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History of COVID-19 in Japan
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Distinctive features of Japan’s response
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The goal of the response was to minimize the number of severe cases and
deaths.
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According to OECD comparisons for 2020-2022, Japan was among the countries with
the lowest reported COVID-19 death rates.
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COVID-19 pandemic was almost its first full-scale experience of a pandemic.
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Many people cooperated not only with basic infection prevention measures, such as
wearing masks and handwashing, but also with restrictions on their daily activities;
social pressure and excessive mutual surveillance
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Healthcare workers and affected individuals were harshly criticized
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Distinctive features of Japan’s response
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COVID-19 countermeasures ended in May 8, 2023
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The reclassification of COVID-19 to a Class 5 infectious disease marked a major shift

from a response centred on government requests and interventions to one based
more on individual judgement and integration into routine health care.

—A1D CEBPM?
Evidence-based policymaking?
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“In March, we want children to sing the school song at their graduation

ceremony, but how many verses should they be allowed to sing? Immediately
provide evidence by tomorrow morning!”
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Barriers to Real-Time Advice from the Humanities and Social Sciences
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Tokenistic inclusion to make advisory bodies appear more balanced
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Lack of recognition that the humanities and social sciences also need dedicated research teams

|

during crises

EF - NREEF EDXIIL Tensions with experts in medicine and public health
R & DX IL Tensions with the government

EERDIEXTFNAE Information asymmetry
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The view that the pandemic was primarily a matter for medicine and public health
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Academic reluctance to engage closely with government and policymaking



PPCIE (patient, public and community involvement and

engagement) in global ethical guidelines

International Ethical Guidelines for Health-related Research Involving Humans
(CIOMS 2016)

Guideline 7: Researchers, sponsors, health authorities and relevant
institutions should engage potential participants and communities in a
meaningful participatory process that involves them in an early and sustained
manner in the design, development, implementation, design of the informed
consent process and monitoring of research, and in the dissemination of its
results.

Declaration of Helsinki (WMA 2024)

Article 6: Meaningful engagement with potential and enrolled participants
and their communities should occur before, during, and following medical
research. Researchers should enable potential and enrolled participants and
their communities to share their priorities and values; to participate in
research design, implementation, and other relevant activities; and to engage
in understanding and disseminating results.



Patient involvement in medicines R&D
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PPCIE (patient, public and community involvement and
engagement)

The aims of PPCIE include the further democratization of medicine and
science, accountability for the use of limited resources, the promotion of
high-quality research and development, greater transparency, and the
maximization of the benefits of public health interventions for communities.

In Japan, PPCIE had been making modest progress, but during COVID-19 it
was swept aside almost entirely.

There was no organized effort to listen to the lived experiences of
COVID-19 survivors, whose experiences were still extremely limited

Vaccine development: import from abroad

Human challenge studies (UK)



Attitudes toward PPI/E:

Japanese patients who participated in the clinical trials during past four years

(N=1,473in 2017; N=2,558 in 2021)

0 10 20 30 40
Advise on consideration for participants protection (2017) 70.5
(2021) 74.8
Read and advise consent forms (2017) 67.8
(2021) 72.8
Talk about unmet medical needs about my disease (2017) 65.9
(2021) 69.4
Talk about social value about R&D toward my disease (2017) 65.9
(2021) 67.6
Advise on decision-making about early termination of clinical... 56.2
(2021) 61

PPI/E should be considered PPI/E need not to be considered
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Self-efficacy on PPI/E:

Japanese patients who participated in the clinical trials during past four years
(N=1,473 in 2017; N=2,558 in 2021)

(%)
0 10 20 30 40 50 60 70 80 90 100
Advise on consideration for participants protection (2017) 68.8 12.1 19.1
(2021) 66.9 15.4 17.7
Read and advise consent forms (2017) 65.6 13.8 205
(2021) 62.9 19.2 17.9
Talk about unmet medical needs about my disease (2017) 49.8 15.2 35.0
(2021) 51 18.7 303
Talk about social value about R&D toward my disease (2017) 52.4 13.4 34.2
(2021) 51.6 17.7 30.7
Advise on decision-making about early termination of clinical... 46.7 14.9 38.4
(2021) 49.4 18.3 323

| am able to | am not able to Undecided



Issues on PPCIE-> Co-create the trust of science

Scientists are highly recommended to consider to involve patients

and the public
Avoid tokenism

Challenges: maximize the diversity of people’s voices
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