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Recommendations for Advancing Patient Involvement in Cancer Policy-Making
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HGPI, while facilitating discussions among relevant stakeholders on the below recommendations, will continue to
contribute to the promotion of patient involvement in cancer policy-making as well as the formulation and maintenance of
sustainable healthcare systems.

Summary of Recommendations

Recommendation 1: The value of care must be assessed based on patient-relevant outcomes

All stakeholders, including individuals living with and affected by cancer, need to promote outcome-based cancer care and re-examine whether

they themselves are contributing to waste or inefficiency in healthcare.
Recommendation 2: Individuals of lived experience, including patients and their families, must be actively involved in the
process of policy development

+ Systems need to be formulated to reflect the patient voice in the process of health policy development

* In facing issues of social policy such as decision-making support and palliative care, local communities need systems that support patients

and their families
Recommendation 3: Civil society must collaborate across national and therapeutic boundaries to promote person-

centered policy recommendations

Based on best practices from around the globe, there is the need to continue strengthening collaboration among various sectors and to

undertake cross-cutting efforts that transcend the boundaries between therapeutic areas.
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B Recent trends regarding Non-Communicable Diseases (NCDs)
NCDs such as cardiovascular diseases, cancers, diabetes, chronic respiratory diseases, and mental health have become as the leading cause of death

worldwide. According to statistics from the World Health Organization, NCDs accounted for approximately 70% of all causes of mortality in 2015.

Even in developed countries including Japan, a scattering of issues remains:

. Healthcare systems are unprepared to respond to changes in disease structure due to increases in NCDs (E.g. the necessity for proactive
patient self-management and for the creation of policy development systems that further acknowledge patient voices and perspectives on
outcomes)

. While innovative medications and medical devices are being continually created within the field of NCDs, cost rebalancing and healthcare
system sustainability are also necessary

. Civil society leaders who understand the greater understanding of the broader value of innovation in the field of NCDs as well as the overall
healthcare system and can share and communicate that value are in demand

. There is little recognition of the fact that NCDs are a global health issue (E.g. the necessity of sharing lessons learned and best practices

between developed and emerging markets, and the need for financial support from the global society)

Amidst these challenges, momentum is also mounting internationally for NCD agenda advocacy. At the General Assembly of the United Nations in
September 2018, the Third High-Level Meeting focusing on the theme of NCDs was be held and a political declaration was adopted by member
states. NCD Alliance, a collaborative civil society platform, together with civil society organizations and academic associations declared a statement.

Health and Global Policy Institute (HGPI) has co-signed this civil society statement.

Bl Overview of the “NCD Global Forum for Civil Society: Cancer Session”
In order to confront the current situation and its aforementioned 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 industry, academia, policy makers, and civil society including patient leaders from both inside and outside Japan.
In May 2018, HGPI held its first NCD Global Forum for Civil Society on Diabetes. The second forum, a workshop and expert forum, focused on cancer
was convened to crystalize cancer policy issues from a patient-centered perspective.
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NCD Global Forum for Civil Society Cancer Session
Patient Leader Workshops

Date & Time : Tuesday, November 6, 2018, 10:00-12:30
Venue : Gakushikaikan, Hall 201 (3-28 Kandannishiki-cho, Chiyoda-ku, Tokyo)

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

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

Participants: Patient leaders from inside and outside of Japan, academia, members of industry, health practitioners

Program

10:00-10:05

10:05-10:15

10:15-11:40

11:40-12:10

12:10-12:25

12:25-12:30

Opening Remarks * Introduction

Keynote Address:
Challenges and Changes of Japan’s Cancer Policies as Seen from the Viewpoints of Patients

Shinsuke Amano (Chair, The Japan Federation of Cancer Patient Groups)

Small Group Workshops * Discussions
The Next Steps in Cancer Policy, with Patients’ Concerns as the Starting Point,

Considered by Multi-stakeholders

Small Group Presentations

Comments from Patient Leaders from Abroad as well as from Other Treatment Areas

Summary * Closing
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NCD Global Forum for Civil Society Cancer Session
Global Expert Forum

Date & Time : Tuesday, May 29, 2018, 13:00-17:00
Venue : International House of Japan, Iwasaki Koyata Memorial Hall
Organizers : Health and Global Policy Institute (HGPI)
Co-organizer: National Graduate Institute for Policy Studies (GRIPS)

Participants: Patient leaders from inside and outside of Japan, academia, members of industry, health practitioners, policy makers

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

14:00-14:05 Welcoming Remarks
Kiyoshi Kurokawa (Chairman, HGPI)

14:05-14:15 Report from Patient Leader Workshops

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

14:15-14:25 Keynote Address 1: Cancer Policy in the Ministry of Health, Labour and Welfare (MHLW)

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

14:25-14:35 Special Session 1: Cancer Policy and Patient Voices from a Global Perspective
Kathy Oliver (Co-Director and Chair, International Brain Tumor Alliance (IBTA)))

14:35-14:45 Special Session 2: Civil Society Participation in the Third United Nations High-level Meeting on NCDs

Nina Renshaw (Policy and Advocacy Director, NCD Aliiance)

14:55-15:45 Panel Discussion:

Patient Involvement in Cancer Policy-Making for Sustainable Healthcare Systems

Panelists:

Shinsuke Amano (Chair, The Japan Federation of Cancer Patient Groups)

Kathy Oliver (Co-Director and Chair, IBTA)

Kenneth Thorpe (Chairman, Partnership to Fight Chronic Disease (PFCD))

Amadou Diarra (Vice President, Global Policy and Governmental Affairs, Bristol-Myers Squibb)

Hanako Jimi (House of Councillors)

Moderator:

Hiroko Nishimoto (Manager, HGPI)
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NCD Global Forum for Civil Society Cancer Session
Patient Leader Workshops

Keynote Address: Challenges and Changes of Japan’s Cancer Policies as Seen from the Viewpoints of Patients
Amano Shinsuke (Chair, The Japan Federation of Cancer Patient Groups)

@ Japan's Cancer Control Act was established in 2006. The Basic Plan to Promote Cancer Control Programs is formulated every five years in
accordance with this Act. Following establishment of Japan's Cancer Registry Promotion Act in 2013, the National Cancer Registry (NCR) Y was
then launched.

@ As of April 1, 2018, Japan's cancer care network included Designated Cancer Care Hospitals in 401 locations across the country, with 36 of these
facilities recognized as Prefectural Designated Cancer Care Hospitals, however 67 regions remain "secondary care deserts." Designated Pediatric
Cancer Care Hospitals have been established in 15 locations.

@ In the 2016 revision of the Cancer Control Act, a provision in the form of Article 19, Paragraph 2 was added that states, "When taking the
measures set forth in the preceding paragraphs, necessary considerations shall be given to promoting research on rare and particularly treatment-
resistant cancers." For the first time, within Article 8, a provision clearly addressing the issue of employment support was added, stating,
"Employers, in addition to making efforts to cooperate with national and regional cancer policies, will give necessary consideration to sustaining
the employment of people living with cancer."

@ The Third Phase of the Basic Plan to Promote Cancer Control Programs decided by the Cabinet in March 2018 includes area-specific measures
focusing on cancer prevention (passive smoking measures etc.), cancer treatment and research (cancer genomics for selecting optimal therapies
based on patient genetics, rare cancers defined by an annual incidence rate of less than 6 cases per 100,000 population, treatment-resistant
cancers, pediatric and AYA generation? cancer measures, etc.), and coexisting with cancer (palliative care promotion etc.). The network of
Designated Hospitals for Cancer Genomic Medicine includes facilities in 100 locations across Japan (as of April 1, 2018).

@ At the MHLW, there have been ongoing discussions on the decision-making support within the "Guidelines on the Decision-making Process for
End-of-life Care" as well as the path forward for future policy decisions. Despite the launch of a "support triangle" composed of three players—

"healthcare facilities," "businesses," and "work-life balance support coordinators"—to assist individuals in coping with symptoms and treatment,

systems of support remain insufficient.

1) The database in which Japan's national government records and stores domestic statistics on cancer incidence, medical treatments, and outcomes for use by national and regional governments.

2) Cancer patients between the ages of 15 and 40 (also includes all cancer survivors who complete treatment prior to age 40)
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Small Group Workshops * Discussions: "The Next Steps in Cancer Policy,
with Patients' Concerns as the Starting Point, Considered by Multi-stakeholders"

Patient leaders, healthcare professionals, members of academia, and members of industry from both Japan and abroad participated in multi-

stakeholder discussions on cancer- and NCD-related cross-cutting policy issues. After splitting into four groups (A-1, A-2, B-1, B-2), participants held
lively discussions and exchanged opinions. Groups A-1 and A-2 respectively addressed "the progress of Japan's Designated Cancer Care Hospital
establishment and current issues" and "the status of palliative cancer care and the roles of stakeholders" with respect to the basic measures of the
Cancer Control Act. Groups B-1 and B-2 respectively addressed "the challenges of employment support and the roles of stakeholders" as well as "the

rising cost of pharmaceutical products/medical devices and the actual situation/issues associated with treatment costs" with respect to cross-cutting
NCD initiatives.

<Group A-1 : Basic Measures of the Cancer Control Act—Current Challenges and Potential Solutions
Progress of Japan‘s Designated Cancer Care Hospital Establishment and Current Issues>

M Outcomes

Based on the Basic Plan to Promote Cancer Control Programs, Designated Cancer Care Hospitals have been established over the past 10 years,
helping to achieve equal access? to treatment and care for the most commonly diagnosed types of cancer.

- Revisions to the Basic Plan have lead to improvements in palliative care.
B Issues

Despite the fact that improvements have been made in terms of equal access, patients are still not receiving the information that they care
about. Situations where patients are unsure which medical facility they should visit are an example of one remaining concern. Information

such as that contained in cancer registries needs to be used and visualized.
While decision-making support related to treatment has started to involve the patient; there are cases in which multi-sectoral, team-based

decision-making support has yet to be achieved in relation to life choices, everyday anxieties, and family relationships. Systems are needed so

that patients are supported not only by Designated Hospitals but also by local communities.

Despite the improvement of treatments delivered in hospitals, to help individuals cope with and alleviate social/mental suffering, the need
remains for additional social support beyond that provided by Designated Hospitals.

M Consensus

In terms of decision-making support, efforts such as those in which a person plays a role between medical professionals and patients in

supporting decision-making, similar to "Lay Navigators"# in the United States (U.S.), may be effective in reducing the physical, mental, and
social suffering of patients.

Efforts must be made to improve the delivery system and the quality of palliative care at facilities other than Designated Hospitals.

3) The elimination of regional disparities in terms of aspects such as medical services, so that equally advanced medical care can be accessed anywhere nationwide.

4) A system in which not only medical professionals but also community members come together to help cancer patients navigate their journey. After first being taught by cancer specialists about the illness as well as

how to interact with patients, people who complete the training actually serve and assist patients.
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< Group A-2: Basic Measures of the Cancer Control Act—Current Challenges and Potential Solutions
The Status of Palliative Cancer Care and the Roles of Stakeholders>

M Outcomes

Progress has been made in terms of creating communities, led by patients and patient organizations, where people can open up about their
experiences.

In the U.S. and France, initiatives are underway for the early intervention of lay decision-making supporters in palliative care.

M Issues

Cases where patients and their families, unable to express their feelings, become isolated, are a major issue in the field of palliative care.

The fact that many people equate palliative care with the end-of-life has led to the stigmatization of palliative care.

There are limits to how far legislation and policy alone can go in solving the various issues surrounding palliative care. Public-private
partnerships are needed that utilize the resources of the private sector and civil society organizations. That said, there remains a lack of open

communication among stakeholders in terms of what sorts of collaboration are possible.

M Consensus

By creating palliative care communities where people of lived experience, including patients and their families, can open up about their
journeys, it is hoped that treatment can be undertaken with greater peace of mind.

Palliative care should be introduced from the point of diagnosis, rather than only being considered from an end-of-life standpoint.

Rather than death, palliative care means that there is a need for the utmost support. It is therefore vital for society as a whole to do its part,
including support for all caregiving family members. Systems that offer support by involving community members/ lay persons such as Lay
Navigators in the U.S. or volunteers in France may prove effective.

Mechanisms are needed that can return the voices of lived experience to society. It may be possible, for example, in terms of creating such

mechanisms, to formulate business models in which offer monetary/non-monetary incentives to patients for their contributions to society.

With so many issues shared in common, there is a need for ongoing, global discussions that cut across therapeutic areas.
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<Group B-1: Cross-Cutting Concerns Posed by NCDs—Policy Issues and Initiatives
The Challenges of Employment Support and the Roles of Stakeholders>

W Issues

- Prejudice still persists against people living with an illness or the symptoms thereof in Japanese society. The presence of people who have
overcome illnesses and reintegrated into society or who are currently living with illnesses can benefit businesses and society, but that benefit
is often overlooked.

- Cases of company effort that are beginning to appear include the creation of "Support for Balancing Work and lliness" guidebooks,
dissemination of these guidebooks to employees, seminars on employment support, and corporate partnerships, but disparities remain
between companies and workplaces that do and don't demonstrate understanding. In some cases, even with understanding from the human
resources (HR) department, understanding from coworkers lags behind.

- In cases of juvenile onset, sometimes activities such as doctor visits deprive patients of education- and employment-related training
opportunities, giving them no opportunity to acquire job skills.

W Consensus

- Information on the presence of people who have overcome illnesses and reintegrated into society or who are currently living with illnesses
must continue to be shared with society.

- In terms of employment support, cases are appearing in which patient organizations are able to play a coordinating role among employers,
specialists, and patients. By improving a patient's own understanding of their illness and their needs, support from diagnosis/ treatment
navigators may help to resolve employment issues. In addition, rather than companies sharing information top-down, it is hoped that each

individual employee works to raise his or her own awareness of the issues.

< Group B-2: Cross-Cutting Concerns Posed by NCDs—Policy Issues and Initiatives
The Rising Cost of Pharmaceutical Products/Medical Devices and the Actual Situation/Issues Associated with Treatment Cost>

M Issues

- Achieving public understanding/ acceptance in terms of the significance of health technology assessment (HTA) is expected to be a challenge
since Japan's medical services are provided under a universal health coverage (UHC) system which guarantees unrestricted access to providers
for a minimal contribution rate. In addition, there tends to be a bias toward discussions on cost-effectiveness and reducing medical expenses
rather than discussions on the maintenance/ improvement of R&D environments for pharmaceuticals and medical devices capable of
receiving superior HTA evaluations. Progress is being made among member states of the European Union (EU) in terms of (voluntary)
cooperation in the field of HTA, with a shift toward harmonization being observed, including standardization of HTA methods and
improvement of data management.

- Adding to the fact that the prevention budget is small in comparison to other countries, there is also a lack of public understanding regarding
how the budget is used.

- Issues involving patient medication adherence (unused medication etc.) as well as inefficient diagnosis/ treatment are occasionally observed.

- While it is important to reflect the values of healthcare service beneficiaries, including individuals and society as a whole, in the evaluation of
medical technology, devices, and pharmaceuticals, healthy individuals and people living with comorbid diseases may find it challenging to see
things from the same point of view.

B Consensus

- Current thinking surrounding value-based healthcare, quality of life (QOL), and health economics all points to the importance of patient
engagement. Discussions must therefore actively involve the patient voice.

- People in Japan often put awareness of their health in the hands of others, leaving everything up to medical professionals. People's interest in

healthcare should be fostered while they are still healthy.
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NCD Global Forum for Civil Society Cancer Session
Global Expert Forum

Report from the Patient Leader’s Workshop

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

@ As discussed during the morning workshops, multi-stakeholder considerations on cancer measures and trends in terms of cross-cutting NCD
policy issues and their solutions were shared with those in attendance.

@ Once systems or frameworks have been created, how can the challenges facing patients in their daily lives then be alleviated? Throughout the
process of system implementation, patients themselves need to actively communicate concerns that arise, continuing to discuss them with

various stakeholders.

Keynote Address 1: Cancer Policy in the Ministry of Health, Labour and Welfare (MHLW)

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

@ n considerations by the MHLW on cancer measures, "nationwide equal accessibility" had conventionally been a driving theme, but in recent
years, it has become more common to think about healthcare in terms of peoples' daily lives and from the 3 perspectives of to whom they will
speak to first, where they will fight cancer, and what they currently value most. To add to that, it is considered fundamental to approach policies
from the perspectives of the public and persons of lived experience.

@ At the Global Ministerial Summit on Patient Safety, held in Tokyo in April 2018, then-MHLW Minister Katsunobu Kato emphasized that patient-
centered health policies are being promoted, citing the Cancer Control Promotion Council as an example. It has since been stated on numerous
occasions that "co-created, patient-centered policies originated from cancer control measures." A crucial question that remains is how patients
and the public can get involved in policy planning.

@ At the October 2018 Growth Strategy Council, MHLW Minister Nemoto indicated that, in line with efforts to "extend healthy longevity," measures
developed for cancer control will be expanded to NCDs in general. Cancer control was also raised by Diet Member Takemi Keizou in the "Asia
Health and Wellbeing Initiative," as an example of how Japan should contribute to the NCD response, one of the pillars of global health.

@ Where are Japan's cancer measures headed? Through these multi-stakeholder discussions, we hope to delve into the specifics, and see them

reflected in policy.
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Special Session 1: Cancer Policy and Patient Voices from a Global Perspective
Kathy Oliver (Co-Director and Chair, International Brain Tumor Alliance (IBTA))

@ Challenges raised by people living with rare cancers and their families include misdiagnosis and delayed diagnosis; unequal access to promising,
new treatments; lack of coordination among medical specialists; insufficient number of clinical trials; inadequate R&D funding; issues related to
patient quality of life; and negative perceptions of being diagnosed with cancer.

@ The International Brain Tumor Alliance (IBTA) was established in 2005 in response to these circumstances. Since the issues at hand are policy-
driven, the IBTA hopes to shape relevant policies by building bridges between various stakeholders. At present, the IBTA World Summit of Brain
Tumor Patient Advocates is organized every alternate year.

@ Over the course of the IBTA's past 14 years of activity, one lesson learned, in terms of delivering truly patient-centered care, has been the
importance of asking patients and their caregivers what matters most to them and what they value. With that in mind, efforts now need to be
promoted such that the patient's voice is reflected in policy.

@ Global Oncology Advocacy Leaders (GOAL) have pointed out the fact that definitions of value provided by patients and their caregivers are multi-
faceted and complex. As mentioned in the morning workshops, rather than adhering to a single definition, changes in physical condition and life
events mean that patient values are in constant and dynamic flux. By sharing evidence on patient values with policy-makers, the IBTA hopes to
continue improving cancer policies.

@ Though it has thus far proven difficult to compare and analyze patient values via patient-reported outcomes (PROs) in relation to clinical trials the
European Organization for Research and Treatment of Cancer (EORTC) is working to develop criteria and standards via the Setting International
Standards in Analyzing Patient-Reported Outcomes and Quality of Life Endpoints Data (SISAQOL) project. The IBTA is also a member of the All.Can
initiative, an international initiative that engages policy-makers in efforts to improve cancer care efficiency in terms of both medical treatments
and social support. All.Can has submitted a new policy report to the "Journal of Cancer Policy," an international journal that publishes research
and reviews on global cancer control measures.

@ Aninnovation can be extremely simple and low-cost while also making a major impact. Two examples are as follows:

- First is the serving of meals to people living with dementia on yellow, rather than white plates. This has been shown to make it easier to
distinguish between foods, thus increasing the rate of meal completion, improving nutritional status, and reducing food loss.

- Second is the painting of MRI equipment, often frightening for pediatric brain tumor patients, in child-friendly designs such as a submarine or a
space ship. This has been shown to reduce the need for sedation, thus increasing the number of scans possible per day, and in this case, the

degree of patient satisfaction reportedly rose to 90%.

Special Session 2: Civil Society Participation in the Third United Nations High-level Meeting on NCDs

Nina Renshaw (Co-Director and Chair, International Brain Tumor Alliance (IBTA))

@ At the United Nations General Assembly Third High-level Meeting (HLM) on NCDs, convened in September 2018, a political declaration was
adopted by the over 23 heads of state and 55 ministers of health in attendance. Although insufficient to meet Target 3.4%) of the Sustainable
Development Goals (SDGs) , the declaration does include 13 new commitments relevant for the prevention and control of cancer. Beyond
reconfirming the leadership of the WHO, it was also recognized that meaningful involvement by civil society organizations (CSOs) and people
living with and affected by NCDs in decision-making processes will be vital to achievement of the SDGs.

@ At this HLM, mental health conditions, including dementia, were formally added to cardiovascular diseases (CVDs), chronic respiratory diseases,
cancers, and diabetes, as a major type of NCD, and due to a high degree of urgency, air pollution was newly added as a modifiable risk factor,

alongside factors such as unhealthy diets, physical inactivity, alcohol, and tobacco use.

5) “By 2030, reduce by one-third pre-mature mortality from NCDs through prevention and treatment, and promote mental health and wellbeing.”
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V'S Many people are unaware of the fact that alcohol consumption is a high-

priority public health issue, this is in part due to the insufficient dissemination of
evidence-based information on harmful amounts of alcohol." This time,
however, to coincide with the UN HLM, the WHO issued its "Global Status
Report on Alcohol and Health 2018," focusing on the harmful use of alcohol,
often overlooked in comparison to other risk factors. In addition, a new WHO-
led initiative entitled "SAFER" presented 5 key strategies for reducing the

harmful use of alcohol.

It is unfortunate that this political declaration failed to mention measures
addressing NCD co-morbidities. Other regrettable aspects include its lack of
commitment from Member States to time-bound implementation deadlines,
weak emphasis on the integration and inclusion of NCDs into national universal
health coverage (UHC) benefit packages which would promote equal access to
quality healthcare, no mention of new efforts to manage conflicts of interest
(COls) with the private sector, no mention of innovative financing mechanisms,
and the fact that the next HLM on NCDs will not be held until 2025, seven years

from now.

The Best Buys, intervention strategies endorsed by the WHO as both highly
feasible and cost-effective, are only indirectly mentioned in the declaration.
Despite efforts by the international community to prevent and manage NCDs,
the leading cause of death worldwide, if the status quo is allowed to persist,
more than half of all countries are unlikely to achieve target 3.4 of the SDGs by
2030. Implementing the Best Buy strategies from the WHO could enable many

countries to reach this target.

By introducing the Best Buys, Japan could decrease its premature mortality rate.
Chart 1, compiled by HGPI, presents an overview of the implementation status
of the Best Buy strategies in Japan in terms of NCD policies. According to this
chart, policies regulating tobacco and alcohol, both cancer-related risk factors,
have yet to be fully implemented. (e.g. It is evident that Japan's passive smoking
measures lag behind in comparison to those of other countries.) Issues such as
tobacco sales from vending machines and alcoholic beverage marketing on
public transportation demand careful reconsideration. In London, for example,
efforts are now underway to ban advertising for unhealthy foods on public

transport.

With regards to UHC, a vital policy from the standpoint of NCD prevention and
control, the leadership from Japan internationally is highly appreciated. The
NCD Alliance hopes to continue emphasizing the importance of shifting the

focus toward prevention.

6) References, Accessed October 2018
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https://ganjoho.jp/reg_stat/statistics/stat/index.html
http://www.who.int/substance_abuse/publications/global_status_report_2004_overview.pdf
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Chart 1. Japan’s status on implementation of NCDs Policies ©

WHO Recommended NCDs Policy Japan’s Best B.uys
Intervention Strategies (Best Buys) el G ez e
g ¥ Status
National NCD X
targets and indicators
Mortality data X
Risk factor survey X
National NCD action plan X
Restrictions on physical availability o™
Advertising bans or comprehensive %
restrictions
Increased excise taxes (0}
Salt/sodium policies (0}
Increased excise taxes and prices (0}
Smoke-free policies o™
Large, graphic health warnings i)
/ plain packaging
Bans on ads, promotions, and sponsorship X
Mass media campaigns X
Public education and awareness X
campaigns on physical activity
Drug therapy/counseling to prevent heart _
attacks and strokes
Guidelines for management of cancer X
Saturated fatty acids and %
trans-fats policies
Key
Fully implemented X
Partially
implemented
Not implemented X
Unknown/
Unavailable
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Panel Discussion
"Patient Involvement in Cancer Policy-Making for Sustainable Healthcare Systems"

Panelists:

Shinsuke Amano (see above)

Kathy Oliver (see above)

Kenneth Thorpe (Chairman, Partnership to Fight Chronic Disease (PFCD))

Amadou Diarra (Vice President, Global Policy and Governmental Affairs, Bristol-Myers Squibb)
Hanako Jimi (Representative, House of Councillors)

Moderator:

Hiroko Nishimoto (Manager, HGPI)

In this multi-stakeholder panel discussion, participants bridged national and sectoral boundaries, reflecting on issues addressed in the morning
workshop including cancer measures considered from multi-stakeholder perspectives, cross-cutting NCD policy issues, and trends in terms of
solutions. Issues were also raised surrounding healthcare system sustainability and patient involvement in cancer policy-making. Points addressed

during the Panel Discussion included the following:,

M The need for patient-relevant, outcome-based assessment of the value of care

@ Costly therapeutic agents for cancer are a major concern in terms of their immense cost and impact on the public health insurance system. It is
therefore necessary to assess cancer treatments with emphasis on their outcomes and to reconsider their positioning within public medical
expenditures as a whole.

@ Due to the fact that patient-relevant outcomes are not solely determined by medical factors but also by social determinants, additional focus
needs to be aimed at promoting prevention, providing social services, and modifying harmful behaviors involving diet, physical activity, tobacco,
and alcohol.

@ To sustain Japan's system of universal health coverage (UHC), inefficiencies within the cancer care delivery system must be identified and reduced.
This will require all stakeholders, including individuals living with and affected by cancer, to re-examine whether they too are contributing to
waste or inefficiency. Per-person healthcare costs going unseen by medical professionals, patients skipping appointments without notice, and
prescription medications going unused, are all examples tied to wasted medical expenses. Measures should therefore be developed to help raise
each person's awareness of these issues.

@ Innovation holds the key to accelerating measures against NCDs including cancers. Through innovation, we need to continue shifting the paradigm

toward healthcare systems that produce value rather than costs.
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B The need to involve individuals of lived experience in the process of policy development

@ In Japan, many cases of health policy development have been undertaken in absence of the patient voice. As a recent example, to achieve public
understanding regarding the meaning and significance of introducing health technology assessment (HTA), it is hoped that patients take part in
spreading clear and accurate information, that patients are involved beginning from the process of design, and that the patient voice is reflected
in policy. National strategies must be formulated to facilitate a shift toward a government and an administration that are co-created and that
elevate the patient voice.

@ Patient organizations that promote collaboration with people of lived experience can play major roles in cancer prevention and control. Rather
than the attitude that "Somebody will probably do something to help us," it is essential for people of lived experience to raise their voices,
grounded in the firm conviction that "Medical advances are an imperative for hope and happiness."

@ The attitude necessary is one that views the patient voice as not only having political influence and power, but also scientific value in terms of
policy development, and that asks how to then utilize that value. Similar to actions seen in other countries, the Japan Agency for Medical
Research and Development (AMED), for instance, has indicated the creation of a Patient and Public Involvement (PPI) system and training
program. This system will enable co-production, from the stages of research planning and assessment to medical research and clinical trials. Such
examples are proof of the fact that there is value in the patient voice.

@ 'n establishing Japan's Cancer Control Act and advancing Japan's Basic Plan to Promote Cancer Control Programs, the patient voice became the
driving force, raising the issue of drug lag, where therapeutic agents common in other countries cannot be used in Japan, as well as the need for
nationwide equal accessibility to cancer care. Based on these initiatives, Designated Cancer Care Hospitals have since been established, and
progress has been made toward achieving nationwide equal accessibility. Social issues faced by patients and their families such as decision-
making support and palliative care cannot be solved by the patient voice alone, so efforts by society and local communities as a whole are of
growing importance.

@ A wide variety of stakeholders, including people living with and affected by cancer, need to be involved in the formulation of palliative care

guidelines. The question "What matters most to the patient?" must be continually considered.

B The need for civil society collaboration that cuts across national and therapeutic boundaries to accelerate
person-centered policy recommendations

@ There are many lessons Japan could learn from the experiences of other countries. For instance, in many cases, cancer patients live with comorbid
chronic diseases such as depression, diabetes, and heart disease, so improvements are needed in the delivery of vertically integrated healthcare.
Acute and chronic diseases need to be addressed through multi-sectoral collaboration rather than by the isolated efforts of healthcare
professionals such as social workers and nurses. In the United States, the benefits of team-based healthcare have been demonstrated both in
terms of cost reductions and outcome improvements. To that end, it is necessary for various stakeholders to continue to come together and
consider this issue from perspectives that cut across therapeutic areas.

@ tis through training that patient organizations are able to collaborate, crystalize the issues relevant to solving problems of policy, and influence
policy-makers. In light of the evidence, it is hoped that patient advocates will be continually trained and fostered.

@ In the words of WHO Director-General Dr. Tedros, "UHC can only be achieved through unwavering political commitment." To fulfill our
responsibility "to pass on a robust social security system to the next generation," stakeholders need to continue actively listening to the voices of
people with lived experience and to create systems capable of doing so. Likewise, patients and their families need to continue making efforts to

promote the spread of accurate information and to establish communication channels based on mutual trust.
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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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