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Abstract

Accentuated by the ongoing coronavirus disease (COVID-19)
pandemic, the change in Japan to community-based health and care
services for older adults indicates an urgent need to enhance and
spread citizens’ understanding of care. This is a broader notion of care
that incorporates conditions within the community to support the
inclusion of older adults, involving not only those older adults
receiving care and their direct providers of care, but also others in the
community who are involved in the daily lives of these older adults. To
underpin such a broader notion of care across citizens, this paper
proposes ‘care literacy’ as a novel analytical concept, defined as the
knowledge and capabilities that enable people in need of care to live
their daily lives in the community and facilitate potential health and
care solutions. Reflecting the interconnection of health and care and
rooted in the local context, care literacy underpins aging by enabling
this involvement of the broader community, and is disseminated
through media and grassroot activities.
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Introduction

In the midst of the coronavirus disease (COVID-19) pandemic,
the United Nations announced the ‘Decade of Healthy
Ageing’, an action plan calling on member nations to ‘improve
the lives of older people, their families, and the communities in
which they live’. The pandemic has reaffirmed the vulnerability
of older people and demonstrated the urgent need to enhance
and spread ‘care literacy’ to ordinary citizens. Such ‘care lit-
eracy’ underpins a broader notion of care that incorporates
conditions within the community to support the inclusion
of older adults, involving not only those older adults receiv-
ing care and their direct providers of care but also others in the
community who are involved in the daily lives of these older
adults. To address the gap in understanding of this broader
notion of care, this paper puts forward the understudied con-
cept of ‘care literacy’, defined as the knowledge and capabilities
that enable people in need of care to live their daily lives
in the community and facilitate potential health and care
solutions. Beyond the pandemic, the broader framing of includ-
ing communities in the context of healthy aging raises the
importance of community-wide care literacy, which is particu-
larly important for societies undergoing unprecedented popula-
tion aging. Japan, at the forefront of this shift with the world’s
oldest population, is in the process of transforming health and
care services for older adults by developing community-based
integrated care systems (hereafter CbICS), which provides an
appropriate context in which to address this issue.

A baseline understanding of care stems from considering not
only older adults and their families, but also what people in
their community, for instance, neighbors, shopkeepers, trans-
port operators would need to know to facilitate older people
continuing to live in their homes while pursuing healthy aging.
An integrated perspective of health care for older adults inex-
tricably raises the issue of place, as for them it is in their
lived space that the interweaving of care assistance with daily
life and health services occurs'™, and it also raises the issue
of the involvement of the local community in such systems.
Indeed, integrated care systems tend to emphasize empower-
ment of those who use the system — such as care receivers and
their family members — and more generally the involvement
of citizens in care*. In Japan, the introduction of the CbICS
model began in 2005, with the aim of establishing such systems
in each of around 1,700 local areas by 2025, when the post-war
baby-boomer generation will reach the age of 75. Due to be
fully developed by 2040, when four in ten people will be aged
65 or over, each local municipality designs, governs, and oper-
ates the CbICS so as to tailor to community needs given local
geographic characteristics. In turn, for the notion of care liter-
acy to take seed with the community and be actualized, care lit-
eracy needs to be conceptually rooted in the care practices of the
place, encompassing aspects of health, daily living and social
interactions.

Furthermore, the adaptation of care in response to COVID-19
points to the holistic perspective necessary to address care
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systems in order to support older adults in living their daily
life and enable healthy living. With an appropriate understand-
ing of care literacy being increasingly relevant to a wider seg-
ment of society, the need to reach a mass audience points to a
potential complementary role for media and grassroot activi-
ties at different geographic scales, so as to address care
integration with health issues and location specificities.

Accordingly, the development of the CbICS model offers an
opportune lens for considering the issue of care literacy as a
potentially significant element in aging in place. While vari-
ous aspects related to care literacy have been addressed, ‘care
literacy’ as a concept has not been developed in spite of its
importance. Hence, this paper discusses the value of under-
standing care literacy, as a concept that is grounded in care
practices and rooted in local context, thus underpinning aging
in place by enabling involvement of the broader community,
and that is disseminated through media and grassroot
activities.

The need for care literacy in community-based
integrated care systems

Building an understanding of how CbICS is intended to oper-
ate and how it currently functions would assist carers and care
receivers in undertaking the proactive role envisioned for them
in the context of care. However, there is evidence that sig-
nificant gaps remain in terms of the public’s awareness and
understanding of CbICS. For instance, in Saitama Prefecture,
part of Greater Tokyo, a large-scale local government sur-
vey revealed that 45% of citizens were unaware of CbICS as of
2018. Part of the complexity in achieving the necessary pub-
lic awareness stems from the fact that, on the supply-side,
CbICS require significant local coordination and collabora-
tion for a variety of services™®, with a corresponding need
for the education of professional staff’” and novel approaches to
inter-service management®. Notably, because health and care
services involve elements that have different service catch-
ment areas, such as hospitals, day-care facilities and meal
home-delivery services, achieving integration, such as the neces-
sary governance and delivery mechanisms, necessarily impli-
cates different geographic scales’. Further, local differences
matter, such as the feasibility of home visits in sparsely popu-
lated areas and fostering community engagement in urban
areas'’. The necessary focus on the complexities of integra-
tion may, however, leave a user-centric perspective in the
background''%.

The CbICS model, nonetheless, involves a shift to a user-centric
and community-centric perspective’®. CbICS are envisioned
to comprise four levels of care for older adults that begin with
‘self-help’, followed by ‘informal support’ (including from
family, neighbors, and community volunteers), then serv-
ices provided through the long-term care insurance (LTCI) and
health systems, and finally a safety net for those lacking other
types of support, including poverty prevention measures. The
distinctive emphasis is on the first two levels of care'*!", which
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in turn means that, rather than positioning public services as the
primary providers of care, this role falls to older people them-
selves, together with their family members and the local
community.

At the community level, increased citizen involvement ena-
bles the tailoring of services to local needs'® as well as
interventions that educate and help older adults to social-
ize so as to reduce frailty!’. Such activities, which blend formal
and informal support, rest on an interface between local gov-
ernment organization and civic engagement'®. Generating the
aimed-for voluntary participation and impact has, however,
proven more challenging than expected’. Another challenge
that has been recognized in care is that well-meaning volunteers
do not necessarily have the appropriate understanding of care
practices to be effective'®. Thus, the broader community involve-
ment envisioned as a prerequisite for the CbICS — in the form
of volunteers who support neighbors and, more generally,
enable the functioning of an inclusive local society — necessi-
tates a sufficient understanding and knowledge of care, and the
skills and capabilities to put these into practice. This need has
been reinforced and highlighted throughout the COVID-19
pandemic. Thus, the development of the CbICS provides a
unique, significant opportunity to understand the nexus of care,
health and place for older adults, given the locally driven
development of each CbICS.

Developing the concept of ‘care literacy’

As the CbICS model includes formal health and care services
as well as informal care in the family and community, care lit-
eracy is complementary to, yet distinct from, health literacy.
Care literacy encompasses the knowledge and capabilities
not only of the people in need of care, their carers and those
involved in their health and care services, but also on the part of
the citizenry as a whole; knowledge and capabilities that enable
people in need of care to live their daily lives in the local com-
munity and enable potential care solutions. Thus, care literacy
is important for ensuring that society as a whole offers a resil-
ient and sustainable space for aging. Furthermore, the value of a
broad understanding of care has been demonstrated by the need
to adapt and re-adapt the delivery of health and care services
during the ongoing COVID-19 pandemic. Across the community,
the range of adaptations of care to the pandemic points to the
importance and urgency of citizens’ understanding of care.

In such situations, given the complex interplay between pro-
vision of health and care issues, a consideration of health lit-
eracy is essential. Health literacy consists of three elements. The
first is functional literacy, which concerns literacy in the most
general sense, including the ability to read the relevant informa-
tion about a medicine. Higher order health literacy® refers to
aspects such as communicative/interactive literacy, which ena-
bles the communication of health information in every-day
interactions with stakeholders, the sharing of information and
the understanding of health situations, and critical literacy,
which informs the critical understanding of information and
its application to specific situations. Indeed, correlations have
been noted between health information disparities and health
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outcomes®’, and such higher order health literacy has been
emphasized to support empowerment with respect to health
decision-making. In the context of care, corresponding higher
order capabilities are required for the proactive involve-
ment in care, which is complemented by a widespread
understanding of the care needed for community engagement.

Thus, to complement the significant body of research on health
literacy, there is a need to define and understand ‘care liter-
acy’ and to trace the impact of ‘care literacy’ on older adults.
Also, care literacy is not only needed to enable self-care, such
as older adults supporting themselves, but also, critically, for
local citizens to care for older adults, who could be a relative
or a community member. Care literacy provides the under-
standing of how to adapt daily-life practices to meet the spe-
cific needs of an older person. Some practices will apply across
diverse settings in everyday life, such as: hairdressers wash-
ing older customers’ hair at a salon for people with a degree
of frailty, such as limited flexibility in the neck; appropri-
ately helping older people to sit on and stand up from a park
bench, not just by holding their hands; assisting a person in a
wheelchair, such as helping them down a slope by walk-
ing backwards to avoid the sensation and risk of falling for-
ward; and providing supermarket food shopping services to
aid older people in achieving balanced nutrition, particu-
larly for those living alone. Other practices are more dis-
tinctly location specific, for example: assisting with seasonal
issues, such as snow shoveling in northern Japan; and subway
etiquette in the metropolitan areas in order for all passen-
gers to consider the presence of potentially vulnerable older
people, such as attention to distances to keep, bag handling,
and walking in a crowd, given the risks of, say, provoking a
fall. Care literacy supports better care provision that contrib-
utes to health and well-being and enhances mitigation of risks
from inappropriate or absent care practices, and enables an
understanding of what underlies and motivates the variety of
care practices. Thus, care literacy is about understanding the
implications of care for others in the family and community,
including the interplay of health and care issues, and the impor-
tance of place in understanding formal and informal local
care delivery.

‘Care communication”: media and grassroot
activities

To enhance care literacy, citizens need an understanding of
care and related health issues and how these are addressed in
their local area. Individual CbICS are being developed for each
community, including ties, for instance, to local NPOs and
associations, with the process of their respective develop-
ment dependent on local priorities and resources. Thus, there is
scope for grassroot processes that support citizen interac-
tion with health and care professionals and staff to provide
specialized information on care, integrated with a specific
understanding of the evolving local CbICS. Further, the need
to disseminate such information and knowledge within the
broader community opens up a potential recognized criti-
cal role for media**?, especially in response to events such as
COVID-19, during which television has been rated the most
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credible amongst various media in Japan*. Though limited by
issues of reliability and credibility”, social media also offers
an avenue for citizen engagement and has been recognized to
have the potential to contribute to health communications®.

Such an informative role would also facilitate media’s
distinctive capacity to scrutinize stakeholders and provide a
voice to the most vulnerable?>?. Although CbICS enhance coor-
dination and collaboration across services®, bringing diverse
providers closer together potentially attenuates the checks
and balances enabled by more separate services, which raises
the value of the independent scrutiny that media can provide.
Also, care may place vulnerable people at risk, including care
receivers and providers. The repercussions of the burdens
and stress of care can be severe, at the extreme includ-
ing violence, murder and suicide’?. Furthermore, long-term
involvement in care may alter life courses in ways not fully
appreciated, which is a concern in some areas with young
carers®. Accordingly, the media may shed light on the vulner-
abilities of the system and foster social discourse concerning
key challenges in developing the CbICS and, more generally,
adaptations to an aging society. To enable such an investigative
and informative contribution, journalists would need an appro-
priate in-depth expertise and knowledge of care-related issues
and for this to be, crucially, locally tailored. Access to rele-
vant training, such as geriatrics and gerontology, would further
enhance their credibility and thus impact. In other words, media
specialization in care and aging should correspond to simi-
lar specializations in other areas of media interest, particularly
in countries such as Japan, where super-aging will be a central
social issue in the coming decades. Thus, important lines of
enquiry are opened up by the potential significance of media
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in enabling development of care literacy that underpins the
CbICS.

Conclusion

Care literacy refers to the knowledge and capabilities that
enable people in need of care to live their daily lives in the
community and society, and that facilitate potential health and
care solutions: further understanding of care literacy and its
impact is key to enabling older adults to achieve healthy aging
in place. For Japan the need for care literacy stems from
the advanced aging of society and the reshaping of care, to
involve the whole community and coordinate the set of health
and care services for older adults through development of indi-
vidual CbICS in each local area. While aspects of care literacy
are general and ubiquitous, other aspects are prominently
local. Care literacy needs to include information on, and an
understanding of, what care is needed and how care can be
provided, which is specific to the local area. Furthermore,
stepping back from a focus on Japan, there is significant evi-
dence of cross-cultural differences in how people engage with
care® as well as with healthcare in general’’. It follows that
not only does care literacy need to be culturally nuanced, but
the transition to citizen empowerment in the context of care
will also differ across cultures and societies. At the same time,
based on the CbICS experience in Japan, important common-
alities are found in understanding the inter-connected domains
of health and care, enabling anticipatory responses to evolv-
ing needs, and engaging all citizens in the creation of an
inclusive community for older adults.
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This is a timely and well crafted essay presenting an idea of 'care literacy'. The particular case
discussed, that of aging population in Japan and the emplacement of care in the community, is
particularly relevant in the 'Decade of the Healthy Aging' announced by the UN. Japan offers a
useful perspective not only due to advanced population aging, but also due to numerous
developments in the field of community care.

The essay opens up a range of further questions related to the implications of community based
care. One of the questions emerging from exploration of the case of Japan regards the issue of
responsibility placed on individual community members. What does a move towards care based in
the community mean for the state, for families and for the individuals? What does the increasing
tendency to promote community-based care mean for existing community organizations and
NGOs working in the field of eldercare? In other words, are the limitations of community care
largely due to 'illiteracy' of the community members, or are there systemic constraints that need
to be addressed, too.

Overall, this is a valuable and stimulating article exploring a very important topic.

Is the topic of the essay discussed accurately in the context of the current literature?
Yes

Is the work clearly and cogently presented?
Yes

Is the argument persuasive and supported by appropriate evidence?
Yes

Does the essay contribute to the cultural, historical, social understanding of the field?
Yes
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Singapore, Singapore

It is delightful to learn from the paper the concept of ‘care literacy’ especially during such time of
COVID-19 pandemic where vulnerable older individuals are faced with the risk of inadequate care
needs in the community. Defined in the paper as the “knowledge and capabilities that enable
people in need of care to live their daily lives in the community and facilitate potential health and
care solutions,” the emphasis of place in the concept reinforces the important message of care
integration as one that needs to include equipping the community to seriously enable one to
aging-in-place with support. As what Coststantini, Nihei and Ueno state, ‘care’ encompasses more
than the older adults who need care and their families, it also needs to be facilitated by those they
come in contact with in everyday community life, including neighbours, shopkeepers, bus drivers
and so on. They further provide in the paper a range of good examples about how care literacy
will help the community and normal citizenry to adapt their practices keeping in mind appropriate
care and support for the older persons in daily encounters and community life. Hence, the concept
of ‘care literacy’ introduced has novelty for pushing beyond the normative notion of
understanding care for the benefit of only the older individuals in need of care and their carers,
but also including an emphasis essentially on community care literacy sensitized to local
geographic specificities.

Here, as this paper sets out to understand the value of care literacy, it has appropriately chosen to
focus on how the concept would benefit community-based integrated care systems (CbICS)
introduced since 2005 in super-aged Japan.

The authors have provided a general understanding of CbICS which the Japanese government
aims to establish in all local areas by 2025. The paper notes that CbICS adopts a user-centric and
community centric perspective with four-levels of care, ranging from (1) the individual (self-help)
and (2) family, neighbours, community volunteers (informal help), to formal support in (3) services
from long-term care insurance and health system and (4) programs such as public assistance
providing a safety net for those without other means of support. It is worthwhile noting the slight
variation described in Sudo et.al (2018) on the first two levels, where the family is placed as a part

Page 8 of 10


https://doi.org/10.21956/openreseurope.14936.r27308
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0001-8458-8769

O pen Resea rCh EU ro pe Open Research Europe 2021, 1:85 Last updated: 11 JUL 2023

of ‘self help’ with the individuals, and level 2 is referred to as ‘mutual aid’ provided through an
informal network of volunteers. Either way, care literacy is focused on strengthening the first two
levels and can be foreseen to play important role complementing health literacy to promote better
well-being among community-dwelling older adults.

In the last section, the paper explores practical ways to enhance care literacy through grassroots
activities and the media. It will be ideal if everyone - regardless of whether there is a well-
developed CbICS in place - to see the necessity to empower themselves through acquiring care
literacy as a part of everyday community life. But in reality, it is common for people to only begin
to pay attention to the health and care system around them when they are faced with individual
needs or the needs of their loved ones. Given the challenge of the significant gap in public
awareness and understanding among Japanese citizens on CbICS, the discussion in this section
may also include further consideration of how the concept of ‘care literacy’ could interact with
health literacy to attract one to want to learn about their local CbICS and their role to develop ‘care
literacy’ along with health literacy. Besides media and grassroots activities, how can the whole of
community endeavour, including school education efforts contribute to enhance care literacy in
strengthening CbICS?

I am excited with the potential of the emerging analytical concept of ‘care literacy’ in promoting an
inclusive community. As the CbICS is developing at different rate in different localities, is there an
example or two of local CbICS with community care practices close to actualizing the notion of
‘care literacy? These could be convincing examples to show how adoption of the concept would
bring new lens in rooting care in the community.

In a way, the notion of ‘care literacy’ resonates well with the vision of an age-friendly and
dementia-friendly community commonly discussed in the context of aging-in-place. It would be
useful to see also some engagements with these existing frameworks in delineating the
background situating ‘care literacy’ enabling aging in place.
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