics include "accurate
early diagnosis" and "communication with the workplace" including with medical facilities regarding their condition. These things make it
possible to create future plans.

@ Participation in society is important for older individuals. Having connections with people other than family and having places where they feel
comfortable makes it possible for them to live more hopeful lives. Having places to comfortably spend time in their local communities is very

meaningful, not only in terms of support, but also in terms of living independently and with dignity.

From the perspectives of people with lived experience...

@ Once diagnosed with dementia, even some people still in the early stages of onset have their driver's license revoked. If you go to the Public
Employment Security Office (so-called “Hello Work”), you often hear cases where someone was turned down because, "people with dementia
aren't able to work." There are also many times when, regardless of the fact that someone wants to work, they are immediately told, "You should
take out long-term care insurance." It seems as though the period up until when dementia has advanced or is otherwise referred to as severe has
thus far been overlooked.

@ When you hear stories of people living with dementia, while there are those who were fired post-onset, there are also those who felt frustration
and anxiety toward changes at work, thus choosing to quit on their own. Since dementia is a progressive condition, fears about their future

constantly haunt them, with many developing depression.
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From the perspectives of the government...

@ In order to increase the societal participation of people living with dementia, members of the community need to have a correct understanding
of dementia, and a patient-centered approach needs to be incorporated into local networks such as the "integrated community care system" and
the "inclusive local community." We need to create more places in the community where people with dementia can participate, and we need to
create systems that are able to deliver comprehensive support, from counseling, immediately after diagnosis, to participation in society.

@ To continue working, not only with dementia, but with a variety of illnesses, company understanding is indispensable. Amidst work-life balance
reform, the government has initiated "Support for Balancing Work and Treatment." To that end, consultation desks are being established in each
region for fielding questions from people living with and affected by juvenile-onset dementia, Juvenile-Onset Dementia Support Coordinators are
being stationed at these desks to manage the network of parties involved in supporting the independence of patients, and employment support
based on dementia-specific concerns is being undertaken.

@ Many nursing care establishments fail to recognize the importance of participation in employment and society for their users, or despite knowing
users wishes, they do not honor them.

@ The business world lacks understanding of dementia, so getting businesses to visit with those involved and getting them to understand that
people living with dementia can work depending on their individual circumstances is important. Facilities are also needed that match people
living with dementia and establishments wishing to employ them.

@ InJuly 2017, the MHLW issued a notice entitled, "Implementing Local Community Involvement Advocacy at Nursing Care Establishments Focused
on Juveniles Living with Dementia." Local governments and nursing care establishments need to understand the importance of self-selected

social involvement and utilize it in policy promotion and business management.

|

From the perspectives of businesses...

@ At many organizations, initiatives for people living with dementia are already advancing, in part resembling the social involvement and
employment support services for people with intellectual disabilities. By breaking down job tasks as far as possible and setting up employee
support systems, productivity will increase, both for businesses and for society as a whole. And for people with dementia as well, from the
standpoint of being openly supported at work and by becoming a worker and a taxpayer, their sense of being an active member of society will
increase.

@ At the same time, after breaking down and categorizing tasks, it is not easy for companies to specify the range of tasks that individuals can
handle. If we leave realization in the hands of companies alone, then there will probably be many companies that hesitate to take action. These

concerns no longer cut across diseases alone but also across the issues of society.

From the perspectives of patient advocacy groups and academia...
@ Results of a nation-wide interview survey conducted at an institution this fiscal year highlighted issues facing efforts to increase the participation

nn

of people with dementia in employment and society. Issues included "a lack of widespread understanding and culture," "an absence of

coordinating roles," and that "there are no managerial incentives for nursing care establishments."

From the perspectives of global policies...

@ Since Japan is the most rapidly aging country, the world is extremely interested in her aging and dementia initiatives. BothJapan's successes as
well as her failures will therefore serve as references for the entire world. A key to the success or failure of Japan's efforts will be how, with
support from society, the underlying, functional abilities of people living with dementia are able to be increased. Aging and dementia initiatives

should be regarded as investments rather than costs and should be positive for society as a whole.
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@ The importance of early and accurate diagnosis has also been pointed out in the field of intractable diseases. In the field of dementia as well, we

Suggestions from other therapeutic areas in terms of "participation in employment and society"

need to expand our understanding of the disease going forward by improving hub hospitals and standardizing healthcare quality and accessibility.

@ At Public Employment Security Office, at least one "Employment Supporter for People Living With Intractable Diseases" has been placed in each
region. Creating a similar system for dementia would probably change Public Employment Security Office's level of awareness.

@ 'Participation in employment and society" has various phases. Even if one can no longer work, it is possible to serve as a peer supporter for other
people living with dementia. We need to create a society in which people are able to acquire both a sense of purpose and a financial foundation
while living out their lives.

@ As part of work-life balance reform, the MHLW is launching a "support triangle" with three players—"healthcare facilities," "businesses," and

"work-life balance support coordinators" —who will support people living with and affected by dementia.

To increase the participation of people with dementia in employment and society, from perspectives that cut across therapeutic areas...

L 4 We should refer to initiatives in other therapeutic areas that are leading the way, share frameworks and processes that are applicable across
fields, and mutually utilize them.

v" "Employment Supporters for People Living with Intractable Diseases" and "Work-life Balance Support Coordinators" for people living
with cancer, roles established by Public Employment Security Office, may be able to be scaled out and applied to dementia.

v" Employment and Livelihood Support Centers for People with Disabilities have already built networks with businesses and have
accumulated know-how. The creation of a common platform for sharing and learning together about best practices will be important for
exploring similar possibilities for the Support System for Self-reliance of Needy Persons, Youth Support Stations %, and school social
workers 2.

@ The actual act of "working" is the act of overcoming differences such as gender, age, disability, and iliness, and performing one's duties, so we
need to further develop concepts that are not limited to the participation of people with illnesses in employment and society such as the
concept of "universal employment."

4@ Global organizations, academia, and governments should document and share which sorts of approaches need to be taken to address the
arrangements that cause "workplace difficulties," thus leading the way to subsequent actions.

v Inrecent years, awareness with respect to the participation of people living with dementia in employment and society has been
changing worldwide. Frameworks need to be created in which neither the worker nor the employer is over-burdened, thus eliminating

"workplace difficulties," rather than taking a palliative approach.

t@ AN I
o=

1) For people aged 15 to 39 with work-related concerns, the MHLW offers consultations with experts such as career consultants, skill-building opportunities such as
communication training, and employment support including work experiences at participating businesses. (From the MHLW website;
https://www.mhlw.go.jp/stf/seisakunitsuite/bunya/koyou_roudou/jinzaikaihatsu/saposute.html)
2) A coordinator-like presence, who further strengthens coordination among relevant parties, beyond the scope of schools, including with human resources who
are able to focus on and influence the circumstances in which children are placed, and who problem-solve for children facing problems (From the Ministry of
Education, Science, Sports and Culture website; http://www.mext.go.jp/b_menu/shingi/chousa/shotou/046/shiryo/attach/1376332.htm)
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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.

Authors:

Hiroko Nishimoto (Manager, HGPI)
Shunichiro Kurita (Senior Associate, HGPI)
Yuiko Kondo (Senior Associate, HGPI)
Amanda Mundt (Program Specialist, HGPI)

This forum was held as part of the “Research Survey on the Promotion of Age- and Dementia-Friendly Community-Building
Based Upon Dementia Measures Abroad — Envisioning Japan’s Post-Diagnostic Dementia Support System and the Creation of
Innovative Public-Private Partnerships Aimed at System Sustainability” which was selected as a “FY2018 Elderly Healthcare

Promotion Project” (Elderly Healthcare Project Promotion Subsidy).
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