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Changing health, changing education:

Towards participatory models of action

FUBHIC

Education and health are two institutions central to
social life. Both face challenges in the 21% century
around funding, mission and practice. Globalization,
demographic changes, the so-called ‘epidemiological
turn’, the extension of schooling, concerns about
sustainable development, as well as advances in
information technology and artificial intelligence,
create new challenges and possibilities within the
fields of education and health. In this short research

note I will outline two projects that I am currently

involved in that are focused on innovation through
the creation of participatory models of action. One is
focused on health promotion and health education in
school settings. The other concerns participant-
centric initiatives (PCI) in medical research and

medical publication.

Health promotion

The World Health Organization defined health

promotion in its Charter on the subject as ‘the
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process of enabling people to increase control over,
and improve their health’. Here ‘health is ‘a
resource for everyday life, not an objective of living’
(WHO, 1986). As such, health is ‘a positive concept
emphasizing social and personal resources, as well
as physical capacities’ (WHO, 1986). Responsibility
for health promotion lies not only with designated
health professionals, but many other actors

including schools and leaders in schools settings.

Schools, while tasked primarily with education, have
always played a role in health especially around
monitoring, prevention and hygiene. Today schools
are regarded as important sites for health promotion
and health education that takes a whole school
approach. This takes into account social and
physical settings, the ethos of the school,
community partnerships and development of
personal health schools or health literacy (see
IUHPE, 2008). The legitimacy of schools as sites of
health promotion is an important and sometimes
confroversial topic. Health can be framed as an
educational concern due to the close relationship
between health and education status. Poor health
status can inhibit learning and ‘good health is
associated with positive educational outcomes’
(Warwick, Mooney & Oliver, 2009).

Schools are also regarded as appropriate settings for
health promotion and education due to universal
reach. Programs and curriculums targeting
compulsory years of schooling can reach most
children and young people in a given population,
where there is universal access. This, nevertheless,
creates important epistemological and ethical issues
about the status of the message and the means of
implementation. Who or what are the models for
good health and does this result in the
stigmatization of those who are vulnerable or with
poor health? Some regard health education as ‘health
fascism’ imposing the values of an elite with a
myriad of health resources on those less affluent

with fewer resources (Fitzpatrick & Tanning, 2014).

There is evidence that those from affluent
backgrounds benefit more from health education
messages and skills training than those from
deprived backgrounds (Marmot et al., 2010). As
such, health education activities could exacerbate
health inequalities and by extension educational
inequalities if not sensitive to context and message. |
have a personal interest in quality of life for people
living with rare genetic diseases. Questions about
how we create teaching and learning around health
that is inclusive and respectful of those living with
pre-existing health conditions is another issue that is

of considerable importance.

Over the past four years I have been a member of a
team carrying out a study (JSPS Grant-in-Aid for
Scientific Research # 26301039) of how the health
promotion and healthy schools concepts are
translated into policy and practice at a country
and/or provincial level. We have carried out
fieldwork in, Canada (Ontario and Québec), England,
Scotland, Switzerland (the Canon of Vaud),
Germany, the Netherlands and France. In this
project we have sought to better understand the
mandate of schools regards health in different
cultural and policy settings, as well the content and
organization of health education curriculum (What
is taught, by whom, how, when and to whom?), and
issues and requirements around community
partnership. We also asked questions about how
broader policy around health promotion and health
education, how it is incorporated into curriculums,
and observed how it is practiced in schools. As a
result of this process, we have begun to explore
epistemological and ethical issues involved in
knowledge creation and dissemination around
health in educational settings. The results of this
research will be disseminated in an English
language publication co-edited by Professor Didier
Jourdan, and myself. Professor Jourdan is a full
professor at Blaise Pascal University in France.
Former Dean and Vice President at his university,

he also served as Director of the Prevention and



Health Promotion Division of the French National
Public Health Agency and is one of European’s
leading experts in public health.

Over the past three years Professor Jourdan and I
have been engaged in a productive collaboration on
prevention and health education. As I write this
research note, he is an invited professor at Osaka
University under the JSPS Fellowship scheme. We
have created an international research consortium
on prevention and health education and applied for
funding to carry out a major project on the
translation process (Callon, 1986) from policy to
practice in schools. We are also working together on
the UNESCO Chair and UNITWIN Network on
Global Health and Education. The twin aims of the
Chair are to strengthen the relationship between
universities, policy makers, practitioners and civil
society and make a contribution to policy and
practice development’ in the field of global health
education (Jourdan, 2017).

Patient-centric initiatives

Another area of research I am engaged in is linked
in with rare disease patient advocacy and enhancing
the quality of life of patients and care givers. I have
been involved directly in patient advocacy in the
area of rare disease generally and especially in
terms of one specific rare disease, Hereditary
Angioedema (HAE). At the level of practice, a major
goal is to improve treatment environments and
through

engagements between patients/ care givers,

knowledge creation equal-partner
physicians and industry. I have co-authored a paper
with Dr Naomi Kitano, Senior Lecturer at
Wakayama Medical University, were we theorize the
transformative potential of patient advocacy
organizations, arguing that they potentially create a
space for the practice of equal partnership between
patients and physicians without the contractual and
symbolic constraints encountered in a clinical

setting.
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As a result of the practice of patient advocacy I have
increasingly become involved in related research.
For the past two years I have been collaborating
with Professor Kazuto Kato, Department of
Biomedical Ethics and Public Policy in the Graduate
School of Medicine here at Osaka University to
develop the Japanese version of a participant-centric
patient registry called RUDY. This registry has been
developed by a team led by Associate Professor
Kassim Javaid at the Nuffield Department of
Orthopaedics, Rheumatology and Musculoskeletal
Sciences, Medical Sciences Division, Oxford
University. RUDY allows not only patient input of
data on a real time basis, but also through the
creation of a Patient Forum has allowed patients to
lead in the development of the registry. We are now
moving to create a Patient Forum for the Japanese
RUDY and have high expectations of this kind of
patient-centric tool.

In addition, Professor Kato and I are currently
carrying out a scoping review (see Arksey &
O'Malley, 2005) of participant-centric initiatives in
medical research with Professor Jane Kaye and her
team at HeLEX, University of Oxford. In the
protocol that has been developed, Participant
Centric Initiatives (PCI) are defined as ‘tools,
programs, and projects that empower participants to
engage in the research process’ using digital
technologies (Anderson et al.,, 2012). PCls take
different forms but they all ‘place patients and
research participants at the centre of decision
making, providing an interactive information
technology (IT)
communicate with participants’ (Kaye et al., 2012).

interface to engage and
The reported outcomes of PCIs include improved
quality and relevance of research outcomes, greater
willingness of patients to be participants in research
and increased retention; and improved healthcare
delivery (Anderson et al., 2012; Kaye et al., 2012).
The scoping review aims to identify the extent and
range of PClIs that are designed to facilitate medical

—100—
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research in three national settings: UK, USA and

Japan

The emphasis on patient involvement and equal
partnership in medical research goes beyond the
research process itself. Recently, the British
Medical Journal (BM)]) has created a ‘patientincluded’

criteria for research and co-publication (see for
example, Richards, et al, 201; Richards et al., 2014;
Richards et al., 2015). We are at the beginning of a
move to include patients over the ‘entire medicines
development pathway — from preclinical laboratory-
based studies to launch, and beyond launch to
ultimate withdrawal from the market — for as long
as that medicine is available to patients. Examples
are in research scoping, study designs, recruitment,
safety monitoring, understanding, and dissemination
of research results (including lay summaries for non-
experts) and in describing their experiences with
the use of medicines in settings outside of clinical
trials’ (Hoos et al, 2015). Nevertheless, involvement
raises important ethical and practical questions
about how non-medical experts can work with
medical experts. It can also conflict with compliance
regulations put in place to ‘protect’ patients.
Depending on jurisdiction, compliance regulations
can infantilize patients and result in their exclusion
from the medicines development pathway and more
generally in the production of knowledge in the field.
Recently a conversation has started over the need to
think beyond simple patient protection in the field of
bioethics to include the question of whether the
research process empowers the patient as a

participant.

#boblc

I have introduced here two projects that approach
the issue of health from two very different angles:
one is concerned with a general population, school
children, and the other on a very clearly defined
population who by conventional definitions lack
health, rare disease patients. Research is not only
linked by the key word 'health’, but also with

epistemological and ethical concerns, the role of key
actors in processes that affect them in corporal as
well as intellectual and emotional ways. Whether
school children or rare disease patients the research
explores ways for key actors to work together to
achieve health in a dynamic sense of the word. I feel
very privileged to be engaged in these two areas of
work and to be able to work with co-researchers
who are focused on improving health and the
environment in which we make decisions about our
health.
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