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Special issue: Health information

transforming lives

Maria G. N. Musoke

Kyambogo University, Kampala Uganda and Chair IFLA HBS

The Health and Biosciences Libraries Section (HBS)
of the International Federation of Library and Infor-
mation Associations (IFLA) is the IFLA ‘voice’ on
health and biosciences information and libraries. The
HBS, therefore, acts as a forum for special libraries
concerned with all aspects of information manage-
ment and services in relation to the medical, health
and other biological sciences. The HBS aims include:
the implementation of and support for better manage-
ment and provision of health care information to
health practitioners, researchers, academics and con-
sumers; facilitating the development and application
of new technologies relevant to the health and bios-
ciences libraries; supporting the next generation of
health information professionals; strengthening and/
or initiating the cooperation between HBS and related
libraries, organisations, institutions and associations
at national, regional and international levels. The
HBS, therefore, focuses on Sustainable Development
Goal number 3. As part of its activities, HBS has an
active research programme and has just concluded a
study on the educational needs for health librarianship
in the East, Central and Southern Africa region. The
HBS recently sponsored a Special Interest Group on
Evidence for Global and Disaster Health, which in
addition to SDG 3, addresses SDG 6 and 11.

In view of the above, the HBS has prepared this
special issue of the IFLA Journal on the theme of
‘Health information transforming lives’. The issue
highlights the transforming effect of health informa-
tion in society. For example, library outreach, in all its
forms, requires that the librarians leave their own tra-
ditional space, enter someone else’s space, learn
about the people occupying that space and create a
connection between the two. For health librarians
wishing to connect with traditionally underserved and
hard-to-reach populations, this requires not only
learning about and appreciating the cultural differ-
ences that may distinguish those populations from
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other sections of society, but also about the many
health disparities that are likely to exist. For those
who may be members of more than one traditionally
underserved community, this may also involve under-
standing and navigating multiple layers of discrimi-
nation and their effect on the person’s health, on their
sources of information, health information needs as
well as their information behaviour.

Long viewed as safe places and spaces, libraries
serve as hubs of information services for students,
researchers, academics, practitioners and the entire
society including underprivileged communities. In
both the developed and developing countries, new
ideas and services keep emerging, some simultane-
ously and others adapted and contextualised as
being more appropriate for a developing country
setting. This Special Issue includes specific exam-
ples of innovative projects that have been imple-
mented by health information professionals
reaching out to the hard-to-reach areas, giving evi-
dence of what was learnt and demonstrating that a
specified group of people was reached and sup-
ported. The contribution of public librarians to
health information provision is also highlighted in
two papers. The successful projects reported in this
issue can be replicated in other areas in line with
IFLA’s Global Vision of ‘powering literate,
informed and participative societies’.

Furthermore, this Special Issue has explored and
demonstrated alternative ways of measuring impact
beyond traditional scholarly metrics. Conventional
bibliometric analysis of output can indeed be comple-
mented by metrics that assess the dissemination and
impact of medical/health research through social
media, usage of biomedical devices, disease
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epidemiology, and/or other methods that engage the
public to improve health. Hence, new roles underta-
ken by health information professionals in supporting
research and the practice of health care have been
highlighted. It is, therefore, important to continue
building the capacity of librarians to increase their
knowledge and skills to be able to perform the new
and multiple roles.

In addition, three authors have grounded their
papers theoretically using models or theories that are
relevant to the theme of transforming lives and soci-
ety in general. Such theoretical underpinning is
important in advancing our understanding and shap-
ing future efforts in research and practice.

The Special Issue has seven papers that embrace a
broad geographic coverage. The papers have reiter-
ated the value of information and its transformative
effect to health care. This confirms what several
authors had reported (Goel, 2015; Mbondji, 2014;
Musoke, 2016; Palsdottir, 2010; Wyber, 2019). We
congratulate the successful paper authors for bringing
us update on the various ways health information has
transformed lives.

We are grateful to the reviewers of the papers who
supported the peer-review process that enabled the
authors to improve the quality of papers. Many thanks
to Shane Godbolt and Martin Morris who have
worked tirelessly with me to produce the Special Issue
on time.
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Transforming lives: Combating digital
health inequality

Bob Gann
NHS Digital, UK

Abstract

For those who are connected digitally, the digital health revolution is an enormous opportunity for patient
empowerment. However, half the world’s population are not online. Those who are least likely to be online
are exactly those who experience the greatest burden of ill health. As information about health and illness is
increasingly (and often exclusively) available in digital form, we face a new public health challenge — digital health
inequality. Libraries are ideally placed to reach these population groups who may be hardest to reach. The IFLA
(2017) Statement on Digital Literacy recognises that with libraries’ mission to help all their users access and apply
the information they need for personal and community development, digital inclusion is an important part of
the practice of librarianship. Successful interventions to improve digital inclusion involve targeting connecting,

and transforming lives. This article focuses on initiatives to combat digital exclusion in England and Wales.

Keywords

Consumer health information, digital inclusion, digital literacy, health inequalities, health literacy, library

outreach, social deprivation
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Introduction

A revolution in digital health is going on all around
us. 80% of Internet users regularly search for health
information (Amante, 2015; Fox, 2011). One in 20
Google searches are for health content (Gibbs,
2015). Over 300,000 apps are available to support
self-diagnosis and self-management (Pohl, 2017) —
47,000 health apps are available in the Apple App
Store (Statista, 2018) with even more for Android.
Patients are being helped to make decisions and
navigate healthcare systems through apps and deci-
sion aids. Electronic transactions such as appointment
bookings, repeat medication and access to online per-
sonal health records are increasingly the norm in
developed healthcare systems. Remote consultations
using Skype and other video technologies are improv-
ing access and convenience, particularly for those less
able to travel. Artificial intelligence is driving
increasingly sophisticated symptom checkers and
diagnostic advice tools. Consumer technologies and
networks are being used to encourage healthy beha-
viours and long-term lifestyle change through

coaching, motivational reminders, and communities
of like-minded people (Topol, 2012).

Access to consumer health information online has
been associated in a number of studies with a range of
positive health outcomes, including empowerment of
people in their own healthcare and greater involve-
ment in shared decision making (Pluye, 2019).

The World Health Organization recognises the
potential of digital technologies to advance sustain-
able healthcare development, and in particular to sup-
port health systems in all countries in health
promotion and disease prevention, and by improving
the accessibility, quality and affordability of health
services.

In May this year, the World Health Assembly
adopted a Resolution on Digital Health (WHO,
2018) with 11 actions to drive forward digital health
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adoption. It is encouraging that WHO sees digital
inclusion of citizens as central to achieving the bene-
fits of digital health. One of the 11 actions urges
member states to:

Improve the digital skills of all citizens, including
through working with civil society to build public trust
and support for digital health solutions, and to promote
the application of digital health technology in the pro-
vision of, and access to, everyday health services.

Leaving nobody behind

The US institute Pew Research sought the views of
2500 experts and members of the public on what our
digital life would be like in in 2025 (Anderson and
Rainie, 2014). They concluded:

In ten years the internet will be readily available, every-
where, at low cost —embedded in people’s lives for good
& ill. The greatest impact will be on personal health.
Health care will become self-administered. We will
detect, monitor, diagnose, get advice & treatment,
through mobile, wearable & implanted network devices.

But despite these exciting opportunities there is a
significant challenge:

We risk a dangerous divide between the digital haves &
have-nots. Networked transactions may benefit smaller
& smaller segments of the global population.

The challenge for healthcare services in the 21st
century is to ensure that nobody is left behind in this
digital health revolution. Of EU citizens 76% go
online weekly — but this still means a quarter of the
European population do not. In Europe 63% of dis-
advantaged people use the Internet weekly, with older
people (53%) and less educated (55%) still further
behind. Lack of use and access to digital resources
(often called digital exclusion) is closely related to
social deprivation and health inequalities. Among
Europeans 47% have insufficient digital skills to
make best use of websites, apps and tools. Amongst
socially disadvantaged people this rises to 64% (Eur-
opean Commission, 2017).

In the USA, 89% of the population are online, and
11% are not. Age is the most likely indicator for peo-
ple not using the Internet. Use of the Internet is almost
universal in the young population (98% of 18-29
year-olds) but falling to 66% of over 65s. Household
income and education are also indicators of a person’s
likelihood to be offline. Roughly one in three adults
with less than a high school education (35%) do not
use the Internet. Adults from households earning less

than $30,000 a year are far more likely than the most
affluent adults to not use the Internet (19% vs. 2%).
Rural Americans are more than twice as likely as
those who live in urban or suburban settings to never
use the Internet. Racial and ethnic differences in Inter-
net use are becoming less significant, and today,
whites, blacks and Hispanics are all equally likely to
be offline (Anderson et al., 2018).

Worldwide, the United Nations has a sustainable
development goal of affordable Internet access for all
by 2020. The UN’s Broadband Commission for Sus-
tainable Development predicted in 2014 that half the
world would be online by 2017. In fact, the pace of
digital adoption has slowed so that this will not be
reached until the middle of 2019 (Sample, 2018). Not
only is half the world not online, but there are stark
variations: 98% of the population of Iceland have
accessed the Internet but only 1.2% in Eritrea and
1.9% in Somalia. Women in low income African
countries are the least likely people in the world to
be online — yet women are traditionally the main care-
givers in families, responsible for everyday healthcare
of children and older relatives, as well as for their own
health (Alliance for Affordable Internet, 2018).

Those who are least likely to be online are exactly
those who make the most use of health services and
experience the greatest burden of ill health (older
people, people with low incomes, people with long
term conditions and disabilities). The rapid growth in
digital technologies brings transformative opportuni-
ties. Benefits to patients and to health care systems
include more involvement of patients in their own
care, more convenience and time savings, reduced
costs, and better health outcomes (Imison, 2016). But
this transformation also threatens to deepen the digital
divide between the active users capable of exploiting
ever improving technologies, and those who struggle
to overcome the barriers to getting online. These digi-
tally excluded people are in danger of being left
behind in society, as more and more services, includ-
ing healthcare services, go online.

The inverse care law was set out by Tudor Hart
(1971), who argued that the availability of good
health care varies inversely with need. The inverse
care law was proposed in the pre-digital world.
Today, as healthcare systems progress their digital
transformation agenda, there is a real danger of a new
digital inverse care law whereby those citizens most
in need of accessing new digital services will be left
behind again, due to their lack of digital skills and
access.

With information about health and illness increas-
ingly (and often exclusively) available in digital form,
digital literacy is a key precondition of health literacy.
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Table I. Reasons for not using the Internet.
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Source: Lloyds Bank (2018) Consumer Digital Index.

Increasingly this is a public health challenge: low
health literacy is closely linked to poor health out-
comes and mortality (Kickbusch et al., 2013).
Libraries are ideally placed to lead the response to
this challenge

Digital inclusion and digital literacy

‘Digital inclusion’ is the term most commonly used in
the UK for people being able to use digital technolo-
gies, particularly the Internet, in ways that enhance
their lives and help them overcome disadvantage. The
term is often used interchangeably with digital skills,
digital participation, digital competence, digital capa-
bility, digital engagement, digital literacy, etc.

IFLA uses the term ‘digital literacy’ to describe
the ability to harness the potential of digital tools.
IFLA promotes an outcome-orientated definition —
to be digitally literate means one can use technology
to its fullest effect — efficiently, effectively and ethi-
cally — to meet information needs in personal, civic
and professional lives (IFLA Statement on digital
literacy, 2017).

The three main barriers to digital inclusion are:

e [Lack of skills
e Lack of access
e [Lack of motivation

Today many more people are using digital technol-
ogies, helped by cheaper equipment, easier to use
touch-screen interfaces and faster broadband speeds.

This is leading to a reappraisal of what we mean by
these barriers.

Where once by ‘digital skills” we meant the basic
skills of carrying out a search or setting up an email
account, we are now more likely to mean information
literacy skills — being able to distinguish good quality
health information from ‘fake news’. Where once by
‘access’ we meant owning or being able to use a
device, we are now more likely to mean having suf-
ficient data on a mobile phone contract, access to free
wi-fi or high-speed broadband.

These barriers of skills and access still exist for
significant numbers of people, preventing them from
participating with the digital world. But today lack of
motivation, confidence and trust can be the most sig-
nificant factor preventing a person moving from a
reluctant, single-purpose user to someone who truly
reaps the benefits of being online.

Data from the Lloyds Bank (2018) Consumer Digi-
tal Index in the UK suggests that for the core of those
who are not online, lack of interest in what the Inter-
net can do for them is now the major barrier. It seems
that too often digital services are not sufficiently com-
pelling and meaningful for them to overcome con-
cerns including privacy and security. See Table 1.

Challenging assumptions

In the UK over 11 million people lack the basic digital
skills they need to use the Internet effectively. And
over 4 million people never go online at all (Lloyds
Bank, 2018). Some sections of the population are more
likely to be digitally excluded than others. These are:
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e older people — 51% of digitally excluded are
over 65;

e people in lower income groups — 45% of digi-
tally excluded earn less than £11.5k a year;

e pecople without a job — 19% of digitally
excluded are unemployed;

e people in social housing — 37% of digitally
excluded are social housing tenants;

e people with disabilities — 56% of digitally
excluded have a disability or long-term condi-
tion (and 22% of adults with a disability have
never been online);

e people with fewer educational qualifications —
78% of digitally excluded left school before 16;
people living in rural areas;
homeless people;
people whose first language is not English.

These characteristics of an older, poorer, less edu-
cated, rural population who are offline are still pre-
dominantly true but the picture is beginning to
change. Our assumptions about who is, and is not,
online have been challenged in the UK by a timely
blog by Scobie and Schlepper (2018) for the Nuffield
Trust which tests some of the received wisdom about
digital exclusion and health against available data for
the UK.

Assumption: Older people do not use digital
technology

Facts. Older people are less likely, but the gap is nar-
rowing (although less so in over 75s). Awareness of
online primary care services, such as the ability to
book an appointment or order repeat medication, is
actually highest in the 64-75 age group. And over a
fifth of people in this older age group do order repeat
medication online — the age group most likely to.

Assumption: Digital services are less accessible to
people with complex needs

Facts. Awareness and use of online primary care ser-
vices by people with disabilities and long-term con-
ditions is similar, or higher depending on the
condition, than for people without. But there are
important exceptions, including people with learning
disabilities, dementia or sight impairment for whom
both awareness and use of online services are lower.

Assumption: Ethnic groups are digitally excluded

Facts. Among younger age groups, Internet use is sim-
ilar between different ethnic groups. Non-white
groups have lower rates of use for people over 65.

However overall use of the Internet is actually lowest
among white people, reflecting the older age profile
of this group.

Assumption: Internet access is worse in rural areas

Facts. There are certainly low levels of digital inclu-
sion in rural areas, due particularly to poor broadband
infrastructure and older populations. But some of the
worst digital exclusion is still in some urban areas,
reflecting worse levels of deprivation.

In July 2018, the Centre for Ageing Better pub-
lished an important and thought-provoking report
on new approaches to supporting people in later
life to get online (Mouland, 2018). People in later
life stand to benefit hugely from being online — to
improve health and wellbeing, save money and
keep in touch with family and friends. However,
there remains a core of people in later life who are
not online and have no intention of getting online.
When asked what would prompt them to go online,
74% of people over the age of 65 responded
‘nothing’.

Ageing Better funded Good Things Foundation to
conduct research to understand what enables and pre-
vents people in later life from getting online — focus-
ing specifically on people in later life who have never
used the Internet, those who used to but have now
stopped or those who have limited usage. The report
concluded:

e Not using the Internet and being digitally
excluded are not the same thing. Some people
make a reasoned decision not to be online;

e We need to move on from a focus on basic
digital skills to building confidence and
motivation to do things online that matter
to people;

e We must measure success by outcomes (includ-
ing health outcomes) rather than just numbers
of people attaining basic digital skills.

Digital inclusion for health: National
programmes in UK

England

There have been consistent policy commitments to
digital inclusion in England for several years, as set
out most recently in the Government Digital Inclusion
Strategy (UK Government, 2014). The Department of
Health and Social Care’s (2018) vision for digital
health, The Future of Healthcare recognises the chal-
lenge of delivering an equitable service through digi-
tal channels:
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Health and care services are for everyone. We need to
design for, and with, people with different physical,
mental health, social, cultural and learning needs, and
for people with low digital literacy or those less able to
access technology. We must acknowledge that those
with the greatest health needs are also the most at risk
of being left behind and build digital services with this
in mind, ensuring the highest levels of accessibility
wherever possible.

Furthermore, the new NHS Long Term Plan (2019)
sets out the vision:

People will be empowered, and their experience of
health and care will be transformed, by the ability to
access, manage and contribute to digital tools, informa-
tion and services. We will ensure these technologies
work for everyone, from the most digitally literate to
the most technology averse, and reflect the needs of
people trying to stay healthy as well as those with com-
plex conditions.

And the recent review by Topol (2019: 23) of the
digital skills of the healthcare workforce reminds us
that digital inclusion is a vital equalities issue:

The NHS is founded on a commitment to the principles
of equal and equitable access to healthcare for all UK
citizens. Yet use of digital healthcare technologies could
undermine these principles by exacerbating inequalities,
unless consideration is given to how they affect equality
and equity, including the risk that vulnerable groups
might be excluded or exploited.

With the rapid growth in digital health products
and services, particular attention is now being given
to the quality and evidence base of digital technolo-
gies. The National Institute for Health and Care
Excellence (NICE, 2019) has produced Evidence
Standards Framework for Digital Health Technolo-
gies. The aim of the standards is to make it easier for
innovators and commissioners to understand what
good levels of evidence for digital healthcare technol-
ogies look like, while meeting the needs of the health
and care system, patients, and users.

For the past five years in England a National
Health Service (NHS) programme called Widening
Digital Participation has been mobilising libraries and
other community organisations in socially deprived
communities to teach digital skills for health, support-
ing people who may never have used the Internet to
get online to take more control of their own health.

NHS England has worked in partnership with a
social enterprise, Good Things Foundation, which
specialises in supporting digital inclusion and the
development of digital skills for socially deprived

people. Good Things Foundation coordinates a net-
work of Online Centres where people who lack digital
skills or confidence in using online resources can use
computers in a supported environment and gain
online skills: 96% of public libraries are part of the
Online Centres network, which also includes commu-
nity centres, health centres, sheltered housing
schemes — even a fish and chip shop.

Through the Widening Digital Participation pro-
gramme, two simple online courses have been developed
on the LearnMyWay platform (www.learnmyway.com/
what-next/health). The first introduces people with lim-
ited digital skills to health information using the NHS
website (www.nhs.uk). The second covers online health
transactions including booking a doctor’s appointment or
requesting repeat medication online.

Over the three period 2013-2016, 400,000 people
were engaged in the programme through events,
workshops and online access to health information
resources. Of these 220,000 have been trained in
using digital health resources with support in a library
or other community setting.

Following the success of the initial three-year
Widening Digital Participation programme from
2013-2016, the NHS committed to further action to
combat digital inequality in the period to 2020. At the
end of 2015, the Secretary of State for Health in Eng-
land asked the Internet pioneer, digital champion and
Twitter board member Martha Lane Fox to advise on
next steps to accelerate digital take-up and reduce
digital exclusion. Her recommendations (Department
of Health, 2015) called on the NHS to:

e Provide accessible, free of charge, infrastruc-
ture (wi-fi) throughout all NHS premises to
enable patients and carers to access digital tools
and technologies at point of care;

e Build the digital skills capability of the NHS
workforce at all levels (from leadership to
front-line) so staff have the knowledge and
motivation to act as digital champions, support-
ing and encouraging take-up of digital services;

e Embed digital inclusion in all areas of NHS
work, nationally and locally, with ‘reaching the
furthest first” a core principle of all we do. If we
can get digital health services right for the hard-
est to reach groups they will be right for
everyone.

Following these recommendations, the Widening
Digital Participation programme was extended in
2017, again working with Good Things Foundation.
In this second phase there has been a shift away from
a focus on digital skills to a discovery and service
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design approach, which aims to build a better under-
standing of the barriers to digital inclusion, and to co-
design and test solutions with service users.

To provide evidence for the second phase of the
programme, a data driven mapping exercise was
undertaken. Using the Digital exclusion heatmap
(Tech Partnership, 2017) areas of the country with the
highest levels of digital exclusion were identified.
These were then mapped against data on health
inequalities and deprivation (Public Health England,
2017). This enabled prioritisation of localities with
both high levels of digital exclusion and health
inequalities. On the whole there is a strong correlation
between the two — but not always. For example, inner
city London has high health inequalities but digital
inclusion is good with a young population and good
broadband connections. On the other hand, some rural
areas have poor broadband and an older population
but often better health status.

The data mapping provided the evidence base for
identification of sites for Widening Digital Partici-
pation Pathfinders. These have now been developed
with the involvement of local health and care orga-
nisations. The Pathfinders involve working inten-
sively with particular user groups in socially
deprived localities to investigate their use of digital
health services and information, and how they can
best be supported. Up to 20 Pathfinders will be
funded, with 11 live to date:

e North London — young people with mental
health issues;

e Sheffield — using social prescribing to refer
patients to digital training;

e North Somerset — developing a high street
healthy living hub;
Stoke — people with long-term conditions;
Bradford — young people as carers;
Wakefield — hearing and visually impaired
people;

e Hastings — homeless and insecurely housed
people;
Sunderland — isolated older people
Thanet — people in social housing;
Dorset — maternity care, particularly with tra-
veller families;

e Blackpool —users of accident and& emergency
services.

The Pathfinder work is carried out transparently
and can be followed on the programme’s Digital
Health Lab (Good Things Foundation, 2018a) which
includes blogs, case studies, reports of design

sessions, and practical how-to-guides capturing learn-
ing. Emerging findings include:

e Although young people are generally digitally
confident and use digital tools in their everyday
lives, they do not always find digital health
resources relevant and meaningful. They are more
likely to use health information, apps, etc. if they
are involved in their design and development.

e Today older people are often using digital
channels such as Skype and Facebook to keep
in touch with friends and family. They can be
surprisingly ready to use these channels for
virtual consultations if they provide conveni-
ence (e.g. avoiding need to travel).

e Homeless people often have devices (particularly
mobile phones) and often have the skills to use
them. Their needs can be more basic —a dry, safe,
non-judgemental place where they can charge
their phone and get online using free public wi-fi.

The Widening Digital Participation programme has
also produced a Guide to Digital Inclusion (Gann,
2018a) for local health and care organisations. The
Guide provides practical advice on establishing the
extent of digital inclusion locally, commissioning and
evaluating digital inclusion support, benefits and
business case, and partnership working. The content
of the Guide was researched through a programme of
engagement with health and care organisations, and
an agile approach was taken to development with user
feedback on alpha and beta versions before the Guide
was published online in May 2018.

Wales

Wales has an impressive record in tackling digital
exclusion, both in policy and practical action. The
Welsh Government’s (2016) Delivering Digital Inclu-
sion: A Strategic Framework for Wales has an ambi-
tious 15-point delivery plan, and a Digital Inclusion
Charter. A dedicated national digital inclusion pro-
gramme, Digital Communities Wales, is being deliv-
ered by the Wales Co-operative Centre. A new Digital
Competence Framework (Welsh Government, 2018b)
is in place in all schools, equipping pupils with the
skills they need to be digital citizens in the modern
world. Superfast Cymru is bringing broadband access
to rural communities which would otherwise miss out.

There are many examples of digital inclusion good
practice and innovation in health and care settings,
particularly through Digital Communities Wales
(Welsh Government, 2018a). In particular, Wales is
leading the way in intergenerational support. Through
the Digital Heroes initiative, schoolchildren befriend
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older people in care homes and introduce them to
digital technology, often with inspiring and transfor-
mative results.

More than 75% of women and a third of men over
65 in Wales live alone, and a quarter say they are
lonely. The cost of social isolation and disconnected
communities in Wales has been calculated at £2.6bn
per annum (National Assembly for Wales, 2017).
Through Digital Communities Wales, people who
would otherwise be lonely and isolated are being sup-
ported to get online so that they can keep in touch with
friends and family. Under the Ffrind i mi (or Friend of
mine) initiative, Community Connectors befriend
anyone who feels lonely or isolated so they can recon-
nect with their communities

Technologies (including VR headsets) are being
used to enable people with dementia to connect with
positive memories). Reminiscence sessions in care
homes for staff, families and people with dementia,
are using digital media (Internet, tablet computers) to
help people compile their own life stories.

Digital Communities Wales has also recognised a
powerful link between people’s motivation to
improve both their digital skills and their physical
activity. People in a number of settings (housing asso-
ciation tenants, women’s fitness group, stroke survi-
vors, workforce) have been loaned Fitbits and shown
how to use technology in a fun and informal way.

Remote health care through Skype and online
consultations has particular potential in Wales, sav-
ing people journeying to hospital where there is often
poor rural transport. Digital inclusion support has
been shown to create the right conditions for frail
older people to use virtual consultations in rural
areas (Williams et al.,2017).

A recent report on Digital Inclusion in Health and
Care in Wales (Gann, 2018b) reviews good practice in
Wales, and makes recommendations for future action.
In response the Welsh Government has made a new
allocation of £3m for a new digital inclusion for
health and social care programme from 2019.

In England and Wales we have driven forward
digital inclusion through:

e Targeting: using evidence-based, data mapping
approaches to identify localities with the great-
est health deprivation and low digital adoption
so we can focus our efforts;

e Connecting: working with some of the most
digitally excluded people in their own spaces,
including homeless people and people in long
stay mental health units;

e Transforming: carrying out qualitative and
quantitative evaluation with compelling case

studies showing the transformative impact of
gaining digital skills for individuals, and evi-
dence of significant benefits and cost savings to
the health care system.

The role of libraries

Despite the adverse impact of widespread public
library closures — 499 libraries closed in the UK
between 2012 and 2017 (Onwuemezi, 2017) —
libraries remain a crucial community asset for both
health promotion and digital inclusion. Libraries are
trusted community spaces, whose unique benefits
include assisted digital access, health information
resources and services, and the volunteering and
recreational opportunities they provide. They can
deliver a range of health and wellbeing benefits to
local communities including those who may not nor-
mally access other services.

In August 2017, IFLA issued a Statement on Digi-
tal Literacy. As the Statement asserts, digital technol-
ogies have dramatically transformed our lives but not
all can take full advantage of the opportunities created
to receive, apply, share and create information. Just as
basic literacy — the ability to read and assimilate infor-
mation — is essential for individuals to participate and
flourish in society, realising the potential of digital
technologies for personal and community develop-
ment requires everyone to have the necessary knowl-
edge, skills, attitudes and behaviours.

Given libraries’ mission to help all their users
access and apply the information they need for per-
sonal and community development, this is an impor-
tant part of the practice of librarianship. The
Statement sets out the case for action, defines digital
literacy, and makes recommendations to governments
and other stakeholders. It also includes examples of
library programmes supporting digital literacy in
Tampere, Finland; Melbourne, Australia; San Anto-
nio, USA; and Western Cape, Australia.

The American Libraries Association has held a
Digital Inclusion Summit leading to the report After
Access: Libraries and Digital Empowerment (Clark
and Perry, 2015). The report recognises the central
role of libraries in building digitally inclusive com-
munities, ensuring that nobody is left behind in the
digital revolution. The report includes valuable sum-
maries of activities carried out by libraries in partner-
ship with other community organisations.

England

The Society of Chief Librarians (now Libraries Con-
nected) has developed a set of Universal Offers,
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including a Universal Health Offer and a Universal
Digital Offer. The Universal Health Offer (Libraries,
2017b) includes a commitment for public libraries to
provide a range of services including:

e Creating Reading Well self-help reading lists
and book collections in libraries covering key
areas of health and wellbeing such as mental
health, dementia and long-term conditions;

e Signposting and referring the public to infor-
mation and local services who can provide
advice and support;

e Providing creative and social reading activities
for a range of targeted groups such as dementia
sufferers, teenagers and older people.

The Universal Health Offer includes the Reading
Well programme, developed with the Reading
Agency. Reading Well promotes the benefits of read-
ing for health and wellbeing, and includes Books on
Prescription and Mood Boosting books.

The Universal Digital Offer (Libraries Connected,
2017a) aims to narrow the digital divide between
those who regularly access information online and
those who do not by:

e Ensuring that all public libraries offer a basic
level of digital service to the public, to include
free wi-fi, computers and online information
about library services;

e Working to develop staff so that they have the
skills to help customers who do not normally
access information and services online;

e Identifying significant digital developments
and highlighting how public libraries and their
leaders should respond.

Libraries have been key partners in supporting
digital inclusion through the NHS Widening Digital
Participation programme. In Southampton, the city
library service worked with Macmillan Cancer Sup-
port to improve the digital and information literacy
skills of people with cancer, and introduce them to
high quality cancer information resources. (Tinder
Foundation, 2015).

NHS library and knowledge services, while pri-
marily focused on the knowledge and information
needs of healthcare professionals, have also recog-
nised their vital role in supporting patients, carers and
the general public. Knowledge for Healthcare (2018)
has produced a vision statement which includes:

Healthcare library and knowledge services. ..work in
partnerships with key stakeholders to enrich the infor-
mation offered to patients and carers, to enable people to

better manage their health and wellbeing and make fully
informed decisions about their treatment and care.

Knowledge for Healthcare has also produced an
Ideas Bank with practical examples of how healthcare
libraries can contribute to patient information
activities.

Wales

The quality framework for Welsh public library stan-
dards, Connected and Ambitious Libraries (Welsh
Government, 2017), introduced a specific quality
indicator for health and wellbeing. Libraries must
ensure that the following are offered in all static ser-
vice points open for 10 hours a week:

Books on Prescription Wales;

Better with Books Scheme;

Designated health and wellbeing collection;
Information about healthier lifestyles;
Signposting to health and wellbeing services.

And must report on the number of service points
where the following are available:

e Macmillan Cancer or other health information
partnerships;

e Dementia friendly services;

e Mental health awareness services.

Public libraries in Wales have been working with
Digital Communities Wales to provide digital skills
training and support information literacy. A half-day
digital inclusion training course has been developed
for staff and volunteers in libraries, as well as a fuller
two-day digital champions course. Many libraries in
Wales are now holding Digital Fridays, where users
are introduced to digital technology and tools.

For example, during 2018 Newport Libraries deliv-
ered two health-related pilot projects, in partnership
with a social housing association and the mental
health support organisation MIND. Tea & Tech ses-
sions for social housing residents were based around
using the Internet to look at ways of improving health
and wellbeing, visiting recognised safe sites for sup-
port and guidance. Users had the opportunity to com-
plete an online health assessment form and to be
signposted to support groups that could give informa-
tion on their condition. The project with MIND
started in August 2018, encouraging the use of apps
to support health and wellbeing. As apps are becom-
ing more popular the Library Service is beginning to
promote their use within the digital literacy support
programme.
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Kenya: UK partnership

In addition to working in the UK, specialist digital
inclusion organisations are helping to support digital
literacy in other countries. Digital health in Kenya is
in its infancy. High costs of digital health systems,
poor infrastructure in rural areas and low digital lit-
eracy of the population are all barriers to digital health
adoption. However, submarine fibre optic cables and
connection of major towns to broadband has led to
marked improvements in infrastructure.

The real game changer is mobile. Mobile subscrip-
tions in Kenya have surged from 330,000 in 2001 to
38 million in 2016, in a country with a population of
nearly 45 million. Many Kenyans have skipped a
technological generation, with mobile bringing many
online who have never had access to desktop
machines or fixed-line broadband (Mutiga and Flood,
2016).

The Kenya National e-Health Policy 2016-2030
aims to ensure that health services are electronically
accessible to patients at all levels of the economy,
with objectives which look familiar to healthcare sys-
tems in other countries:

e Ensure that health information on the eHealth
platforms for patients and physicians is multi-
lingual, multicultural, multi-professional, and
multijurisdiction;

e Ensure affordable broadband Internet connec-
tivity to all parts of the country to enable online
access to eHealth services and information;

e Ensure that services are offered across a variety
of eHealth access platforms including but not
limited to mobile devices and community digi-
tal centres;

e Facilitate the use of telemedicine by caregivers
in geographically isolated communities to pro-
vide healthcare services;

e Promote cross-border sharing of health infor-
mation about the medical incidences and his-
tory of a particular patient by healthcare
professionals without compromising his/her
privacy.

Last year, a new project to help develop digital
literacy was launched by the UK-based Good Things
Foundation in partnership with the Kenya National
Library Service. Digital Life: Kenya (Good Things
Foundation, 2017) has been working with librarians
to develop their digital skills, which were often low,
so that they could act as digital champions with
library users. Libraries are now providing outreach
sessions to teach digital skills, with over 60 libraries
in the scheme.

At Kinyambu Library, over 50 library users have
registered on the Learn My Way online digital skills
learning platform. The library now runs a Community
Digital Club on Saturdays. Some library users have
successfully found jobs after completing Learn My
Way.

The Kenya National Library Service has been
sponsored by a development corporation to provide
laptops and wi-fi, with 640 new devices provided
along with local cabling. There are also successful
partnerships with international agencies including
Book Aid International and EIFL (Electronic Infor-
mation for Libraries).

Measurable benefits of digital inclusion

Digital inclusion is a social and moral imperative, but
there are also compelling economic reasons. Evalua-
tion of the Widening Digital Participation programme
in England has produced very encouraging results
with people trained in digital skills through libraries
in socially deprived communities showing greater
confidence in managing minor ailments, reduced
dependence on health services and improvements in
lifestyles (Tinder Foundation, 2016).
Results include

e 82% of learners were socially disadvantaged
and likely to be experiencing health
inequalities;

e 41% of learners learned to access health infor-
mation online for the first time;

e 54% of learners would now go online for non-
urgent medical advice;

e 52% oflearners now feel less lonely or isolated.

The impact on primary care services was particu-
larly encouraging. One in five of people trained can
now book appointments with their general practi-
tioner (GP) online and one in five now order their
medication online, saving time and cost for them-
selves and the NHS. And one in five (21%) say that
because they now know how to access online health
advice, they now make fewer visits to their GP for
minor ailments: 6% say the same about fewer visits to
hospital accident and emergency departments. Good
Things Foundation has calculated that this represents
an annual cost saving to the NHS of £6m in avoided
GP and A&E visits — paying for the £1m annual cost
of the Widening Digital Participation programme six
times over.

The level of savings for the NHS has now been
revised in a report from Cebr: Centre for Economics
and Business Research, The Economic Impact of
Digital Inclusion in the UK (Good Things
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Foundation, 2018b). Cebr calculate savings to the
NHS through individuals learning digital skills and
so being able to use the NHS website for self-care
advice, as well as booking appointments and request-
ing prescriptions online. These amount to savings of
£141m by 2028 through reduction in GP visits and
reduction in use of offline services. Reduction in
avoidable GP consultations alone could save £10m
within a year.

Of course, increasing digital inclusion has benefits
for society as a whole as well as for the NHS. It is
important to take these benefits into consideration
when considering the impacts for public health. Anal-
ysis of Scottish data carried out by Ipsos MORI for
Carnegie UK Trust (White, 2016) illustrates the wider
societal benefits how Internet use is associated with
better health and wellbeing. Those who use the Inter-
net are more likely to have:

been to a cultural event;
visited outdoors for recreation;
taken part in sport;
volunteered.

Conversely those who are not online are more
likely to have visited their doctor once a month or
more.

There is a particularly strong benefits opportunity
in digital inclusion relieving loneliness and isolation.
The National Assembly for Wales (2017) Inquiry into
Loneliness and Isolation includes powerful evidence
on the impact:

e There is a strong link between loneliness and
depression. 60% of older people who report
being depressed also say they are lonely.

e Lonely and isolated people tend to smoke and
drink more, have a poorer diet, and skip
medication.

e Falls among lonely and isolated people tend to
go unnoticed and unreported.

e Lonely and isolated older people are at an
increased risk of dementia.

The cost of social isolation and disconnected com-
munities in Wales has been estimated as £2.6bn per
annum, which included:

e £427m — demand on health services;
e £10m — demand on policing;
e £8m — cost of stress and low self-esteem

Disconnected communities are linked to a loss of
productivity, with a net cost to the Welsh economy of
over £1bn every year. Economic modelling of the cost

effectiveness of actions to reduce loneliness to pro-
mote better mental health carried out for Public
Health England and submitted as written evidence
to the National Assembly for Wales (2018) Inquiry
into Loneliness and Isolation ‘concludes conserva-
tively that substantial costs to health and social care
systems potentially may be avoided if poor health
associated with loneliness can be avoided’. This mod-
elling suggests that these costs conservatively may be
in the region of £1700 to £6000 per case of loneliness
avoided over a 10-year period for people aged 65-75.

If people are online they have better opportunities
to keep in touch with friends and family, so reducing
loneliness and isolation. The Widening Digital Partic-
ipation evaluation in England showed 52% of people
provided with digital inclusion support felt less lonely
and isolated. Work in Wales to combat loneliness
through improved digital adoption, including Digital
Heroes, is demonstrating a significant return on a very
small investment.

Conclusion

Universal access to digital health tools and services,
with the skills to use them, has the potential to be one
of the great public health advances of the 21st cen-
tury. The great public health advances of the 19th
century came not from medicine but from infrastruc-
ture improvements in housing, water supply and sew-
ers. In the 21st century, those who lack access to the
public utility of the Internet will, like those who
lacked access to the public utility of clean water and
sanitation in the 19th century, be at risk of increasing
inequality and poorer health status. Libraries are on
the front line in combating digital health inequality. In
an era of austerity, libraries are having to justify their
role. Today, they are showing the way as agents of
equality — bridging the gap between the digital haves
and the digital have-nots.
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Introduction locally or internationally. These problems were
clearly articulated at a meeting organized by the Pla-
net Earth Institute and held in October 2013 at the
House of Lords, and chaired by the Rt Hon Lord Paul
Boateng. Lord Boateng indicated that “African
research should be assessed using a broad range of
metrics as recommended by the San Francisco
Declaration on Research Assessment” (Schemm,

African researchers are faced with a myriad of prob-
lems when it comes to publishing and to making the
impact of their research output felt both within their
country and internationally. The problems of inade-
quate infrastructure and finance, and a lack of publi-
cation outlets and post-publication dissemination
channels, are just some of the problems faced by Afti-
can researchers. There is also a lack of knowledge and
competencies, such as authorship skills, copyright, .

. . Corresponding author:
where t(.) pl_lthh’ what choices to_ make when Fhe Christine Wamunyima Kanyengo, University of Zambia, Great
manuscript is finally ready for publishing, and which g5 Road Campus, PO Box 32379, Lusaka, Zambia.
journal to finally submit the manuscript to, whether —Email: ckanyengo@yahoo.com



mailto:ckanyengo@yahoo.com
https://sagepub.com/journals-permissions
https://doi.org/10.1177/0340035219858709
http://journals.sagepub.com/home/ifl

200

IFLA Journal 45(3)

2013) whilst Dr Alicia Wise stated that “much critical
research remains unpublished as ‘gray literature,’
largely inaccessible beyond the walls of an institution.
Much African research is also published in local,
regional and national journals that are not yet
indexed” (Schemm, 2013).

As argued by Smart et al. (2004: 330) “apart from
financial problems, there are many infrastructural and
cultural factors that affect the dissemination of quality
information and have resulted in a poorly developed
information economy and a lack of representation
within the international research community”. It fol-
lows, therefore, that after one has been able to publish
an article despite these problems, it is important that
we know how that article has been utilized. For the
authors, an important question to ask would be: what
has been the impact of that one published article on
Zambian society? This question cannot be adequately
answered by traditional measurement metrics, or
more recently by the alterative measurement metrics
of altmetrics.

Objectives of the paper

The aim of this paper is to review various ways of
measuring the impact of research output in the Afri-
can context, and to propose alternative measurements,
using the Medical Journal of Zambia as an example.

Methodology

The paper adopted a theoretical review of the litera-
ture, using the Medical Journal of Zambia as a case
study, and combined with the personal reflections of
the authors. An earlier version was presented at the
International Federation of Library Associations and
Institutions (IFLA) Annual Conference held in
Kuala Lumpur, Malaysia from the 24th to 30th
August 2018.

The Medical Journal of Zambia

The Medical Journal of Zambia (MJZ) is published
quarterly by the Medical Association of Zambia
(ZMA), a membership body of medical doctors in
Zambia, and features articles from different medical
specialties as well as those that are at the junction of
medicine, health, and the social, economic, environ-
mental, and political spheres. It is a “peer-reviewed
quarterly journal intended for the publication of
papers from all specialities of medicine (Internal
Medicine, Surgery, Paediatrics and, Obstetrics and
Gynaecology) and their subspecialties, basic sciences,
public health, social medicine and medical politics”.
Its mandate is to be the:

e dissemination forum for medical and allied
research as well as clinical opinion and
practice;

e source of medical information for evidence-
based patient care and public health for its
readership;

e provide medical researchers, biomedical scien-
tists, clinicians and all allied health worker pro-
fessionals with a forum to enhance their
publication skills; and

e source of local continuing education to almost
all health care professionals in Zambia
(Kachimba, 2010).

The MJZ was first published three years after Zam-
bia gained its independence on behalf of the ZMA in
Ndola in 1967, by the Associated Reviews Limited.
This also occurred one year after the University of
Zambia (UNZA) Medical School was established; the
journal has long been associated with the school
although it has been, and is still, owned and published
by the ZMA. This association with the UNZA Med-
ical School has been established mainly because, for a
long time, the Editor-in-Chief of the journal was a
faculty member of the UNZA School of Medicine.
What that means is that the journal secretariat has
been held by the UNZA School of Medicine. How-
ever, the UNZA School of Medicine’s site of practice
is the University Teaching Hospital, the largest
tertiary-level hospital in Zambia. They share the same
physical premises. The journal is currently published
online only, with the print version ceasing publication
in 2010. Among the major international databases
MIJZ is only indexed in African Journals Online
(AJOL) which is a very important African database.
Due to this lack of exposure it does not enjoy the
benefits of traditional research impact metrics.

Research impact

Research impact is a subject that is of interest to many
people in the knowledge production process. This
interest applies both at society, institutional, and at
a researcher level. People do not produce knowledge
just for the sake of producing knowledge; they want to
know whether that knowledge has been utilized,
implemented by society, and ultimately changed their
lives. What then is the meaning of research impact?
Research impact may mean different things to differ-
ent people and audiences. A comprehensive definition
of research is offered by the United Kingdoms’
Research Excellence Framework (REF), who define
research impact as “an effect on, or change or benefit
to the economy, society, culture, public policy or
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services, health, the environment or quality of life,
beyond academia” (REF 2014, 2014: 26). The
Research Councils of the United Kingdom (RCUK)
define research impact as “the demonstrable contri-
bution that excellent research makes to society and
the economy” (UK Research and Innovation, n.d.), a
definition that does not focus only on academic
impact but also on societal impact as a whole. The
London School of Economics (LSE) Public Policy
Group (2011: 5) say research impact is a “recorded
or otherwise auditable occasion of influence from
academic research on another actor or organisation”.
According to Greenhalgh et al. (2016: 1) research
impact “occurs when research generates benefits
(health, economic, cultural) in addition to building the
academic knowledge base”. Dunikowski and Free-
man (2016: 266) have argued that:

[the] meaning of impact for funders and policy makers
might be conceived of as influence on policy, health
service delivery, and population health outcomes. Aca-
demic institutions are more interested in how a disci-
pline is represented in the academic milieu. For
researchers, impact might mean the influence of their
work on other researchers and practitioners in the field.
For clinicians, the focus will be on the effect on daily
practice.

All the above definitions emphasize the impor-
tance of research making an impact in people’s
lives, whatever the sphere of activity they may be
involved in.

In the health sector, just like any sector of society,
knowledge production is critical to the success of
patient care. Knowledge production requires a pub-
lication outlet in which the knowledge product may
be published and made available to the relevant con-
stituency. Once knowledge is produced, it requires
utilization. In knowledge utilization, journals play a
major role, as they are the publication outlets for
most of the knowledge produced by scholars and
researchers in the biomedical field. After the knowl-
edge has been produced, it must see the light of day
through a journal or other media platform. It is at that
point that evaluation becomes relevant, because that
knowledge now needs to be evaluated on its impact
at all levels of society — researcher level, institutional
level and indeed the general society as well. Measur-
ing the impact of research output is pivotal to the
exercise of knowledge production. In other develop-
ment fields, this process is sometimes referred to as
monitoring and evaluation. This means, that even in
scientific knowledge production, it is imperative that
the knowledge that is produced is evaluated on its

impact, not only on society in general, but on its
relevance to the local community in which that
knowledge has been produced. The definitions of
research impact cited above bring to the fore the
argument that research impact goes beyond the
academic.

Research impact evaluation
Moving beyond traditional research impact evaluation

In academia, the benchmarks that have been avail-
able to evaluate knowledge production are based on
criteria that have been set by the academic commu-
nity themselves. This evaluation is based on a system
of peer review and may not be applicable in all
instances of measuring the impact of research. Peer
review which, according to Ware (2008: 4), is the
“process of subjecting an author’s scholarly manu-
script to the scrutiny of others who are experts in the
same field, prior to publication in a journal”. In peer
review, peers evaluate the likely impact of new
knowledge before publication. It is grounded on the
assumption that because peers are subject specialists
and knowledgeable in that particular scientific field,
they are best placed to judge the quality of that
knowledge.

Other criteria for evaluating knowledge in acade-
mia are the impact factor and citation metrics.
According to Cross (2007:1) “journal impact factors
give the average number of citations to articles in a
particular journal; essentially, the average number of
times that articles in a journal are referenced by other
articles”. This number is derived from “dividing the
number of times a journal is cited by the number of
articles that it publishes” (Brown, 2007: 562). The
impact factor is used to measure the importance or
rank of a journal by calculating the number of times
its articles are cited.

In academia, impact factor metrics have been used
as one of the ways of measuring research output
impact. However, this has not been accepted by
everyone and has led some to argue that a “journal’s
impact factor says nothing at all about how well read
and discussed the journal is outside the core scientific
community or whether it influences health policy”
(PLOS Editors, 2006: 0707). Alternative journal mea-
surement metrics have been recommended to help
highlight that impact achieved by journal articles
which is not captured by traditional academic data-
bases. These alternative measurement metrics, called
altmetrics, have been enabled by the increasing usage
of online platforms which has been made possible by
the advent of the Internet. Altmetrics
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measures the number of times a research output gets
cited, tweeted about, liked, shared, bookmarked,
viewed, downloaded, mentioned, added to favourites,
reviewed, or discussed. It harvests these numbers from
a wide variety of open source web services that count
such instances, including open access journal platforms,
scholarly citation databases, web-based research sharing
services, and social media. (Loria, n. d.)

These article-level metrics offer a “wide range of
metrics about the uptake of an individual journal
article by the scientific community after publication”
(Fenner, 2013: 1).

Further recognition of the inadequacy of the tradi-
tional impact factor is demonstrated by the San Fran-
cisco Declaration on Research Assessment (n.d.),
which recommends that the two-year impact factor
should be used with other factors such as the “5-
year impact factor, EigenFactor, SCImago, h-index,
editorial and publication times, etc. that provide a
richer view of journal performance”.

Research impact evaluation: The Zambian context

Since some journals in Africa, just like the MJZ, are
not indexed in major databases such as those of the
Medline, Scopus, Web of Science, and other
internationally-recognized indexing databases, it is
sometimes difficult to measure and track its impact
by using traditional measurement metrics of citation
impact. Making local research output visible has been
problematic for both researchers and institutions espe-
cially in sub-Saharan countries. This is because of a
myriad of factors, such as the difficulty with which
researchers in most African countries find themselves
in, that is, to break through and have their articles
published in ‘high-impact’ international journals. It
is important therefore that the MJZ considers other
alternative journal measurement metrics in order to
be able to indicate its impact.

Studies that make the linkage between research
output and impact are required so that the benefits
that knowledge production brings to society are well
articulated. Journals are produced for the same rea-
sons: that articles published in those journals are used
by people to make a positive change in their lives. In
this case, the knowledge contained in a journal such as
the MJZ should be utilized by medical and health
practitioners to improve their clinical practice and
ultimately for the continued well-being of Zambian
society. When medical and health practitioners
improve their clinical practice by utilizing the knowl-
edge obtained in local journals, they improve the ser-
vices they offer to both patients and the general
public.

Although traditional measurement metrics of bib-
liometrics, citation analysis, and other alternative
measurement metrics are important in trying to estab-
lish the impact of a journal, it is critical that measure-
ments that are qualitative in nature are also taken into
consideration. This is even more so when researchers
are involved in tackling local issues that may not be
relevant to international audiences. For instance, in
Zambia, such research may be on Konzo disease, a
neglected disease of limited interest to health profes-
sionals in other countries. Konzo disease is a “distinct
neurological entity with selective upper motor neuron
damage, characterised by an abrupt onset of an irre-
versible, non-progressive, and symmetrical spastic
para/tetraparesis” (Nzwalo and Cliff, 2011). Accord-
ing to Zambian studies, this disease has been diag-
nosed in people who eat a lot of cassava, especially
in the western part of Zambia. An article in the MJZ
reporting “Increased sensitization of health workers
leading to detection of unintended cases of acute flac-
cid paralysis: A case of a ‘Konzo’ outbreak in West-
ern Zambia” (Mtonga et al., 2016) would be of
particular interest to the Zambian medical commu-
nity. Statistics on its citation patterns might be useful,
but for Zambians, the interest would be whether
health workers are able to learn from the research
about the management of Konzo disease. Addition-
ally, there might be need to change local treatment
guidelines so that any health worker in Zambia who
comes across a case of Konzo disease would know
how to handle the patient anywhere in Zambia.

How then does one decide how important such a
journal is to its local community? Should we use tra-
ditional measurements metrics to decide the impact of
the journal? Whatever measurements are adopted,
they should be tied to the aims and objectives in
which that particular knowledge was produced. This
paper argues that it is imperative that measuring the
impact of a journal goes beyond metrics. In discussing
these measurements this paper is cognizant of the
manner in which the journal itself sees its impact
would be felt by their constituents by focusing on
alternative ways of measuring the impact of local
research.

It is clear that, from the onset, the MJZ saw itself as
going beyond academia; and perhaps the fact that it is
published by the ZMA demonstrates that its focus is
mainly on impacting health care delivery in the coun-
try. A relevant question to ask is that one that has been
alluded to by Maeseneer et al. (2007: 402) that;
”journal impact factor has an impact on how research
and researchers are valued by their academic peers
and on the allocation of research funds, but does it
have an impact on what research is ultimately about,
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improving quality of life for all citizens?”. There are
arguments advanced that advocate for measuring a
journal’s worth by looking at its contributions to soci-
ety in general (Maeseneer et al., 2007). How do we
arrive at a point where we can say: this is how the
local community benefitted from the information
coming from a journal article where a journal is geo-
graphically located?

Suggested ways of measuring research impact

Although traditional measurement metrics such as
citation analysis, and the related field of biblio-
metrics, are important in trying to establish the impact
of a journal, this paper argues that it is essential to go
beyond these, particularly in the context of Africa or
the global South. In discussing these alternative
metrics, this paper puts forward some ways of mea-
suring research impact. In this regard, Kachimba
(2010) at the African Journal Partnership Project
Annual Review and Planning Meeting held from 8th
to 19th May 2010 in Atlanta, Georgia, (United States)
looked at the impact of the MJZ through several per-
spectives, namely:

Impact with respect to its publication scope;
Impact with respect to its readership and
circulation;

e Impact with respect to calibre of its authors.
(Kachimba, 2010)

Following on from the above yardsticks, we argue
that the following aspects are important in measuring
the impact of the MJZ

Impact on policies in the health sector. Use of the
research output contained in the MJZ can change pol-
icies in the health care sector. These changes can
either be targeted towards the health care provider,
officials in the Ministry of Health, health care see-
kers, patients, or the general population. The infor-
mation in the MJZ informs the Ministry of Health
and other policy makers on the problems and prog-
ress that happen in Zambia’s health system through
research and thereby help in changing the policy
direction of the country. However, these changes are
not always definite; as it has often been argued by
Cruz Rivera et al. (2017: 16) who quote van Driel
et al. (2007) stating that:

whilst it is true that wider dissemination, especially
when delivered via world-leading international journals,
may well lead eventually to changes in healthcare, this is
by no means certain. For instance, case studies evaluated
by Flinders University of Australia demonstrated that

some research projects with non-peer-reviewed publica-
tions led to significant changes in health policy, whilst
the studies with peer-reviewed publications did not
result in any type of impact.

These findings indicate that sometimes research
published in leading international journals may not
meet the specific local needs. This is why this paper
strongly makes the assertion that the MJZ’s impact be
measured according to how its articles influences
local policy, i.e. if its contents are being used to
change policy direction. Others such as Ravenscroft
et al. (2017), claim that Altmetric.com and other alt-
metrics providers already examine some policy doc-
uments as part of their offerings. However, there are
some concerns about the coverage, or lack thereof, of
policy providers with respect to geographical regions
and scientific fields (Ravenscroft et al., 2017: 2). The
major criticism of altmetrics is similar to the criticism
of the citation analysis and bibliometrics. They are
based on metrics that do not respond to the core needs
of the local community. This is because most often
the “recipients of research can reliably assess the rele-
vance of publications in a practical context” (Born-
mann and Haunschild, 2017: 941). It has further been
alleged that “research funders and science politicians
are interested in the broad impact of science, i.e. the
impact of the sciences beyond the sciences” (Hauns-
child and Bornmann, 2017: 1210), and that “data can
be used for assessing policy impact, but there are
clearly still problems with how the software identifies
and attributes research papers” (Tattersall and Carroll,
2018: 10). Specifically, there are no measurement
metrics that respond to the need of the local commu-
nity. They further argue that existing analysis of pol-
icy documents is based on counting references in
these documents to scholarly articles (Tattersall and
Carroll, 2018: 10), while this paper argues that count-
ing references in the documents to scholarly articles is
not good enough, but utilization of policy contents
will show appreciation of its existence.

Impact on local medical treatment guidelines. Local arti-
cles should reflect changes in treatment guidelines as
adopted by the country’s Ministry of Health. This is
helpful as medical practitioners can reflect on the
treatment regimens in their practice. A local article
discussing the treatment of a particular ailment might
be more relevant to the local context than to the inter-
national context. Studies such as ‘A Review of the
2010 WHO Adult Antiretroviral Therapy Guidelines:
Implications and Realities of these changes for Zam-
bia’ (Patel et al., 2010) can bring significant changes
in policy and benefit to the local population. The
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article speaks more to the local context as it brings out
issues that are specifically relevant to Zambia. Con-
sequently, the article can be used to change treatment
guidelines to meet the needs of the local people; then
its impact should be rated high as it has a substantial
impact on the general health of the locals. Weiss
(2007) states that measuring the penetration of
research into the clinical domain is thus a complex
but important first step in assessing the impact of
science on patient health. Weiss further contends that
“measuring awareness of a particular research finding
is insufficient, for one simple reason: there is a tre-
mendous difference between knowing and doing”
(Weiss, 2007: 210). Weiss (2007) cites Wilson et al.
(2008) who noted that:

the naive assumption that when research evidence is
made available it is routinely accessed by practitioners,
appraised, and then applied in practice is now largely
discredited. While awareness of a practice guideline or a
research-based recommendation is important, it is
rarely, by itself, sufficient to change practice. (Weiss,
2007: 210)

This then demands a concern about the extent to
which results are implemented or/and utilized, as high
citation rates, likes, tweets and referencing may not
mean usage.

Impact on local case management. Case management
may sometimes differ; and, therefore, the relevance
of local articles discussing the management of a par-
ticular disease in one part of Zambia might be more
relevant to another area or town in Zambia than a city
in other regions of the world such as Asia, Europe,
Latin America, United Kingdom, or the United States
of America. The MJZ publishes articles on diverse
medical conditions, some which are Zambia specific
or rare cases in the tropics. The rare disease called
Konzo, identified in the Western province of the
country (Mtonga et al., 2016) and reported in the
MJZ, was discussed above. This may serve as a noti-
fication to the rest of the Zambian medical commu-
nity to look out for the disease as well as to learn
about its management. Such publications may not
come out in the traditional measurement metrics and
alterative measurement metrics of altmetrics but may
be significant in the local journal measuring metrics,
as their importance may only be felt by the locals.
This is why this calls for a more comprehensive way
of measuring a journal’s impact to include utilization
of evidence from such publications in policy and in
practice.

Impact on continuous professional education. Research
output is important in the knowledge management
chain. In order for health practitioners to perfect their
practice, they require access to knowledge. It is also
important for health practitioners to access informa-
tion that is relevant to their studies, be they ordinary
studies, specialist studies, or continuous professional
development (CPD). CPD requires access to empiri-
cal evidence in order for it to be successful (Collin
et al., 2012). CPD is a stage that is necessary to
research, as it is a stage where the evidence arising
out of knowledge production is to be utilized.

Impact on knowledge production. Medicine is a very
dynamic field that requires one to keep up to date
with recently-validated information. It is important
that Zambia’s local knowledge not only impacts the
health care delivery process, but is continuously used
in the local knowledge production process. This is
only possible if Zambian authors are encouraged to
write on Zambian health issues, issues that affect
Zambians, and that these articles are published in a
local Zambian journal such as the MJZ. Eriksson
(2000: 248) notes that there is a “need for learning
and knowledge-production using both quantitative
and qualitative approaches for developing the evi-
dence base for public health action”. Knowledge pro-
duction is a continuous cycle that needs both learning
and research to feed into the process of knowledge
production so as to produce new evidence.

Conclusion

The need for publishing locally by Zambia authors
cannot be overemphasized when one looks at the pub-
lishing focus of the MJZ. It is important that local
authors publish in local journals for their local audi-
ence, but this should not mean that 100% of a local
journal’s authorship should only be from within the
country. There should be a balance between local
articles and those coming from international authors;
it is critical that there is a cross pollination of ideas. It
follows, therefore, that local Zambian authors should
also be encouraged to publish in international jour-
nals. In this context, Smart et al. (2004: 330) have
argued that:

Most African journal editors and African scholars see
potential advantages in publishing within their own
region. If academic publishing is seen as an exchange
of ideas and information among scholars working in the
same area rather than as a tool for promotion up the
academic ladder, it is clear that a regional pool of ideas
governed by the interests of those living there is desir-
able. If this sounds parochial, consider how surprised
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Canadian scholars would be to find their publications
largely dominated by the interests and theories of
Malaysians rather than their own.

Local journal production is important to the suc-
cess of any local knowledge production process. It is
generally agreed that knowledge production under-
pins any profession and medicine is no exception.
However, knowledge once produced needs to be uti-
lized, and in order to know what the impact of the
produced knowledge is on society, it needs to be mea-
sured. The measurements must be appropriate to the
context that it is measuring. Although it is important
that the assessment of the impact of knowledge on
society is standardized, we argue that it should be a
combination of measurements that are cognizant of
the local environment. In recognition of the local con-
text, it is significant that the MJZ considers other
alternative journal measurements in order to be able
to indicate its impact to Zambian society. It is also
critical that metrics that look at citation data, page
views, and downloads are used in conjunction with
qualitative evaluation to indicate the true impact of a
journal and its responsibility to its local community.
The knowledge contained in a journal such as the
MJZ should be utilized by medical and health practi-
tioners to improve their clinical practice and ulti-
mately for the continued well-being of the Zambian
society. And by improving their clinical practice, they
improve the services they offer to both patients and
the public. In the end, a traditional evaluative research
conducted over time intervals would be able to indi-
cate the impact and relevance of the MJZ to Zam-
bians. It might be apt to proclaim that “inadequacies
of simple bibliometrics and altmetrics illustrate the
adage that not everything that counts can be counted”
(Dunikowski and Freeman, 2016: 268), but rather
quantitative statistics must be combined with qualita-
tive data to measure the true value of a journal to its
local community. The San Francisco Declaration
recommended that we “challenge research assess-
ment practices that rely inappropriately on Journal
Impact Factors and promote and teach best practice
that focuses on the value and influence of specific
research outputs” and “consider a broad range of
impact measures including qualitative indicators of
research impact, such as influence on policy and
practice” (San Francisco Declaration on Research
Assessment, n.d.).
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Abstract

Health literacy is increasingly important in today’s complex information ecosystem, both nationally and globally.
Across the world, whether people live in “information rich” or “information poor” societies, the role of our
profession is a vital one. In the developed world, the ubiquitous nature of health information creates a wealth of
accessible content and simultaneously has created confusion as to what information is reliable, how health
information can be utilized, and whether or not information is produced in a meaningful manner. In the
developing world, content may be non-existent, culturally inappropriate or inaccessible in terms of language
and other barriers. In order to mitigate the health information crisis we are now facing, we need to collaborate
and respond to the challenges raised by the complexity of health information. Librarians and other information
professionals can and must play an important role in improving health literacy in their communities. This paper
considers international efforts towards improving health in both information poor and information rich settings,
including work showcased in recent years at IFLA’s Health & Biosciences Libraries Section Open Sessions at the
World Library & Information Congress (WLIC). It discusses health literacy in the US and other developed
economies, and looks in detail at innovative work by the University of North Carolina at Chapel Hill
(UNC)where the Health Sciences Library (HSL), a part of the University Libraries, has strengthened efforts
surrounding health literacy in local communities and throughout the state. This paper provides examples of how
to partner with multiple constituencies on health literacy and discusses future opportunities for growth and
engagement.

Keywords
Community engagement, consumer health, health information, health literacy, healthy communities,
population health

Submitted: 29 November 2018; Accepted: |5 March 2019.

”There is not a global organization for health literacy
researchers, practitioners, and policymakers. There-

International efforts in health literacy

Health literacy is increasingly important in today’s

complex information ecosystem, both nationally and
globally. Across the world, whether people live in
“information rich” or ”information poor” societies,
the role of our profession is a vital one (Feather,
2017). However, in a report from the Roundtable
on Health Literacy regarding health literacy efforts
around the world, Andrew Pleasant (2013) notes that

fore, there is no known structure through which to
contact practitioners, researchers, academics, and
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policymakers working with health literacy”. Last
year, at the Institute for Healthcare Advancement
(IHA) Annual Health Literacy Conference in May
2018, this was addressed when a new health literacy
association was formed, called the International
Health Literacy Association (IHLA, 2018). At
IHLA, a call for the formation of interest groups was
announced, which led the Community Engagement
and Health Literacy Librarian at the University of
North Carolina at Chapel Hill, Health Sciences
Library (HSL), to form the “Librarians Advancing
Health Literacy” interest group. It is hoped that this
group will serve in a networking and advisory capac-
ity for other librarians interested in health literacy.
This group could serve as a sounding board for new
ideas, identification of health information resources,
and sharing best practices from a global perspective
that includes cultural awareness.

A variety of health literacy awareness initiatives
and programs are occurring around the world. In the
first European Health Literacy Survey, data were
gathered in 2011 in eight countries: Austria, Bul-
garia, Germany, Greece, Ireland, the Netherlands,
Poland, and Spain. The survey was implemented as
a population study, with 1000 randomly sampled
members of the public aged 15 years and older, for
each country, with a total sample population of 8000
people. The survey established four levels of health
literacy: “insufficient”, “problematic”, “sufficient”,
and “excellent”. Findings include that “at least 1 in
10 (12%) respondents showed insufficient health lit-
eracy and almost 1 in 2 (47%) had limited (insuffi-
cient or problematic) health literacy” although this
varied by country (Serensen et al., 2015: 1053).
These findings demonstrate the internationality of
the issue, as well as the challenge facing health pro-
fessionals and policy makers throughout the world.
In the publication Health Literacy: The Solid Facts,
the World Health Organization (Kickbusch et al.,
2013) highlights that most evidence, until recently,
has been generated from the US. However, the Eur-
opean Health Literacy Survey has “generated a rich
new source of high-quality data on the comprehen-
sive health literacy of general populations that
enables comparisons both within and between coun-
tries and has made major inequities visible” (Kick-
busch et al., 2013: iv).

In this context, IFLA is playing a leading role. Over
the last two years, it has been consulting on a new
Global Vision to shape the future of our profession.
Significantly, the Global Vision discussion includes
among its top 10 highlights the observations that
libraries are:

e deeply committed to core roles in supporting
literacy, learning and reading;
focused on our communities;
eager to work more collaboratively and
develop strong partnerships.

Apart from the book by its Chair, Professor Maria
Musoke (2016), IFLA’s Health & Biosciences
Libraries section has showcased work in health infor-
mation literacy in the developing world including
Musoke and Namugera (2014), Naidoo (2016),
Namuleme et al. (2017) and Nwafor-Orizu (2018).

Interesting collaborative projects that aim to
improve health literacy and enable informed medical
decision-making exist. In the UK, the CILIP Health
Libraries Group and Health Education England’s
Library and Knowledge Services began “A Million
Decisions” joint campaign to ensure that the more
than one million healthcare—related decisions made
each day in the National Health Service are evidence
based (CILIP, 2016). Another important organization
to note is Healthcare Information for All (HIFA),
which is a global health network of over 18,000 mem-
bers from diverse fields including health workers,
librarians, publishers, researchers, and policy makers
who are “committed to the progressive realization of a
world where every person has access to the healthcare
information they need to protect their own health and
the health of others” (Healthcare Information for All,
n.d.). Launched by the Association for Health Infor-
mation and Libraries in Africa (AHILA), Global
Healthcare Information Network, and other partners,
at the 10th AHILA Congress in Mombasa, Kenya in
2006, HIFA is now comprised of more than 2500
organizations across 178 countries worldwide, with
one-third based in Africa, one-third in Europe, and
one-third in the rest of the world. A particular initia-
tive, the HIFA Voices Database, aims to tackle infor-
mation poverty by capturing the collective knowledge
of participants in the HIFA discussion forums
(Pakenham-Walsh, 2014).

Health literacy in the United States

The ubiquitous nature of health information is both a
benefit and burden for health consumers; freely avail-
able health information on the Internet and a wide
variety of media platforms allow access to multitudes
of information. However, that wealth of information
can be questionable, inaccurate, and overwhelming,
particularly for those with low health literacy or flu-
ency. In their systematic review of health literacy
interventions and outcomes, Berkman et al. (2011)
found that low health literacy is linked to higher risk
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of death and more emergency room visits and hospi-
talizations. Furthermore, beyond individual impact low
health literacy also significantly impacts the larger
society and the healthcare system as a whole, with a
cost to the US economy estimated between $106 and
$238 billion per year (Vernon et al., 2007). Librarians
can help by promoting awareness of the issue of low
health literacy as well as help to increase health literacy
skills by building capacity for understanding where and
when to seek health information and how to effectively
evaluate information found.

Libraries of all types contribute in myriad ways to
the quality of life of communities. Libraries are a
welcoming place, for the benefit of everyone, which
makes them a natural location for people to connect
and seek answers and assistance to help function in
society. Public libraries provide training in the critical
skills of literacy and lifelong learning and have
stepped up to answer questions and provide technical
assistance with navigating the health insurance mar-
ketplace, especially after the Affordable Care Act was
enacted (Malachowski, 2014; Vardell, 2015). It is a
natural extension of these capacities for public
libraries to also support the health literacy needs of
communities. Health literacy is unique in that posses-
sing these skills can mean the difference between poor
and good health (Kickbusch et al., 2013). However,
only about 12% of the English-speaking adult popu-
lation in the United States is considered proficient in
health literacy skills (Kutner et al., 2006). Librarians
have an important role to play and can assist people in
locating health information, learn to critically evalu-
ate whether information is authoritative and reliable,
and to support health literacy in their communities.
Given the focus on preventative medicine and
increase in patient participation in shared decision
making with health care providers, patients are now
grappling with more complex health information
needs. This paper serves as a call to information pro-
fessionals and librarians working in all types of
libraries throughout the world to become proactive
and involved in health information literacy training
in order to empower their communities.

What is health literacy?

Various definitions of health literacy exist, though a
widely used definition by the US Department of
Health and Human Services is “the degree to which
individuals have the capacity to obtain, process, and
understand basic health information needed to make
appropriate health decisions” (Ratzan and Parker,
2000). In 2008 the internationally-attended Calgary
Institute on Health Literacy Curricula developed a

definition and rationale for the development of a
health literacy curriculum. The Calgary Charter on
Health Literacy defines health literacy as:

the use of a wide range of skills that improve the ability
of people to act on information in order to live healthier
lives. These skills include reading, writing, listening,
speaking, numeracy, and critical analysis, as well as
communication and interaction skills (Coleman et al.,
2010: 1).

In the manual for clinicians, Health Literacy and
Patient Safety: Help Patients Understand, Weiss
(2007: 13) explains that “most clinicians are surprised
to learn that literacy is one of the strongest predictors
of health status”. He reports (p.13) that “all of the
studies that investigated the issue report that literacy
is a stronger predictor of an individual’s health status
than income, employment status, education level, and
racial or ethnic group”. As every individual will face a
health issue at some point in our lives, health literacy
skills are crucial in order to make informed health
decisions and to navigate and interact with the health
care system. As health care gets more complex and
places more demand and participation in decision
making on patients and their families, health literacy
skills become increasingly important, impacting the
overall health status of people.

Over time, there has been growing recognition that
health literacy is an interaction; a two-way communi-
cation process that requires health professionals to
have an awareness of the problem of low health lit-
eracy and its impact on their patients. Writing on “The
evolving concept of health literacy”, Nutbeam (2008)
emphasized that achieving good health literacy is not
simply a matter of getting health information to those
that need it; it also requires developing the confidence
to act on that gained knowledge to make informed
health care decisions. The idea is to use community-
based educational outreach to help the individual with
their personal health decisions, but also to tackle the
social determinants of health that can impact the larger
population. Nutbeam argues that improving individual
health and health literacy skills can have additional
positive effects on communities and the social deter-
minants of health. Through this education, librarians
can help people understand the effects of low health
literacy on their personal health status and empower
them to use information to reduce health disparities.

Roles for librarians and other information
professionals

With increased access to freely available databases
and websites, today’s information environment has
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shifted from one of patron dependence on libraries
and librarians as gatekeepers to information and
knowledge, to one of self-driven information seeking.
Patients have shifted from passive recipients to active
consumers of health information (McMullan, 2006).
Instead of relying on librarians for mediated searches
of the literature, often in books and journals behind
paywalls, a great majority of people now have access
to a wide range of freely available databases like
PubMed/MEDLINE, consumer health sites such as
MedlinePlus, and online support groups. As more
information becomes freely available, this can have
both positive and negative impact on information
users. Increasingly, patients want to be able to read
what their doctors are reading, look at new research
being conducted on a health issue, or engage in a
meaningful discussion with members of their health
care team in order to make informed choices to
improve their health status. With the abundance of
information available, many people are facing infor-
mation overload, which requires adapting to and pro-
cessing of never-ending streams of new information.
Another factor compounding the problem of health
literacy is the disparity in access to technology. Lim-
ited access to technology in turn, exacerbates literacy-
related disparities, “with lower literate patients being
less likely to own smartphones or to access and use
the Internet, particularly for health reasons”, accord-
ing to Bailey et al. (2015: 3083). The authors also
found that patients with adequate health literacy are
more likely to access the Internet from their home and
use the Internet for accessing health information and
communicating with providers than patients with
marginal or low literacy. Libraries help to reduce this
disparity by providing access to computers and other
technology as well as assistance in their use; there-
fore, programming on health literacy is an equally
natural fit.

Libraries are a natural place for community mem-
bers to get access to the wide range of information
available, and to seek assistance from librarians to
support lifelong learning and skill development. Long
before the term “health literacy” was applied to this
area, librarians actively answered consumer health
questions and provided patient education (Whitney
et al., 2017). Librarians know their local communities
and can engage people and connect them to resources.
A Digital Inclusion Survey conducted in 2014 by the
Information Policy & Action Center found that 60%
of public libraries surveyed helped patrons identify
health insurance resources, 58% helped patrons locate
and evaluate free online health information, and 48%
helped patrons understand specific health or wellness
topics, while 23% of those libraries surveyed, offered

fitness classes and 18% offered selected health
screening services (Bertot et al., 2015). Public librar-
ians have positive impact on individuals, which in
turn may contribute to better overall health in the
community’s population. According to a survey con-
ducted in 2018 on Pennsylvania public libraries,
respondents indicated they frequently interacted with
patrons around health and social concerns. “Public
libraries are free and accessible to all and are centers
of community engagement and education, making
them logical choices as partners for improving popu-
lation health. Library staff members routinely assist
patrons with unmet health and social needs” (White-
man et al., 2018: 1). The report also focuses on the
impact libraries might have on the social determinants
of health, which includes housing, employment, and
education. The study investigated the frequency and
methods library staff members use and are familiar
with to address the social determinants of health in
order to “establish the feasibility of partnering with
public libraries to improve population health” (White-
man et al., 2018: 2). The authors believe that their
research can be extended nationally to inform future
partnerships between public libraries and the public
health sector. In the conclusion of the paper, it was
found that “Although at least 40% of respondents
offered some health programming at their library
branch, their offerings did not meet the high level of
need reflected in common patron inquiries” (White-
man et al., 2018: 1). This indicates there is enormous
potential for librarians to serve a critical need in their
communities, which will continue to evolve and will
require training and collaboration.

Public libraries

Public librarians can provide training on finding and
evaluating reliable and authoritative health informa-
tion on the Internet, as well as helping people be
prepared to interact with their health care providers
through asking questions and engaging in clear com-
munication techniques with practice and role-play.
One example of this is the “Engage for Health” pro-
gram in Pennsylvania. This was a community health
program designed to encourage people to take an
active role in their health care. The program was
piloted in 16 Pennsylvania public libraries and the
toolkit is freely available for other libraries to use in
their communities (National Network of Libraries of
Medicine, 2017). In June 2013, attendees at the Amer-
ican Library Association were called to action by
President Barack Obama to support the public’s
health information needs and assist with signing up
for health insurance on the online marketplace created
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by the ACA (Whitney et al., 2017). Public libraries
met the call with varying capacities for support, with
very few (only 5%) thinking they should not play a
role in the ACA (Kohn, 2013). In 2017, during
National Public Health Week, the Public Library
Association (PLA) highlighted the work public
libraries do in advancing the health and health literacy
of Americans. PLA encouraged public libraries to
post and share their health-related success stories and
program examples on social media and pointed to the
National Action Plan to Improve Health Literacy for
more ideas and information on doing more health-
related programming (Deutsch, 2017).The National
Action Plan to Improve Health Literacy is based on
two core principles: all people have the right to health
information that helps them make informed decisions;
and health services should be delivered in ways that
are easy to understand and that improve health, long-
evity, and quality of life (US Department of Health
and Human Services, Office of Disease Prevention
and Health Promotion, 2010).

Health sciences libraries

To address patient needs around health information,
health care practitioners have drawn upon the exper-
tise of librarians in accessing, evaluating, and criti-
cally appraising scientific literature in order to make
evidence-based decisions. Formalized roles for librar-
ians in health literacy are emerging; several institu-
tions have hired “health literacy librarians” who are
responsible for outreach to consumers and health care
professionals. These health literacy librarians might
collaborate on a health literacy project, such as
reviewing patient education discharge materials to
help reduce post-surgical readmissions, or guest lec-
turing in credit-bearing courses on topics such as
common patient signs of limited health literacy, the
importance of using plain language and Teach Back,
and online resources for patient education (Ottosen,
2017). Medical librarians working in academic or
healthcare settings provide training, services, and
resources for clinicians and health professionals to
improve their ability to communicate clearly with
patients (Barr-Walker, 2016). Academic health
sciences librarians are also partnering with public
librarians to provide health literacy training directly
to members of the public and to train public librarians
to build their capacity for providing health informa-
tion services (Barr-Walker, 2016). For example,
academic health sciences librarians provide train-
the-trainer instruction on searching consumer health
websites like MedlinePlus and mental health
resources (Malachowski, 2014; Radick, 2015).

Building health literacy awareness and
capacity at UNC

The Health Sciences Library (HSL) at the University
of North Carolina at Chapel Hill (UNC) began build-
ing its capacity for health literacy in 2017 when two
new positions were created: one with responsibilities
that include both community engagement and health
literacy, and the other dedicated to health literacy,
global health, and community outreach. At HSL,
librarians have focused their health literacy efforts
on both consumers and health care professionals. The
consumer-focused activities include community and
targeted health literacy workshops and developing
online resources for health information, and translating
scientific information into lay language. Services tar-
geted to health care professionals include reviewing
patient education materials and training for profession-
als and students on clear patient communication strate-
gies. These activities and services help to solidify
concepts and the awareness of the need for conversion
of scientific or health science/medical literature into
information that is understandable and potentially
actionable on the patient level. These services also echo
the health literacy programs that Barr-Walker (2016)
identified in a literature review on health literacy and
librarianship, the first literature review on this topic.
To provide health literacy training to members of
the public, the HSL recognized the need to partner
with groups on campus and in the community. One
of the key points of contact with consumers is via a
partnership with three public library systems in the
surrounding counties and the School of Library and
Information Science (SILS). Since 2005, SILS stu-
dents have been working with HSL librarians to co-
lead a series of computer and information literacy
classes at public libraries, called the Community
Workshop series (CWS) (Community Workshop
Series, n.d.). The series is mostly attended by older
adults, but all members of the public are welcome.
HSL Librarians worked with library science students
interested in health librarianship to lead classes on
finding and evaluating health information. The work-
shops included online consumer health resources such
as NLM’s MedlinePlus. Xie (2012) successfully
implemented a similar model of library science grad-
uate students partnering with public libraries for
health literacy instruction. The health literacy librar-
ians also partnered with the Undergraduate Library in
Fall 2018 to pilot an “Adulting 101 workshop series
targeted to first-year and undergraduate students on
life skills and topics they may not learn through for-
mal coursework such as managing finances and navi-
gating local elections. The health literacy session
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titled, “Is There a Doctor in the House? Your Pre-
scription for Finding Quality Health Information” was
attended by a mixture of undergraduate and graduate
students and a second session is planned for spring
2019 focusing on mental health literacy.

Health literacy services for and collaborations with
health care professionals and students focus on
improving understanding between providers and their
patients. By partnering with UNC’s Interprofessional
Education & Practice (IPEP) office, located in the
HSL, we designed a health literacy workshop which
was offered and sponsored by the IPEP that included
instruction on clear health communication, both using
the teach-back method for verbal communication and
assessing written documents, such as patient educa-
tion materials. In addition, librarians review patient
education materials and handouts created by provi-
ders or departments in the UNC Health Care System.
Reviews focus on ascertaining reading grade level
using freely available online calculators and applying
the Patient Education Materials Assessment Tool
(PEMAT) for suggestions on how to improve under-
standing through plain language and other changes to
increase readability (Agency for Healthcare Research
& Quality, 2017). HSL also offers instruction for
health care providers on best practices in verbal com-
munication with patients in workshops. For example,
the teach-back method ensures patients’ understanding
of instructions by asking, “What questions do you
have?” or “Tell me how you’re going to take your
medicine when you get home,” rather than, “Do you
have any questions?”” which may lead to nodding or a
yes if patients are ashamed to admit they do not under-
stand (Brega et al., 2015). Further examples of success-
ful collaboration have included reviewing and
providing suggestions and considerations for patient
brochures and websites and helping a group of
researchers write a plain language summary of their
research for their article submission to a scholarly
journal.

The UNC HSL also manages two websites in sup-
port of health literacy throughout the state. NC Health
Info (Health Sciences Library at UNC-Chapel Hill,
2018a) which was launched in 2003, is HSL’s con-
sumer health website, which helps people find reliable
and easy-to-understand health and medical informa-
tion and services that are pertinent to North Caroli-
nians. It links to many reputable health information
sites like MedlinePlus and includes sections on man-
aging your healthcare, providers, and services, staying
healthy and safe, and medications and therapies. The
other site we have been asked to lead, is specifically
on health literacy for health professionals, NCHealth-
Literacy.org, which was recently transferred to the

HSL by a health literacy physician expert on campus.
This has afforded the library an opportunity to provide
much needed health literacy tools, information, and
techniques in an online environment that will be eas-
ily accessible and utilized.

Future opportunities and health
literacy engagement

There are numerous ways to engage in health literacy
efforts moving forward. For HSL, we plan on further-
ing our health literacy initiative by engaging on our
campus and in our community in a variety of ways.
For example, we plan to design a workshop and
develop interactive online modules for teaching best
practices in writing plain language or lay summaries
of health or scientific information for the public or for
those in health or scientific fields other than their
own. Beginning in the summer of 2019, the European
Union will begin requiring plain language summaries
of all clinical trials. Some European journals already
require these for journal article submissions. There is
growing demand for access to and understanding of
medical research for medical decision making and
knowledge synthesis and it is anticipated that this
demand will continue to grow. The US Food and Drug
Administration drafted a document on guidance on
the provision of plain language summaries, which is
intended to “facilitate the voluntary provision of plain
language summaries” for research subjects and the
general public (MRCT Center, 2017).

The HSL also plans to develop interactive modules
and/or videos on the teach-back method and health
literacy for the health care professional. Use of the
teach-back method allows healthcare providers to
assess patient understanding and helps to cement the
information given in patients’ minds. In addition, con-
tinual work and improvements will continue for the
NCHealthLiteracy.org website (Health Sciences
Library at UNC-Chapel Hill, 2018b), which is tar-
geted to healthcare professionals and students in the
health sciences. This website was previously main-
tained by the Sheps Center for Health Services
Research at UNC Chapel Hill and served as the home
to the NC Program on Health Literacy. Responsibility
for its maintenance and re-envisioning was trans-
ferred to HSL where a team of librarians will be
updating the site with the intent of providing a central
online location for health literacy efforts and outreach
to the University and statewide. Information on the
site will include stories from around the state of how
health literacy is applied, testimonials and tutorials,
specific projects and partnerships, and professional
resources at the HSL and beyond, to help healthcare
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practitioners incorporate health literacy best practices
in their everyday work with patients and their fami-
lies. Another segment of the population we plan on
engaging is in the K-12 arena. In an effort to help
build health literacy skills and capacities of the
K-12 and teen population, a health curriculum for
underserved populations in North Carolina will be
implemented. It will utilize and modify existing cur-
ricula developed in other successful projects such as
Project SHARE at the University of Maryland (Uni-
versity of Maryland Health Sciences & Human Ser-
vices Library, 2018) or Nemour’s Children’s Hospital
in Florida (Wilson, 2018). This curriculum will
encompass various aspects of navigating the health-
care system, building health literacy skills and the
capacity to evaluate online health information and
to be active participants in their own health and well-
ness journeys. Our hope is that if we can start building
strong health literacy skills in our students, they will
build lifelong habits around information inquiry, uti-
lization, and evaluation.

Whether you are serving members of the public,
students, or health professionals, it is important for
librarians to offer instruction in the search and utiliza-
tion of reliable and trustworthy information. Devel-
oping critical thinking and evaluation skills in the
digital environment is increasingly important in this
age of information abundance and potentially biased
resources. Even with limited ability to add personnel,
current staff can be encouraged to participate in con-
tinuing education or other courses that will enable a
base level of engagement around patient education,
health literacy, and clear health communication. The
Medical Library Association (MLA) has a Consumer
Health Information Specialization (CHIS), which
along with MLA membership is available to informa-
tion professionals throughout the world (Medical
Library Association, 2018). This specialization,
which can be earned through taking classes approved
for the CHIS, serves as an overall guide on providing
consumer health information services at a library, and
helps public librarians feel more comfortable with
serving the general public in terms of their health
information needs. Additionally, through the National
Network of Libraries of Medicine (NNLM), select
classes are available for free, and in some instances,
regions within the NNLM offer to pay a participant’s
CHIS fee to MLA. NNLM also provides funding
awards to libraries or community organizations to
offer health information services and/or programming
to increase access to and use of reliable, authoritative
health information (National Network of Libraries of
Medicine, n.d.).

Health information is flourishing in the online
environment and information professionals are criti-
cal partners in helping to identify optimal ways of
communicating complex scientific information at a
level which patients and consumers will be able to
understand. To be able to participate in one’s own
health care, patients need to know what questions to
ask and how to interpret information regarding con-
ditions and diagnoses that are pertinent to health care
decision making. Librarians and information profes-
sionals can partner with health care teams to help
formulate better approaches to converting complex
scientific information to lay language, can help re-
design patient-centered pamphlets or informational
videos, design instructional approaches, provide bet-
ter communication protocols for clinicians, and can
partner with other institutions and organizations to
help improve overall health status and reduce health
disparities.

Librarians, along with community partners (e.g.
school nurses, community pharmacists, utilizing dra-
matic arts), can have a significant impact on the pro-
motion of health and health information fluency
(Mani, 2004). Just as learning is a continual process;
the same holds true with health information fluency.
We need to build habits of inquiry and learning if we
hope to mitigate the health literacy crisis we are now
facing. Many librarians are already providing services
and assistance, however, there is an overwhelming
untapped opportunity for greater involvement.
Libraries have always been very responsive to the
needs of members of their communities and are
needed now more than ever to enhance and improve
the quality of life for the community they serve. All
librarians and information professionals can play an
important role in helping to educate and empower
their communities through health literacy training and
programming. The question remaining is: wherever
you are, are you ready to answer the call?
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Abstract

Public libraries can play a major role in improving health literacy of clients by offering special services. Educating
diabetic patients through public libraries can improve the dissemination of health information. The objective of
the study was to evaluate the effect of education on the level of health literacy among diabetic patients referring
to a public library, and the relationship between health literacy level, age and gender of patients. This research is
a quasi-experimental study with pre-test and post-test. The study population included 48 diabetic patients
referring to the public library. The research tool is a nationalized adult health literacy questionnaire in Iran.
Results showed that 14.5% of samples had the maximum access to the required information in terms of
accessibility. In terms of reading skill, 20% of samples had the maximum skill needed to read the
information resources. In terms of information comprehension, 27% of samples had a maximum
comprehending of the information they needed. In terms of evaluation, 13.5% of samples had completely
correct evaluation of the information they needed. In terms of decision making, 24.5% of the people made
decisive decisions about their information demands. The mean health literacy of diabetic patients before and
after education showed a significant difference. In addition, no significant relationship was found between the
level of health literacy and the age of diabetic patients referring to the public library before and after education
(r <0.05). The health literacy level of diabetic patients increased before and after education in both males and
females. It was concluded that as one of the tasks of public libraries is teaching citizens, the use of educational
capacities in public libraries in the health sector can improve community health.
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countries, is public libraries. The central public library
is a local place for information which provides all kinds
of knowledge and information to users. The most vital
health issues and demands of the different classes of
the society in the health area can be handled by
libraries. The public library, as a service institution,
plays an important role in collecting, organizing and
exploiting, providing and accessing to information
resources which is why public libraries have a respon-
sibility in improving the health literacy of commu-
nities. In other words, health literacy is the most
important issue which can be improved by using the
capacity of public libraries (Cobus, 2008; Flaherty,
2013; Malachowski, 2011, 2014).Health literacy is
defined as one’s capacity to gain, interpret and com-
prehend the basic health information needed to make
proper decisions (Berkman et al., 2010; Kumar et al.,
2010; Rudd, 2010; Speros, 2005).

Based on a WHO report, people lacking the health
literacy skills, show less preventive health behaviors,
are not able to comprehend the health recommenda-
tions, their control and prevention are weaker, they
show low self-care skills, have a higher rate of hospi-
talization, and finally, incur more medical costs
(Kickbusch et al., 2013). The concept of health lit-
eracy was first developed in developed countries in
the 1960s and 1970s with the aim of promoting a
healthy life. Then, a specific framework was deter-
mined for this concept including the three levels of
functional, communicational and critical. Basic or
functional health literacy includes basic reading and
writing skills required for effective performance in
the health area. Interactive or communicational health
literacy includes more advanced literacy and social
skills, enabling an individual to participate actively
in health care, extract information, understand the
meaning of various forms of communication, and use
information to change the situations. Critical health
literacy includes the ability to analyze critically and
use information to participate in actions overcoming
the structural barriers of health (Nutbeam, 2000).

Poor health literacy is associated with a lack of
knowledge and understanding health conditions and
health services, inability in conducting self-care activ-
ities, difficulty in comprehending medicine guidelines,
inappropriate medicine consumption, not following
physicians’ orders, increase in hospitalization and
health care costs, poor health status and increased mor-
tality, less screening for early diagnosis of diseases, the
inability to communicate with physicians and medical
staff (Sihota et al., 2004). In developed countries such
as US, health literacy is an important issue which in
this regard, various plans and projects are developed
and implemented. For example, National Plan for

Improvement of Health Literacy is one of these plans,
developed and implemented by the US Department of
Human Health and Services seeking to interact with
organizations, professionals, policymakers, commu-
nities, individuals and families to improve the various
aspects of health literacy (Malachowski, 2014). If we
consider health literacy as a set of skills, abilities and
capacities which involves obtaining health information
and comprehending them, processing, interpreting, and
using this updated information, these skills and capa-
cities can be the basis for measuring health literacy
tools (Speros, 2005). The Test of Functional Health
Literacy in Adults (TOFHLA) is one of the most
important tools. Parker et al. (1995) designed a reliable
and valid tool for assessing functional health literacy in
patients. This tool included 50 questions related to
comprehending the concepts of words when reading
and 17 items related to testing the ability of counting
comprehension. To complete this questionnaire, 22
minutes is required (Parker et al., 1995). The shortened
form of TOFHLA (S-TOFHLA) is used to measure
patients’ ability to read and comprehend health-
related concepts. The research conducted by Baker
etal. (1999) designing a shortened version of TOFHLA
was aimed at reducing to 17 items in the numerical
domain, 3 items in the conceptual domain, 4 items in
the counting domain. Its completion time also was
reduced from 22 minutes to 12 minutes (Baker et al.,
1999). Studies have shown that S-TOFHLA is a prac-
tical tool for measuring functional health literacy. It
can be used by health educators to identify individuals
who need special help to achieve learning goals (Baker
et al., 2008; Morris et al., 2006).

Rapid Estimate of Adult Literacy in Medicine
(REALM) is another screening instrument to assess
an adult patient’s ability to read common medical
words and lay terms for body parts and illnesses. It
is designed to evaluate medical professionals in esti-
mating a patient’s literacy level so that the appropriate
level of patient education materials or oral instruc-
tions may be used. The test takes two to three minutes
to administer and score (Davis et al., 1993).

The Health Literacy for Iranian Adults (HELIA)
questionnaire is one of the normalized questionnaires
in this area, which has been considered more in com-
parison with the other questionnaires because of its
comprehensiveness of measuring various aspects of
health literacy. Its reliability and validity to measure
the health literacy in Iran’s context have been con-
firmed. This research was an attempt to design a tool
to measure the public health of adult Iranian people (18
to 65 years) living in Iran’s cities. It has been devel-
oped based on the socio-cultural characteristics of Ira-
nian people to be used in other studies. After reviewing
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various scientific documents on health literacy in the
present research, the related definitions were deter-
mined in order to develop the tool’s conceptual frame-
work.in addition, according to the health area’s
priorities in the country and some important public
information about health, the questions were provided.

Then, several items were developed in the men-
tioned subjects based on the concepts of health literacy
dimensions including access, reading skill, comprehen-
sion, evaluation and decision making, and applying
health information by using existing tools and consult-
ing with experts (66 questions). The content validity of
the questionnaire was evaluated by 15 different health
professionals and suggested reforms were applied. It
included 47 questions. After collecting the information
from 336 people selected randomly from 22 districts of
Tehran, its construct validity (using exploratory factor
analysis) and reliability (by calculating the internal
correlation coefficient) were evaluated.

The final results of factor analysis revealed that the
questionnaire had 33 questions in 5 specific domains,
including 1 — access (6 questions); 2 — reading skill (4
questions); 3 — comprehension (7 questions); 4 — eva-
luation (4 questions), and 5 — decision making (12
questions). The Cronbach’s alpha of the items in the
related constructs was acceptable and varied from 0.72
to 0.89, so the reliability of the questionnaire was con-
firmed. Results of this research can be used to measure
the health literacy of the urban population in Iran
(Haghdoost et al., 2015; Montazeri et al., 2014).

Today, the number of diabetic people is growing
increasingly in the world. One of the factors affecting
diabetes prevention and control is having adequate
knowledge about the occurrence and prevention of
this disease. In addition, one of the factors affecting
the level of knowledge and more effective control and
prevention of diabetes is health education through
public libraries (Gillaspy, 2005).

Several studies have been carried out on the impor-
tance of health literacy education by librarians in for-
eign countries (Berkman et al., 2004, 2011b; Eichler
et al., 2009; Parker and Kreps, 2005; Shipman et al.,
2009). However, no independent study was found to
evaluate the educational role of public libraries to
enhance the level of health literacy. According to the
aforementioned, researchers aim to evaluate the health
literacy status of diabetic patients referring to the pub-
lic Andisheh Cultural Library by using the HELIA
questionnaire and evaluate their health literacy before
and after training. Results of this study not only can
explain the effect of education on the health literacy of
the patients and the role of public libraries in this pro-
cess, but also can clarify the value and status of these
libraries in promoting health culture.

Methods

The present study is a quasi-experimental study with
pre-test and post-test. The research population
included diabetic patients referring to Tehran Muni-
cipality Cultural and Art Organization (Andisheh Cul-
tural Center) from April to November 2015. The
sample population was 48 people using this formula:

Fifty-two participants were selected for the pilot
study (6.5 mean difference questionnaire score before
and after intervention, with 0.05 significance level
and 80% power and 10% dropout). Four persons
missed a follow up. We therefore analyzed data for
the remaining 48 participants.

2
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The tool applied to collect data was HELIA Nor-
malized Questionnaire, published in 2015. The valid-
ity of this tool was confirmed by 15 experts in
different fields of medicine. Cronbach’s alpha was
used in order to confirm the reliability reported as
0.72 to 0.89. The questionnaire includes 33 questions
in 5 domains, including access (6 items), reading skill
(4 items), comprehension (7 items), evaluation
(4 items), and decision making and application of
health information (12 items). the current study eval-
uates the health literacy of the community before and
after the direct and indirect education. The question-
naire was distributed among the research subjects and
was collected after completion.

Then, direct and indirect education was provided
for the subjects. Direct education was provided for
the subjects in four two-hour sessions by the head of
the Iranian Association for Diabetes according to the
required information for diabetic patients, including
self-care, control, treatment, maintaining and pro-
motion of health and so forth. The indirect education
included selecting and preparing a brochure, pamph-
let, and educational booklets for diabetic patients by
a librarian and with the consultation of experts in this
area. The questionnaire is scored between 0 and 100,
in which a health literacy’s score between 0 and 59,
suggests inadequate literacy, score between 60 and
74 suggests borderline health literacy, and score
between 75 and 100 suggests adequate health lit-
eracy. Data were analyzed by using SPSS21 soft-
ware. Paired t-test and chi-square tests were
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Figure |. Background information of the population under
study (gender).
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Figure 2. Background information of the population under
study (education).
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Figure 3. Background information of the population under
study (employment).

applied for pre-test and post-test comparisons. Cor-
relation between variables was also determined by
using Pearson correlation coefficient.

Results

Figure 1 indicated that the number of women and men
was 22 (45.8%) and 26 (54.2%) respectively. Mean
age of individuals was 10.61 + 54.62.

Figure 2 indicated that three individuals had a high
school degree (6.25%), two had a primary degree

® obtained health
information from doctors
and the health personnel

W using Internet, radio, and
television

educational brochures
and pamphlets, journals
and magazines

m asking friends

Figure 4. Background information of the population under
study (source of information).

(4.17%), seven had diploma degrees (14.9%), five had
associate degrees (10.42%), 18 had BA degrees
(37.5%), 10 had MA degrees (2.1%) and two had PhD
4.17%).

Frequency distribution of employment shows
(Figure 3) that the highest frequency associates with
students (25 persons (52%)) followed by retired indi-
viduals (12 (25%)), unemployed individuals (7 per-
sons (15%)), housewives (4 persons (8%)).

Some participants had experienced more than one
source of information (Figure 4). Thus, 24 partici-
pants (28.24%) obtained health information from doc-
tors and health personnel, 37 (43.53%) through using
Internet, radio, and television, 17 (20%) from educa-
tional brochures and pamphlets, journals and maga-
zines, and 7(8.23%) by asking friends.

Table 1 revealed that:

e 14.5% of samples had the maximum access to
the required information in terms of accessibil-
ity while 2.5% of them had the minimum rate
of access.

e In terms of reading skill, 20% of samples had
the maximum skill needed to read the informa-
tion resources while 8.5% of them the mini-
mum rate.

e In terms of comprehension skills, 27% of sam-
ples had a maximum comprehension of the
information they needed while 4% of them had
the minimum rate of these skills.

e Interms of assessment skills, 13.5% of samples
had completely correct evaluation of the infor-
mation they needed while 4% of them had the
minimum rate of these skills.

e In terms of decision-making skills, 24.5% of
the samples made decisive decisions about
their information demands while 6% of them
had the minimum rate of these skills.

According to Table 2, the mean score of the health
literacy level before intervention was 72.45 + 9.99
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Table I. The frequency of five variables in health literacy.

I 2 3 4 5
Variables frequency (Never) (Rarely) (Some times) (Often) (Always)
Health information access 2.5% 1% 33% 39% 14.5%
Reading skills 8.5% 7.5% 25.5% 38.5% 20%
Understanding/comprehension skill 4% 8% 17% 44% 27%
Assessment skills 4% 19% 31% 32.5% 13.5%
Communication/decision making skills 6% 13.5% 19.5% 36.5% 24.5%
Table 2. Mean comparison of health literacy level before and after education.
Before education After education
Score of health literacy Mean Standard deviation Mean Standard deviation P
72.45 9.99 79.85 10.22 < 0.001
Table 3. Health literacy level of diabetic patients based on their gender.
Borderline health literacy Adequate health literacy Total
Number Percent Number Percent Number Percent
Female 5 23 17 77 22 100
Male 5 19 21 8l 26 100
Total 10 21 38 79 48 100
Table 4. Comparing mean score of health literacy before and after education based on gender.
Female Male
Standard Standard
Mean deviation Mean deviation P
Score of health literacy before education 7243 10.42 72.47 9.8 0.989
Score of health literacy after education 79.69 10.24 79.99 10.41 0.920
Score differences of health literacy before and after education 7.26 10.83 7.52 10.43 0.932

which increased to 79.85 + 10.22 (p-value < 0.001)
after intervention. The mean score difference before
and after education was 7.40 4+ 10.50.

Table 3 shows that 23% of women under study had
borderline health literacy and 77% had adequate
health literacy. 19% of men had borderline health
literacy and 81% had adequate health literacy. Gen-
erally, 79% of participants had adequate health lit-
eracy and 21% had borderline health literacy.

According to Table 4, mean health literacy of
women before education was 119.51 (standard
deviation: 17.20) and it was 131.49 after education
(standard deviation: 16.89), while mean health lit-
eracy of men before education was 119.57 (standard
deviation: 16.20) and it was 131.99 after education
(standard deviation: 17.18). It can be seen that health

literacy of male and female diabetic patients
increased before and after education. Therefore,
there is no significant relationship between health
literacy of patients referred to Andisheh Cultural
Center and their genders.

Discussion

As there are several tools to measure health literacy,
different tools have been used in various studies to
measure health literacy skills in patients. The results
of various studies around the world have reported
wide range of inadequate health literacy (Duong
et al., 2015; Palumbo et al., 2016; Serensen et al.,
2015).

The current research reported that the maximum
rate of the main areas of health literacy, including
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accessibility, reading skill, comprehending, evalua-
tion, and decision making are at a low level, while
the acceptable level of these areas allows people to
interpret and understand the issues related to their
health and be able to take care of themselves and
others against pathogens. The findings of different
studies suggest that in communities with a high level
of public health literacy, people are more vibrant,
healthier, and dynamic and lower costs are imposed
on governments to treat the patients. Hence, treatment
costs will be spent on the prevention and health of the
people, leading to an improvement in quality of peo-
ple’s lifestyle. People with inadequate health literacy
are less likely to comprehend the written and spoken
information provided by health professionals and less
likely to follow the instructions given to them. They
also have weaker health status and incur more medi-
cal costs (Berkman et al., 2011a; Howard et al., 2005;
Nutbeam, 2008).Although the population in this study
had relatively high health literacy at the start of the
process; the impact might not have been the same if
the group had lower general literacy and health lit-
eracy at the outset.

Considering the importance of public health
knowledge and its key role in reducing the cost of
treatment, new paths can be developed to improve the
health knowledge of the community (Hamzehei et al.,
2018).Health education is one of these methods that
can lead to a change in lifestyle and help individuals,
families and communities to make informed decisions
about issues that are effective in retrieving, accessing,
and maintaining health. This style of education can be
implemented through public libraries. Public libraries
have always been places to access information and are
tied to education and learning in the community.
Learning services in these libraries are available for
all potential and actual people who are referring to the
public libraries. This is a clear case for diabetic
patients, because it is a commonly known disease of
the century (Sanghera, 2016). Many studies have
referred to the public libraries as a platform for edu-
cation as we mention it this study too. In fact, if we
notice the educational role of public libraries as a
platform in the community, it can be lead to the better
managing and controlling the complications of dis-
eases (Linnan et al., 2004; Luo and Park, 2013). In
other words, public libraries can extend healthy life-
styles and promote health literacy through their edu-
cational role. The results of the present study, like
other similar studies, indicate that patient education
is very effective in increasing the health literacy of
patients (Kandula et al., 2009; McCleary-Jones, 2016;
Nutbeam, 2000; Schillinger et al., 2004; Seligman
et al., 2005; Sharp and Lipsky, 1999; Toronto and

Weatherford, 2015; Yehle et al., 2016). The results
are especially important for diabetes which has been
recognized as the most prevalent disease of the cen-
tury (Graham, 2013; Griffin, 2005; White et al.,
2010). In many previous studies, the research setting
was hospitals and clinics. However, the library has not
been used as the setting in any of the studies con-
ducted in this area although library space, compared
to hospital, plays a positive role for education. In the
hospital, people are placed in a context related to
illness and disease, while in the library they feel
more relaxed.

In the present study, the intervention was imple-
mented directly and indirectly, which was different
from many previous studies. Those referred to the
library obtained information about training methods
and self-care (via educational pamphlets) in educa-
tional workshops and places other than workshops
such as at home, in the workplace, while commuting
and so on. It seems that studying pamphlets before
attending workshops prepared participants to accept
the materials referred to in the workshop. If we believe
in the capabilities of public libraries in promoting cul-
ture and levels of public literacy, such social institu-
tions can be easily used for public training. It is
important to focus on training self-care behaviors, con-
trol, and informed prevention, especially with regard to
diabetes. It is more efficient to promote patients’ health
literacy by leveraging all the advantages of public
libraries, although it should be noted that there were
some difficulties during the present study, such as iden-
tifying and explaining the goals to the participants,
holding regular classes based on their time-table, and
preparing appropriate and accurate outline for the
related intervention session. Therefore, ongoing patient
education can reduce the risk of long-term complica-
tions (American Diabetes Association, 2011).

Conclusion

Politicians concerned with health and health educa-
tion can use potential facilities of public libraries,
achieve the goals determined in their programs, and
set the ground for health promotion in society.
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Abstract

Around the world, a woman dies of cervical cancer every two minutes. In Nigeria, it is the second leading cause
of cancer deaths, which could be avoided with proper access to health information. This mixed methods study,
which employs a questionnaire, interviews, observations and discussion, examined women’s awareness on
cervical cancer, screening status, sources, attitude and willingness, factors deterring them from being screened,
and lessons learnt. Screening was done using visual inspection with acetic acid (VIA). The study involved two
librarians, two medical doctors, a pharmacist and a laboratory scientist: 90 women participated in the cervical
screening exercise in non-standard settings — an e-library and a cathedral. It was discovered that 90% of the
women had never been screened. Thus, if the women are not sensitized on cervical cancer they may never go
for screening and more casualties will be recorded. The paper concludes with recommendations and a call to
action for all, especially librarians.
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Introduction Nwozor and Oragudosi, 2013). In the same vein,
Ntekim (2012) reports that none of the 500 women
attending maternal and child health clinic in a poor
area of Lagos (Nigeria) in 1999 had ever had a Pap
smear. Only 9% of healthcare workers in the two
health institutions studied have had a Pap smear.
There are similarly shocking stories of low partici-
pation of women in cervical cancer screening, even

Cervical cancer is a leading cause of mortality in
women, especially in sub-Saharan Africa. Human
papilloma virus (HPV) infection is a well-
established cause of cervical cancer (Bruni et al.,
2018), with likely exacerbating factors being a lack
of health insurance in most African countries, and

poor access to information about the disease. ; . ;

The World Health Organization (WHO) has 2mong professionals, in medical fields across other
African countries like Tanzania and Uganda
(Mutyaba et al., 2006). A recent study by Bruni

et al. (2018) reveals that:

reported that the number of Nigerian women suffer-
ing from cervical cancer annually totalled 14,089
(Agbo, 2018). In Northern Nigeria, cervical cancer
accounts for 65.7%, making it the leading cause of
all gynecological cancers (Oguntayo et al., 2011).
: . . . Corresponding author:

Studies have also been carried out in Onitsha and Ngogzi N -

. . . . . gozi P. Osuchukwu, Madonna University, Nigeria No |
Abakaliki (ngerla) on the issues of health informa- Madonna University Road, Okija, Anambra 431121, Nigeria.
tion on cervical cancer (Chinaka and Nwazue, 2013;  Email: ngostary2k@yahoo.com
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About 14,943 new cervical cancer cases are diagnosed
annually in Nigeria (estimates for 2018). Cervical can-
cer ranks as the 2nd leading cause of female cancer in
Nigeria. Cervical cancer is the 2nd most common
female cancer in women aged 15 to 44 years in Nigeria.

HPV can be easily detected through visual inspec-
tion of the cervix with acetic acid (VIA), which has
the same sensitivity as the Pap smear (Urasa and Darj,
2011) and is highly recommended in low-resource
countries (Eguzo et al., 2017; Jeronimo et al., 2016).
To access this screening, women must be made aware
of the opportunity for early detection of cancer
through such screening, avoiding the circumstances
that can cause the disease to develop, as well as the
possibility to take advantage of treatment and HPV
vaccination (Chinaka and Nwazue, 2013; Nwozor and
Oragudosi, 2013).

Access to health information gives people oppor-
tunities to live healthy lives, and seek help when they
notice abnormal signs in their bodies. It is therefore
critical to engage women with health information ser-
vices and create awareness of cervical cancer screen-
ing. These aims, naturally flow from the UN’s
Sustainable Development Goal 3 (SDG 3), which
emphasizes the importance of ensuring healthy liv-
ing and promoting well-being for all, as well as
combatting gender discrimination, which systema-
tically undermines women’s access to health care
(UN Women, 2018). In view of this, librarians
have a key role to play in promoting knowledge
of cervical cancer, and thus improving lives by
facilitating information awareness in their commu-
nities (Lankes, 2016). The right to equitable access
to health information, which libraries and librarians
promote, is therefore crucial.

Clearly, Nigerians and Africans need access to
health information to reduce the burden of terminal
diseases. This is, no doubt, why Anasi (2012) stressed
the importance of the synergy between health and
information professionals and the adoption of best
strategies for the dissemination of health information.
The need to control cervical cancer is critical and
should not be left for the government alone. It is a
matter of general concern because only a healthy
woman can carry pregnancy, give birth, nurture
babies, nurse, cook and take care of all members of
her family. Additionally, society needs women to par-
ticipate and contribute in nation building and in
achieving the aims of the SDGs.

Promoting and disseminating community access to
health-related information is a vital activity (Anasi,
2012; Chipungahelo et al., 2015). The library holds
the key to facilitating access to information

irrespective of class, gender, location and tribe. When
the information is disseminated, right steps will be
taken and there will be safe communities with sustain-
able health. This study therefore examined women’s
awareness on cervical cancer, sources of information,
screening status, attitude and willingness and factors
deterring them from being screened. For these rea-
sons, we conducted this study in Anambra State (in
SE Nigeria) and Delta State (in SS Nigeria).

Research questions

The following research questions guided the study:

1. Are women aware of cervical cancer in Anam-
bra and Delta States in Nigeria?

2. What is the screening status of the women in
Anambra and Delta States?

3. What are their sources of information
awareness?

4. What are their attitudes and willingness to be
screened for cervical cancer?

5. What factors deter the women from being
screened?

Literature review

Health is critical to human development. Improved
access to information plays a strong role in linking
people to reliable and informed health decisions. The
ability of libraries to partner with organizations and
community health workers to give access to vital
health information has been harnessed. Chipungahelo
et al. (2015), Anasi (2012) and Obidike (2011) have
stressed the importance of dissemination of health
information in the prevention and treatment of dis-
eases. In the same vein, health information services
have provided cancer patients and their families with
additional information and resources, empowering
them with health literacy services. Full access to
health information increases health awareness and
knowledge, and saves lives, and libraries are provid-
ing cancer patients and their families with such infor-
mation (Health Library News, 2019; Summa Health,
2019; Yoo-Lee et al., 2016).

There is need to engage women on health issues
because many women do not know their statuses nor
are they aware of HPV and the dangers of cervical
cancer. In Onitsha for example, 35.56% of a sample
(160 women) were aware while only 1.78%
(8 women) had been screened (Nwozor and Oragu-
dosi, 2013). Similarly, 85.0% of the women assessed
in Lagos were not aware of cervical cancer while only
a few (13.3%) of the respondents had ever been
screened and none in the previous three years
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(Oluwole et al., 2017). At the University College of
Ibadan, only about 3000 women were screened in the
three-year period from 2005-2007 (Nigeria Health
Watch, 2015). This is why librarians are taking action
to engage women through access to health informa-
tion on appropriate cervical cancer screening and
vaccination.

Relevant health information sources are important
in preventing sicknesses. Memorial Healthcare (2018)
emphasized that with health information, most deaths
from cervical cancer can be prevented as regular
screening and follow-up can help detect abnormal
(changed) cells early, before they turn into cancer.
Therefore, women need education, information
engagement and services to be able to make good
decisions about their health. Inadequate access to
health information diminishes awareness of preven-
tive health measures. In other words, little knowledge
of health issues and incorrect information on medical
conditions and treatments have negative results for
individuals, communities and the society (Ukachi,
2011). The observed gap in awareness and access to
cancer-related information is one of the ideas behind
the commemoration of World Cancer Day, to create
opportunities to advocate and raise awareness on the
growing need for women to protect themselves from
cervical cancer and HPV.

Considerable efforts have been made by librarians
to address these needs by empowering patients and
giving direction, through information provision, con-
tributing to improved patient care indicators, potential
usefulness of the information in the future, clinical
value, better informed clinical decisions and higher
quality care (Anyaoku, 2014; Marshall et al., 2013;
Nwafor-Orizu, 2014). Furthermore, in a study by Olu-
wole et al. (2017) a majority (86.7%) of respondents
expressed willingness to undergo cervical cancer
screening. Librarians offer insights that save women
from cervical cancer and get them willing to partici-
pate in cancer screening and other preventive mea-
sures, and a calming influence at a naturally
stressful time. When a women is well informed on
health issues, she will likely talk about it in her groups
and enjoin others to access the treatment. It is likely
that the same reasoning holds for the findings of
McCarthy et al. (2017), in which almost all the
women (97%) were willing to undergo cervical can-
cer screening.

That notwithstanding, certain factors deter women
from being screened for cervical cancer. Cultural
beliefs, the health care system, the physician’s atti-
tudes towards women, fear, pain, the gender of health
workers, embarrassment about undergoing a gyneco-
logical examination, lower socio-economic

background, lack of health insurance and low literacy
(Abdullahi et al., 2009; Ackerson, 2010; Mutyaba
etal., 2006; Ntekim, 2012; Tavafian, 2012) pose chal-
lenges. In the same vein, Ndikom and Ofi (2012) in
their research identified ignorance, illiteracy, belief in
not being at risk, a nonchalant attitude to health,
financial constraint, and fear of having a positive
result. Information remains the key to open and rele-
vant insight to all heath issues.

Methodology

This is a mixed methods research that used a ques-
tionnaire, interviews, observations and discussion.
The study started following the 2018 International
World Cancer Day, when women who attended the
event at the Onitsha Divisional Library, Anambra
State revealed during the interactive session that they
had never been screened for cervical cancer. The
authors met with the doctor who delivered a cancer
talk show and began discussion on partnering to
reducing the screening cost to enable many women
to know their statuses. The doctor agreed to reduce the
cost if the authors could get 30 women. The authors
started sensitization in schools and existing women’s
meetings in churches, social groups and work places
to create awareness on cervical screening and vacci-
nation. Names and phone numbers were collected
after which the authors started to share cancer infor-
mation through the WhatsApp platforms which
allowed for free interaction and maximum participa-
tion. This online engagement began in February 2018.

Target groups were adult women of any occupa-
tion. The authors opened a bank account specifically
for payment for screening. Every payment was
acknowledged in the Whatsapp group which
increased trust and confidence between the authors
and the women. The cervical screening was per-
formed using visual inspection with acetic acid (VIA),
a simple and inexpensive test used extensively in low
resource settings: 90 women participated in the
screening which took place in non-standard but con-
venient settings. Information about the exercise
spread beyond Anambra State when some participants
requested to include their friends from Asaba, in Delta
State. Arrangements were therefore made for a
convenient place in Asaba. The cervical screening
exercises took place at Prof. Ken Dike State Central
e-Library in Awka (the Anambra State Capital) and St
Peter’s Cathedral in Asaba (Delta State Capital).
These places were used to demystify the fear of VIA
screening and for ease of participation for the women.
Ninety women participated in the cervical screening
exercise. 11 women were not screened but all of them
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listened to the cervical cancer lecture, completed the
questionnaire, and participated in the discussion and
interview. The reasons for not participating in the
screening were that three participants were virgins,
two were on their menstrual cycle, two were pregnant
while four asked for permission to leave, saying they
had emergencies, and did not return. The study took
place between March and May 2018. In Awka Anam-
bra State, cervical screening sessions took place on 23
March and 24 May 2018 while in Asaba Delta State,
they took place on 2 and 29 May 2018. Each cervical
screening exercise took an average of four hours
including lecture, screening and documentation of
events.

The study involved two librarians, two medical
doctors, a pharmacist and a laboratory scientist. Dates
were fixed as soon as payments for at least 15 women
were received. Names were published on WhatsApp
and convenient times fixed. At least one of the authors
was always present to coordinate every activity and
offer refreshment to the participants. A doctor gave
lectures on cervical cancer, prevention, treatment,
management and vaccine before every screening.
Payment for the screening was N1500 each but during
sensitization in different groups, some women
donated money to cover expenses for those who
wished to be screened but could not pay. Hence, 52
women benefited from the donations while 27 women
paid for their own screenings. The screening instru-
ments were mobile and were easily taken to the sched-
uled venues. Follow-up procedures were issued
immediately for progression, counseling and referral.
Simple frequencies and percentages were used to
present the findings. Results were presented in tables
and figures.

Findings

Table 1 shows the characteristics of women that par-
ticipated in the cervical screening activities in the two
cities. Women from various occupations participated.
The greatest number came from civil servants with
50%, followed by self-employed women 16.7%, pro-
fessionals 13.3%, traders 11.1%, students 6.7% and
unemployed 2.2%.

On their level of education, 61.11% women had an
HND/BSC, 13.33% had a School Certificate, 10%
had neither, 10% had MSC, 3.3% had a PhD and
2.2% had an OND/Diploma.

The age range shows that 50% of the women were
between 41-50 years, followed by 22.22% of women
within 31-40, 14.44% represented women below 30
years and 13.33% represented women above 50 years.
The data for characteristics of women studied show

Table I. Characteristics of the women that participated in
the cervical cancer activity.

Serial/ Participants
Number Status N %
l. Occupation:
Trading 10 1.1
Self employed 15 16.7
Professional 12 13.3
Civil service 45 50
Students
(Undergraduates) 6 6.7
Unemployed 2 22
Total 90 100
2. Education:
Below School
Certificate 9 10.01
Examination
School Certificate 12 13.33
OND/Diploma 2 222
HND/BSC 55 61.11
MSC 9 10
PhD 3 3.33
Total 90 100
3. Age range:
Below 30 13 14.44
3140 20 22.22
41-50 45 50
51 and above 12 13.33
Total 90 100
Are you aware of cervical
cancer?
Yes
m No

Figure |. Awareness of cervical cancer.

that women in all statuses, educational background
and age ranges need health information.

The chart in Figure 1 shows the rate of response
on awareness of cervical cancer: 70% of the
women noted that they were aware of cervical can-
cer while 30% stated that they had no knowledge
of cervical cancer.

The interview and discussion revealed that some of
the participants had heard of other types of cancer,
especially breast cancer, but were unaware of cervical
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Figure 2. Sources of awareness.
Table 2. Attitude/willingness to undergo screening.
Yes Undecided No
Item F % F % F %
Attitude toward screening prior to discussion on cervical cancer with the women
Are you willing and ready to undergo cervical cancer screening? 19 21.1 - 0 71 789

Attitude toward screening after discussion on cervical cancer with the women

Are you willing and ready to undergo cervical cancer screening? 72 80 13

14.4 5 5.6

F is frequency.

cancer. It was also revealed during discussion that
none of the women knew about HPV or about factors
that could cause cervical cancer.

Enquiry on source of awareness as reflected in Fig-
ure 2 reveals that 50% of the women gained aware-
ness of cervical cancer through their family members,
42.2% learnt about it through social media platforms,
26.7 through their churches, 18.9% through NGOs
while the library served as the least awareness source
at 2.2%.

To ascertain whether the participants had been
screened for cervical cancer previously, the question
was asked. It was revealed that only 10% of the
women had been screened prior to our interaction
with them while 90% had never been screened.

Further verbal enquiry revealed that almost all
women who had been previously screened did so
because of the recommendation of their doctor during
a medical review. Some reported that their doctor had
noticed something during an ante-natal visit and told
them to go for screening. They admitted that they
would not have gone if the doctors had not told them
about cervical cancer. Two of the women stated that

cervical cancer screening was part of their routine
medical checkup whenever they traveled abroad.
They affirmed that they had never had it done in
Nigeria until they heard of this opportunity.

Table 2 shows that 21.1% of the women were will-
ing and ready to undergo screening even before the
interactive discussion with them on cervical cancer,
while the remaining 78.9% were unwilling. However,
the rate of acceptance and willingness to undergo
screening drastically changed after the interaction
with them, which exposed them to enhanced knowl-
edge of what cervical cancer is, including the benefits
associated with its early detection. This is shown in
the acceptance rate which increased to 80% while
14.4% remained undecided on whether to accept it
or not. It was only 5.6% of the entire population that
refused screening after the interaction as against the
initial rejection rate of 78.9% prior to the interaction.

From Table 3 it can be seen that the factor that had
the highest acceptance rate is “being scared of the
outcome/result” which had agreement percentage rate
of 83%. This is followed by “being uncomfortable and
apprehensive about the screening” with the agreement
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Table 3. Factors that deter participating women from undergoing cervical cancer screening.

Strongly Strongly

Factors Agree % Agree % Disagree % Disagree %
| am uncomfortable and apprehensive about it 23 25 43 48 21 23 4 4
| am scared that it might be very painful 14 16 38 42 27 30 I 12
| do not want to open my body to a male doctor 13 14 32 36 30 33 I5 17
| am scared of the outcome/result 34 38 41 45 15 17 -

Unaware of the existence of cervical cancer screening 28 30 2 2 61 68 9 10
| do not have money to pay for the screening 12 13 43 48 21 23 14 16
Unpleasantness of the screening 9 10 44 49 16 18 21 23
Religious faith and belief 3 3 48 53 33 37 6 7

percentage rate of 73%. The others in the order of rate
of acceptance are: not having money to pay for the
screening (61%), unpleasantness of the screening
(59%), scared that it might be very painful (58%), and
religious faith and belief (56%).

Lessons learnt from the cervical screening

e Many women are eager to be screened after
getting information on cervical cancer.

e Women are also very interested in cervical can-
cer vaccines and want their young children to
be vaccinated.

Some women wanted to be screened last. They
were asking others who were screened before them
how it felt and what really happened.

Many of them visibly relaxed when they were told
before screening that the male doctors would not be
part of the screening. They very much preferred
women to screen them.

e The excitement on being declared negative was
infectious. They were flaunting their negative
results and smiling happily.

e Although those with negative results were
understandably quiet, their mood changed fol-
lowing counseling.

Discussion of findings

The demonstration of interest in the program by dif-
ferent categories of women from different occupa-
tions, level of education and age range shows that
health information is relevant and should be inclusive.
This buttresses the statement of Solanke and Osu-
chukwu (2018) on the importance of facilitation and
access to information regardless of age, income, race,
ethnicity, religion, physical limitations, language,
education or social status. The indication is that
women need health information to improve their

Have you been screened for cervical
cancer before?

No
90%

Yes ®No

Figure 3. Screening status.

health knowledge base and also be able to make
informed decisions on things that affect their lives.
Ukachi and Anasi (2018) also emphasized that health
information is needed to reduce levels of uncertainty
and enable people to take the right health decisions.

The disclosure on the awareness of cervical cancer
as shown in Figures 1 and 2 reveal that many of the
women knew about it even though a small percentage
admitted that they did not know about cervical cancer.
Although the women admitted hearing of cervical
cancer from family members, media, churches and
non-government organization. The lowest source of
awareness is the library and the indication questions
the relevance of library to facilitation of access to
health information (Popoola, 2019). It is not surpris-
ing that some women are unaware of cervical cancer
in this age and time. The total lack of knowledge of
HPV and how cervical cancer could be transmitted
during discussion buttresses the concern of Anasi
(2012) on the urgent need for strategic massive infor-
mation awareness on cervical cancer.

The study also revealed that there was a low par-
ticipation rate in cervical cancer screening among the
women studied, which is confirmed by the results
shown in Figure 3. This outcome is disheartening
when weighed against its obvious consequences with
the negative implications. This result corroborates
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with reports of studies previously carried out which
revealed that more women in sub-Saharan Africa are
dying of cervical cancer (Ferlay et al., 2012; Ibekwe
et al., 2010; Ntekim, 2012). It is also noted in this
study that the women who had been screened accord-
ing to the interview and discussion did not even go of
their own volition but went because their doctors dis-
covered something and sent them for the screening.
The other two went because their annual medical
checkup included it.

Conversely, the study also documented a shift in
their attitude to and willingness to undergo cervical
cancer screening after they were exposed to the
knowledge of what causes cervical cancer, including
the benefits inherent in early detection which can only
be achieved through screening. This outcome relates
to the findings of Jayasinghe (2017) and Ntekim
(2012) whose studies established that providing pos-
itive provider-client relationships, confidentiality, pri-
vacy, compassion, respect and dignity for the women
will make them participate willingly in the screening.

In the area of factors that deter the women from
undergoing cervical cancer screening, the most nota-
ble ones are: being scared of the outcome/result, being
uncomfortable and apprehensive about the screening,
and not having money to pay for the screening.
Besides the formal expression of these deterrents by
the participants, personal observations by the
researchers during the screening exercise showed
apprehensiveness and uneasiness among the women.
These deterrents were alleviated by counseling and
demystifying the screening process for them. This
approach was acknowledged by the Majorie Bash
Foundation et al. (2018) in their cancer control pro-
gram which emphasized the sharing of experiences
about cancer and engaging different media in promot-
ing cancer control in Nigeria. The problem of not
having enough money to pay for the screening is not
surprising considering the high cost of undergoing the
process as well as the fact that most African countries
do not have effective and efficient health insurance
schemes for their citizenry like other developed coun-
tries, coupled with rate of poverty.

Implication of the findings

The findings indicate that if women are not offered
health information on cervical cancer, they may never
go for screening nor have knowledge of prevention
and vaccination. It is clear that lack of information on
cervical cancer is a contributing factor to women in
Nigeria and sub-Saharan Africa having very high
rates of cervical cancer. This should be a matter of
grave concern to all stakeholders: librarians,

government, society at large, communities, families
and individuals. Libraries, especially, should reach
out to women in all communities and sectors, building
partnerships for effective sensitization programs. If
women are not properly sensitized on cervical cancer,
they may never visit the hospitals for screening and
will continue to die unnecessarily. Women need help
in the area of awareness, information availability and
accessibility, and screening support assistance to meet
this devastating health challenge just like their coun-
terparts from the developed parts of the world. The
findings in this study indicated that libraries and
health information providers, health policies makers
and primary health care providers could do more
towards curbing this escalating menace in Nigeria.
The study has also shown that women are keen to
know more and participate in cervical cancer
programs.

Conclusion and recommendation

Cervical cancer is a serious health issue that should
not be viewed as a women’s problem only because
everyone has a mother, sister, wife, daughter and
female colleagues. Additionally, the roles that women
play in families and society make them key players in
the achievement of Sustainable Development Goals.

The importance of libraries and librarians in making
health information available and accessible should be
viewed critically. Figure 2 showed libraries scoring low-
est as a source of information. The time for taking own-
ership of information and ensuring people are aware of
library services on health information delivery is now.

Therefore, the study makes the following
recommendations:

1. Health libraries are important players in the
process to achieve SDG-3, but must promote
their role and make this more visible.

2. Libraries in Nigeria should counteract the
effect of the low resource status of their health
care system on knowledge of cervical cancer
by proactively facilitating access to reliable
information,

3. Health libraries must make themselves rele-
vant to Nigeria’s health care system and SDG3
plans by working to share successful initiatives
implemented towards tackling the urgent
health issue of cervical cancer.

4. Librarians should collaborate with other health
care professionals to be more effective noting
that cervical cancer screening can be arranged
in informal venues and with flexible time other
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than the hospital, which will help to attract

women for counseling and lectures.

5. Libraries should assist in cervical cancer
awareness creation by repackaging informa-
tion in formats other than books and also trans-
late them into local languages spoken in the
communities.

6. Libraries should help to share cervical cancer
success stories, which have the potential to
reduce fear and unnecessary tension.

7. Libraries should collaborate with other health
care professionals and help in providing mate-
rials for:

e lobbying government to organize massive
health information education and aware-
ness on cervical cancer across the States
in the country including using radio and
various electronic and social media to
broadcast information acting in collabora-
tion with different professional bodies and
organizations concerned with cervical
cancer;

e setting up a program to open National Can-
cer Center centers and make screening free
and accessible to all.

This is an appeal for urgent action to start now and

build on the modest initiative described in this study.
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Introduction full-text biomedical research, making the results of
the National Institutes of Health’s research openly
and permanently available (Roberts, 2001). PubMed
linked to PMC makes research evidence in the bio-
medical sciences accessible throughout the world
(Williamson and Minter, 2019).

A decade later, PMC nodes were established in
Europe and Canada, forming the PMC International

Open access repositories worldwide have emerged as a
trusted platform for accessing and managing scholarly
research output. In late 2000, institutional repositories
were set up in Australian universities to provide access
to research collections (Steele, 2013). In line with the
US and Europe, in pursuing open access publishing,
the requirement of key Australian funding bodies for
authors to publish the results of their research openly
put the pressure on universities to manage this process
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(US National Library of Medicine, National Institutes
of Health, 2018b). Whilst Australian university insti-
tutional repositories exist, the Australasia region lacks
a consolidated repository to make biomedical and
health sciences research accessible, discoverable,
interoperable and permanently findable.

This paper reports on an investigation into the con-
cept and opportunity for establishing an open biome-
dical repository in the Australasian region, such as a
PMC repository, from a knowledge management
(KM) perspective. An Australasia PMC could poten-
tially include biomedical research output with an Aus-
tralian, New Zealand and Pacific Islands focus. The
Evidence-based Healthcare (EBHC) pyramid is the
model adopted to investigate the knowledge transfer
and dissemination role of a PMC.

Background

For over 350 years, scholarly journal articles have
been the chosen means to disseminate new knowl-
edge, register research findings, review and certify
results, preserve a record, add to the existing body
of knowledge and act as a measure for determining
academic promotion (Fyfe et al., 2015).

Over the period from 1970 until the 1990s, there
was a shift from personal subscriptions towards
library-provided journal access (Tenopir and King,
1998). Around this time sales of large portfolios of
electronic journal content sold through consortia
arrangements to libraries was the major means to
acquire research collections. Figure 1 provides a
chronology of scholarly publishing trends and devel-
opments since 1970.

Academic libraries throughout Australia spent
approximately $282m in 2017 on access to subscrip-
tion journals to support students, researchers and practi-
tioners (Council of Australian University Librarians and
Australasian Open Access Strategy Group, 2018). Over
the past decade, many academic libraries have needed to
cancel subscriptions in order to free up funds for new
titles. In addition to the struggle to maintain subscrip-
tions, library managers are required to sign contracts
that forbid them disclosing publisher fees (Sample,
2012) therefore the costs of the existing scholarly pub-
lishing system are not transparent.

Presently aggregator online library search plat-
forms that evolved from library catalogues are set
up to adhere to publisher contracts. The library search
systems lock down collections and databases using
paywalls, ultimately restricting the access, reading,
citing and translating of research into practice.

Advancing scholarly publishing
literature review

This review highlights key research articles that
explain and distinguish the roles of repositories pro-
viding research output. The status of research reposi-
tories in Australia and the world perspective are
summarized. Key research articles on PubMed and
PMC’s evolution are included to give perspective on
their role in advancing scholarly publishing.

Repositories

In early 2000, around the time of the Budapest Open
Access Initiative, the focus was on making peer-
reviewed scholarly journal articles accessible via the
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Internet from institutional and subject repositories
such as PMC (Sequeira et al., 2001). By late 2000,
in addition to journal articles, the content of books
and book chapters, conference papers, theses, work-
ing papers, preprints, learning objects and rich media
files were becoming openly accessible from reposi-
tories. The fundamental goals of opening up research
output relate to pursuing transparency of research
methods, reusability of research processes, open com-
munication and public accessibility via the Internet
(Gezelter, 2009).

A digital repository is a set of systems and services
that ingest, store, manage, display, retrieve and allow
reuse of digital objects (Pinfield et al., 2014). Institu-
tions, subject communities and research funders pre-
dominantly set up repositories to provide access to
digital objects (Pinfield, 2009). Aggregators actively
harvest data from multiple sources such as reposi-
tories, and make repositories searchable and available
in a uniform way (Przybytla et al., 2016). Open access
literature is content that is online, digital, free of
charges and without most of the copyright and licen-
sing restrictions (Suber, 2015).

A subject or disciplinary repository is defined as a
repository ‘that collects and provides access to the
literature of a single subject or a set of related sub-
jects’ (Huber and Swogger, 2014: 71). According to
Bjork (2014), subject repositories may contain article
metadata, as well as research data and full text of
scholarly publications which is available free of
charge and is searchable by web robots.

Subject and national repositories help scholars to
navigate the vast amount of knowledge, though insti-
tutional repositories have been less successful as out-
lets for this endeavour (Armbruster and Romary,
2009). Institutional repositories, such as those devel-
oped in Australia, do aggregate with the National
Library of Australia’s repository TROVE. Most insti-
tutional repositories harvest quality metadata and full-
text articles from subject repositories such as Europe
PMC. Repositories exist to provide value and rele-
vance of research; they do not exist to archive every
research output (Armbruster and Romary, 2009).

An institutional repository is a recognition that scho-
larship of universities and organizations is in digital
form. An institutional repository is a means to make
research output available to members of their commu-
nities and the public (Huber and Swogger, 2014: 71).
Examples of subject repositories that work effectively
alongside institutional repositories, include ArXiv (an
open access e-prints repository in Physics, Mathe-
matics, Computer Science, Quantitative Biology,
Quantitative Finance and Statistics) (arXiv.org), PMC

(https://www.ncbi.nlm.nih.gov/pmc/), and RePEc
(Research Papers in Economics http://repec.org/).

Status ‘Down Under’ and world perspective

Library services in the medical sector are a small part
of a massive healthcare system in Australia that con-
sumes over $147bn a year (Australian Government
Productivity Commission, 2015; Brooks, 2011). It is
currently difficult to report comprehensively on the
state of health sciences research output throughout
Australian universities, hospitals, medical institutes
and health care centres. Australian health practitioner
information is stored in silos and because of this doc-
tors, nurses and allied health professionals make clin-
ical decisions based on an array of sources (Four
Corners ABC, 2015). Australia publishes on average
50,000 biomedical and health sciences research arti-
cles annually (Elsevier BV, 2017). Medical research
consumes a significant investment of $5.9bn annually
of Australian public money (Research Australia,
2016).

In 2007-2009, the Australian Government admi-
nistered the Australian Scheme for Higher Education
Repositories (ASHER) programme, during which
digital institutional repositories throughout Australian
universities received $26m. ‘Enhancing access to
research through the use of digital repositories’ was
the aim of ASHER, though at the time much of the
allocation was assigned to developing closed collec-
tions for the Excellence in Research Australia (ERA)
project (Steele, 2013).

Regardless of the vast investment in establishing
and operating repositories throughout Australia, most
of the university repositories, according to the Direc-
tor of the Australian Open Access Strategy Group,
achieve around 20-25% compliance with open access
mandates (Barbour, 2017). Europe PMC achieves
much higher compliance with making research papers
openly available on behalf of their 29 research funders
(e.g. Wellcome Trust reports compliance of around
80%) (Lariviere and Sugimoto, 2018).

There is no government long-term funding for Aus-
tralian university institutional repositories and no
oversight of their development at a national level
(Barbour, 2017). Heriyanto (2018) reports on the dif-
ficulties authors experience in complying with funder
mandates. He explains that authors are confused by
the concept of publication versions (e.g. preprint, post
print, publisher versions) and this hinders their ability
to submit publications to their institutional repository.
Other challenges include low author motivation and
limited participation in submitting content to institu-
tional repositories (Cullen and Chawner, 2011; Joo
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et al., 2018). Fragmentation is another issue high-
lighted in our recent research (Kruesi et al., 2019).
For instance, a user locating a reference without the
accompanying full-text article in an institutional repo-
sitory may need to search in numerous repositories.
This fragmentation creates flow on challenges with
accessibility, discoverability, interoperability and per-
manency (Kruesi et al., 2019).

At a time when major world universities and insti-
tutions are taking the initiative and developing an
‘open’ infrastructure, it is important to undertake
studies on the open biomedical repositories to help
guide the future direction for library services and the
wider research ecosystem (Dizikes, 2016; Science
Europe, 2015).

From 2006 onwards, major world institutions have
introduced open access mandates and plans, such as:

Wellcome Trust (Wellcome Trust, 2006);
US National Institutes of Health (US Depart-
ment of Health and Human Services, National
Institutes of Health, 2008);

e NHMRC (National Health and Medical
Research Council (Australia), 2018);
ARC (Australian Research Council, 2013);
European Union (Science Europe, 2015);
cOAlition S, Plan S (cOAlition S, 2019).

In 2015, the importance of Findable, Accessible,
Interoperable and Reusable (FAIR) data and research
output principles were established by a group at a
workshop in Leiden in the Netherlands and later
adopted by major world bodies (cOAlition S, 2019).

PubMed and PMC

The US National Library of Medicine (NLM), creator
of PubMed, established an open biomedical and life
sciences repository of freely accessible full-text jour-
nal literature, PMC, in 2000. PubMed is an aggregator
database, the precursor of which was the printed /ndex
Medicus that began in 1879 (Greenberg and Galla-
gher, 2009). PMC, as an open biomedical repository,
enables the publications resulting from the funded
research of the National Institutes of Health, the
Health Research Alliances (75 non-profit research
funders) and other private and international partners
to be openly and permanently available from the
NLM’s website (US National Library of Medicine,
National Institutes of Health, 2018b).

According to Richard Roberts, executive editor of
the journal, Nucleic Acids Research and Nobel Prize
winner for medicine in 1993, the goal of PMC is not to
replace the journal. The objective of a PMC is to
distribute knowledge as widely as possible (Roberts,
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Figure 2. PMC International landscape.
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2001). The US NLM PMC is the parent site of Europe
PMC. The purpose of Europe PMC, established in
2007, is to expand the participation in the PMC repo-
sitory and add to the increasing corpus of open access
research. PMC Canada was operational over the
period 2009-2018, as another child site of the US
PMC.

The most successful repositories are disciplinary or
national in scope rather than institutional repositories
(Poynder, 2016). Two Australian PhD studies (Ken-
nan, 2008; Kingsley, 2010) traced the open access
scholarly publishing transformation over recent
decades and the role of institutional repositories.
Whereas Kennan’s research focused on the introduc-
tion of institutional repositories, Kingsley raised the
need for institutional repositories to ‘adapt dramati-
cally’ in order for the academic community to adopt
them into practice and suggested the alternative is for
communities to develop subject-based repositories
(Kingsley, 2010: 210).

PubMed is an openly accessible aggregator data-
base with over 29.2 million biomedical literature cita-
tions from MEDLINE, life science journals, and
online books (see Figure 2). PubMed citations may
include links to full-text, peer reviewed articles that
are accessible from the repository PMC.

PMC is a free repository of biomedical and life
sciences journal literature. PMC was an initiative of
the Nobel laureate NIH Director, Harold Varmus, set
up in 2000 (Sequeira et al., 2001; US National Library
of Medicine, National Institutes of Health, 2011).

PubMed and MEDLINE, and PMC as a subset of
PubMed, all of which are part of the Entrez series of
repositories, is one of the world’s largest and freely
available biomedical databases (Yoo and Marinov,
2010). Healthcare practitioners rely on PubMed as
an important and trusted digital biomedical library
(Nankivell et al., 2001). A major ‘objective of the
databases is to make the path from basic research
findings to clinical applications as smooth as
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possible’ (McEntyre and Lipman, 2001: 1319; US
National Library of Medicine, 2018). The ‘tentacles’
of PubMed are far reaching, with at least 28 by-
products of PubMed existing to optimize searching
of this resource, to help create meaning when extract-
ing results from the 29 million plus bibliographic
records (Lu, 2011). PMC is dependent upon PubMed
for bibliographic metadata. In 2019, there are over 5.2
million articles in PMC.

In 2018, PMC Canada ceased operation and insti-
tutional repositories took over the management of
author submissions. Europe PMC in contrast to PMC
Canada continues to expand functionality and con-
tent. In 2018 Europe PMC was one of the few repo-
sitories that has most of the technical requirements
specified by the open access publishing initiative Plan
S (cOAlition S, 2019). In addition, many of the
cOAlition S funders use Europe PMC as their reposi-
tory for managing their publication outputs from life
science funding projects (Europe PMC, 2019).

Statement of the problem

Even though funding bodies such as the NHMRC and
the ARC have open access mandates, less than 50% of
their funded research outputs are accessible as open
access articles from Australian institutional reposi-
tories. A repository such as Europe PMC, in contrast
to PMC Canada, has achieved open access compli-
ance rates of 80% on behalf of their funders such as
Wellcome Trust (Lariviere and Sugimoto, 2018).

In the Australasia region, there has not been a con-
certed effort to address the problems of fragmenta-
tion, accessibility, discoverability, interoperability
and permanency of biomedical research output
(Kruesi et al., 2019). An Australasia PMC Working
Group comprising librarian members from Australian
and New Zealand major universities, set up in 2016, is
providing advice and feedback on an Australasia
PMC investigation.

An Australasia PMC could be a biomedical
regional repository to access research output and a
means to demonstrate the value and impact of the
annual investment in health care by Australians (Aus-
tralian Government Productivity Commission, 2015).
An Australasia PMC could mirror and contribute to
other world PMCs and potentially include biomedical
research output with an Australian, New Zealand and
Pacific Islands focus. It could apply to become a
‘child’ of the US PMC. The research output in an
Australasia PMC could include openly available jour-
nal literature, preprints, guidelines, conference pro-
ceedings, reports, patents, books, images and could
link to research data, such as the world clinical trial

registries. It could consolidate biomedical research
findings and provide an outlet for linking research and
data to clinical outcomes. The core of an Australasia
PMC could potentially be PubMed, US PMC and
Europe PMC. There are various options available to
populate an Australasia PMC. Harvesting citations
from existing repositories and inviting Australasian
researchers to deposit their research papers directly
in an Australasia PMC are options for consideration.
An Australasia PMC could be a permanent repository
of a high standard for now and into the future.

Research design

This research is the basis of an exploratory study on
the establishment of an Australasia open access bio-
medical repository. Based on action research com-
menced in 2016, the intervention is PMC
International, as a role model open access biomedical
repository. Knowledge management (KM) theory
underpins the research on the concept and opportunity
for an Australasia PMC repository. In addition, the
Evidence-Based Healthcare (EBHC) pyramid is the
model adopted to investigate the biomedical knowl-
edge transfer and dissemination role of a PMC.

The study comprises three cycles. The first action
cycle identified significant interest in an investigation
on an Australasia PMC (Kruesi, 2018). This paper is
based on the second research cycle, which adopts KM
theory to develop a conceptual design for an Austra-
lasia open access biomedical repository. During the
third and final cycle KM theoretical models will be
used to guide and evaluate the functional design for a
potential Australasia open biomedical repository
system.

KM theory and the EBHC model

KM systems aim at getting the right knowledge to the
right user and using this knowledge to improve orga-
nizational and/or individual performance (Jennex
et al., 2009). A set of techniques and technologies for
getting the most out of knowledge resources under-
pins the KM system architecture (Becerra-Fernandez
and Sabherwal, 2015). There is a prolific amount of
research literature on KM with a focus on achieving
competitive advantage for organisations (Argote and
Ingram, 2000; Halawi et al., 2005; Martensson, 2000).

Based on a thorough search of the literature and
discussions with leaders in healthcare, biomedical
research and open access fields, there are no previous
academic studies on the concept, viability and poten-
tial for an Australasia PMC repository from a KM
perspective. A vast amount of academic research on
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Table I. Summary of KM process models aligned with biomedical research activities.

References Knowledge management processes

Grouping l. 2. 3. 4.

Nonaka (1994) Socialization Externalization Combination Internalization

Alavi and Leidner Creation Storage and retrieval Transfer Application
(2001)

Becerra-Fernandez  Discovery Capture Sharing Application
and Sabberwal,
(2015)

Maier (2007) Discovery Publication Collaboration Learning

Biomedical research activities

NHMRC (Australia) Conception, planning and

Data collection, processing,

Dissemination of Translation of

(2016) commencement of the analysis, storage and results and data research
research management access
Kramer and Bosman Preparation, discovery and ~ Writing and publication Outreach Assessment
(2017) analysis

more generic open access publishing and repositories
is available.

KM is concerned with the discovery of tacit and
explicit knowledge from data and information or from
the synthesis of prior knowledge (Becerra-Fernandez
and Sabherwal, 2015: 59). The discovery activity of
research involves iterations of searching and reading
(Kramer and Bosman, 2017).

Four groupings of KM processes are summarised
in Table 1.

The groupings are based on KM theory and their
alignment with biomedical research activities, as
defined by the Australian National Health and Medi-
cal Research Council (NHMRC) and the authors Bos-
man and Kramer (Kramer and Bosman, 2016;
National Health and Medical Research Council (Aus-
tralia), 2016). Each of the knowledge creation modes
identified by Nonaka (1994) is vital to the transforma-
tion of research by health practitioners, industry, or
consumers to adopt the findings as knowledge. A
social process, which often involves checking with
other practitioners and gaining insight from a range
of sources occurs to form part of a ‘mindline’, the
knowledge in context that is used in practice. This
social activity underpins the constant and repeated
process to transform research into knowledge (Gab-
bay and le May, 2010: 102).

Information systems that support collaboration,
coordination and communication processes can
increase a researcher’s contact with colleagues. These
information systems underpin knowledge creation
activities (Alavi and Leidner, 2001). Conception,
planning and commencement of research (National

Health and Medical Research Council (Australia),
2016) and preparation and analysis (Kramer and Bos-
man, 2016) are key activities in knowledge discovery
and creation processes.

KM processes align with biomedical knowledge
creation activities. For example, there is correlation
of the KM storage and retrieval processes with the
biomedical research activities: data collection, pro-
cessing, analysis, storage and management (National
Health and Medical Research Council (Australia),
2016) in addition to writing and publication (Kramer
and Bosman, 2017).

KM processes provide the theoretical perspective for
this research. KM processes are fundamental to devel-
oping world open biomedical research systems. Accord-
ing to Tuomi (1999), when we explicitly address
processes that underpin the establishment of shared
understanding, it is then we develop KM systems.

KM processes are important throughout key
research activities (Saito et al., 2007). The conduct
of clinical trials is a major biomedical research activ-
ity that requires registration of data and report plan-
ning at an early stage of the research. KM is
concerned with data, when knowledge discovery
occurs through data mining techniques, and biomedi-
cal repositories are becoming a major means to
manage and disseminate research data (Becerra-
Fernandez and Sabherwal, 2015: 40).

In addition, the Evidence-Based Healthcare
(EBHC) pyramid model, developed by Haynes
(2001, 2006), is the lens adopted to explain the use
of biomedical repositories for retrieval of quality
research findings.
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Figure 3. Evidence-Based Healthcare (EBHC) pyramid.

PMC predominantly comprises individual, primary
research studies that are the foundation of the EBHC
pyramid. For example, Europe PMC, when accessed
on 26 October 2017, comprised 4.4 million articles of
which 430,168 were reviews, 11,060 were books and
documents, and the remainder were primary studies
(Europe PMC, 2017). The primary studies form a
pyramid within the EBHC pyramid (Figure 3). The
studies hierarchy commences with laboratory
research, followed by expert opinion in the form of
case reports and case series, case-control studies,
cohort studies, randomized controlled trials (RCT)
and has systematic reviews and meta-analyses above
the individual studies (Petrisor and Bhandari, 2007;
Sackett, 2000; Shaneyfelt, 2016). RCTs are the gold
standard in clinical research, based on a rigorous
methodology that helps to eliminate bias (Grimes and
Schulz, 2002). Primary studies, based on the EBHC
model, are located at the bottom of the pyramid (Fig-
ure 3). The pyramid is the model adopted to explain
the biomedical knowledge transfer and dissemination
role of a PMC.

Progressing beyond systematic reviews in the pyr-
amid, the next level includes synopses, such as criti-
cally appraised primary studies. Continuing upwards
in the pyramid evidence-based guidelines, and then
synthesized summaries (evidence-based textbooks)
and systems are at the apex. The apex represents the
integration of evidence within hospital clinical deci-
sion systems, which along with digitized patient
health records help to achieve individualized health-
care. Knowledge synthesization is not typically
included in generic KM processes though is essential
for users of a PMC.

Discussion

The United Nations International Scientific Informa-
tion System (UNISIST) model of scientific and tech-
nical communication is an example of a proposed
universal international communication structure.
Authors who have reviewed the UNISIST model
argue that national or regional information substruc-
tures exist, and it is important to consider regional
developments in particular, when US databases are
developed based on US standards and culture (Fjord-
back Sendergaard et al., 2003). Development of a
regional open access repository presents an opportu-
nity to address the imbalance, such as the bias of
indexing language and focus on local systems design
needs.

The need for archiving and making openly acces-
sible national and regional substructures of research
output is evidenced by the establishment of Europe
PMC in 2007, followed by PMC Canada in 2009
(Figure 2), as PMC International (Europe PMC Con-
sortium, 2015; National Research Council Canada,
2017). In 2018, PMC Canada ceased operation, alle-
ging that institutional repositories could replace their
role. In Australia not all institutional repositories
achieve satisfactory levels of compliance; they have
no coordinating authority and often suffer from lack
of resources (Council of Australian University Librar-
ians, 2017).

PMC Canada commenced in 2009, as a service
within the Canadian Institute for Health Research
(CIHR). In 2010, CIHR lost 60% of their staffing
during a restructure. For several years though there
were at least 20 employees assigned to PMC Canada.
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Table 2. Top six open access repositories with health and
medicine content based on record count.

Metadata
Name records  Full text
|. Europe PMC 35 million 5.2 million
2. PMC 28 million 5.2 million
3. German Medical Science 77,496 77,496
4. bioRxiv 40,558 40,558
5. APO: Analysis & Policy 38,626 16,372
Observatory
6. LENUS (Irish Health Resources) 29,082 29,082

In the later years of PMC Canada, there were signif-
icant staff reductions. Information technology (IT)
staff were lost and IT service was devolved to central
services, constraining the maintenance and develop-
ment of PMC Canada. There were major difficulties
with KM processes associated with the creation, stor-
age, retrieval, transfer and application of knowledge.
For example, creation of records in PMC Canada was
difficult for researchers due to an antiquated submis-
sion system and confusion with processes such as the
alternative avenues for depositing their articles in
either PMC Canada, the US PMC or Canadian insti-
tutional repositories. There was no collaboration
between PMC Canada and Europe PMC. Most of the
communication with the US PMC was for technical
support (Landa, 2017).

In the planning for the development of an Austra-
lasia PMC, the current research is building on the
foundation of KM theory. A thorough understanding
of knowledge processes and their related biomedical
research activities is informing the design of such a
repository. It is anticipated that this systematic anal-
ysis will help avoid some of the operational chal-
lenges experienced by PMC Canada.

The Directory of Open Access Repositories (Open-
DOAR) ‘is a quality-assured global directory of aca-
demic open access repositories’ (University of
Nottingham (UK), 2019). OpenDOAR provides infor-
mation on sites that fully embrace open access to full-
text resources that are of use to academic researchers;
sites that require authentication and are metadata only
are not included. A search of OpenDOAR on the sub-
ject, ‘Health and Medicine’ returns a listing of 359 open
repositories. Of these repositories, 45 are disciplinary;
this grouping includes PMC and Europe PMC. Within
the disciplinary grouping PMC and Europe PMC pro-
vide vastly more metadata and full text content than the
other 43 repositories in the disciplinary category.

The majority of the databases in OpenDOAR are
institutional, though these have fewer than 5000 items

in their collection (Loan and Sheikh, 2016). Open-
DOAR states their focus is on sites that embrace open
access to full-text resources for an academic audience.
The top six OpenDOAR repositories based on record
count of health and medicine content is summarized
in Table 2. Of these top six repositories, it is important
to note that even though they are individual reposi-
tories in OpenDOAR, some of the repositories contain
duplicate content, such as Europe PMC, being a mir-
ror site of the US PMC and bioRxiv (a biological
sciences preprint repository) that is discoverable from
the Europe PMC repository. The Analysis & Policy
Observatory (number five in the list) is a multidisci-
plinary repository, with a focus on public policy
research, that includes medical and health content.
LENUS (number six in the list) is the Irish Health
Research repository and according to their website
is the leading source for Irish research in health and
social care. The opportunity to complement, collabo-
rate and standardize services between regional open
access biomedical repositories, in addition to institu-
tional repositories, is essential for the future (Dr Stee-
vens’ Library, n.d.).

One of the authorities for the German Medical Sci-
ence site advised that this resource was not a reposi-
tory; however, the German open access biomedical
repository is the Repository for Life Sciences which
has 9395 metadata records and the same amount of
full text (ZB Med Information Centre for Life
Sciences, 2018). The OpenDOAR health and medi-
cine repositories reveal a wide lack of standardization
within the field of open biomedical repositories
worldwide. The Table 2 figures are from the reposi-
tory website or a contact working for the repository or
the OpenDOAR database entry for the repository;
January 2019 is the date of the figures.

The open science movement has gained significant
momentum over the past two decades. During this
time, institutional and disciplinary repositories have
significant KM process roles throughout the biomedi-
cal knowledge creation stages of discovery, creation,
representation, storage, retrieval, transfer and applica-
tion (Kruesi et al., 2018). There are further opportu-
nities for repositories to work together to achieve the
FAIR principles.

Plan S, an initiative for open access publishing,
released in 2018 and supported by cOAlition S,
requires that from 2020, scientific publications result-
ing from research funded by public grants, be pub-
lished in journals or platforms that are open access
compliant (cOAlition S, 2019). Europe PMC fully
supports the mission of Plan S to drive universal open
access for research articles (Europe PMC, 2019).
Many of the cOAlition S funders use Europe PMC



Kruesi et al.: Advancing scholarly publishing through open access biomedical repositories

241

as their repository for deposit of their publication out-
puts from publicly funded biomedical projects. Eur-
ope PMC meets all the requirements outlined in the
implementation plans and points out that this
approach provides the best opportunity for discovery,
interoperability and reuse of the full-text content of
research articles, and therefore contributes effectively
to open science (Europe PMC, 2019).

Over 600 organizations have responded to Plan S
from over 40 countries (cOAlition S, 2019). One of
the responses from the United Kingdom Council of
Research Repositories (UKCORR) (2019) raises con-
cerns over the potential for Plan S to marginalize.
UKCORR (2019) argues:

Open access repositories add to the diversity of open
research platforms and should therefore be nurtured and
supported by funding bodies to become an essential
component of the scholarly communication landscape.
Failure to do so will exclude a large proportion of ‘APC
poor’ authors from their participation in scholarly dis-
course, as well as inhibit the growth and exposure of
high-value grey research literature.

The vast majority, if not all, Australasian reposi-
tories at present do not comply with the technical
requirements of Plan S. Nevertheless, Europe PMC
is one of the few repositories that does comply with
Plan S and its adoption in the Australasia region
would be a means to achieve immediate open access
to publications from publicly funded research.

AmeliCA’s (Ameli, open Knowledge for Latin
America and the Global South) goal is to achieve a
non-commercial open access, multi-institutional plat-
form to develop technology and generate knowledge
(AmeliCA, 2019). In Australia, universities place
great importance on their global rankings. In some
cases, publication and citation in the leading journals
determines a major part of university rankings, e.g.
the Shanghai Jiao Tong University rankings (Margin-
son, 2007). There are some synergies with the situa-
tion in Latin America for researchers in the
Australasia region; in particular, by researchers who
are unable to publish in the top journals, such as the
journals indexed by MEDLINE (Kruesi et al., 2019).
Plan S necessitates we continue to work with publish-
ers. Establishment of an Australasia PMC would be a
start to establishment of a regional open access bio-
medical repository infrastructure that could poten-
tially fuse traditional approaches to scholarly
publishing with innovative approaches, to help
encourage academic institutions to retain ownership
and disseminate their research output as widely as
possible.

KM processes can inform the design for a success-
ful regional or national repository such as an Austra-
lasia PMC; this will be tested in the third cycle of this
action research. According to senior staff from the
National Library of Australia, KM process principles
were a key reason for the success of their legal deposit
online system. Senior National Library of Australia
staff indicated the balance of technology, people, con-
tent and process were essential to the legal deposit
system that is being implemented throughout the
National and State libraries in Australia.

In November 2018, the Council of Australian Uni-
versity Librarians (CAUL) and the Australasian Open
Access Strategy Group’s (AOASG) submission on
establishing a strategic approach to open scholarship
was recognized in a report by a Standing Committee
on Employment, Education and Training. According
to Ginny Barbour (2018), AOASG Director:

we should publish research as a fully interconnected,
purposefully designed, equitable, global scholarly eco-
system supported by a wide variety of open access pub-
lishing models, underpinned by sophisticated linking of
well-curated, interoperable research articles and other
outputs, including data and software.

The emphasis is on removing barriers to the effec-
tive dissemination of knowledge.

Evidence exists of the success and pervasive nature
of PMC International as a repository. Reports include
PMC being able to satisfy funder requirements to
publish open access articles within 12 months or ear-
lier (Lariviere and Sugimoto, 2018). Other evidence
of Europe PMC International’s effectiveness is evi-
dent from the ongoing development of system fea-
tures and services that are wide ranging, such
features that allow reporting on grants and research
findings, author profiles linked to ORCID, text min-
ing, related articles and an annotations service (Eur-
ope PMC, 2018; Europe PMC, 2019).

A PMC itselfis not a panacea for all regions. A PMC
requires a very significant investment and strict qualifi-
cations exist to become a member of PMC International.
It is the PMC model that is available to all open access
biomedical repositories and is worthy of attention.

A limitation of this research is the focus on biome-
dical research output and not multi-disciplinary
research output. However, we proposed and success-
fully tested the use of a KM perspective as a general
approach to describe how academic publications are
serving the purposes of systematic management of
scientific knowledge and the role of open access pub-
lications in complementing and addressing the chal-
lenges of the regional KM.
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Conclusion

The research based on action research methodology is
proving an effective approach to producing new
knowledge about scholarly communications whilst
also addressing practical problems. The problems
include an inadequate system for researchers to com-
ply with funders’ open access requirements, fragmen-
tation of institutional repository content, along with
challenges of accessibility, discoverability, interoper-
ability and permanency of biomedical research output
in the Australasia region. Requirements to achieve
open access publishing highlighted by Plan S are rig-
orous and controversial. High standards for open
access publishing are essential and collaborating with
publishers to achieve innovation in scholarly publish-
ing is vital. Working with Europe PMC may be a
suitable starting point to commence development of
an open access biomedical repository for the Austra-
lasia region.

‘An old tradition and a new technology have con-
verged to make possible an unprecedented public
good’ (Budapest Open Access Initiative, 2002). There
is great opportunity to accelerate the advancement of
scholarly publishing through open access biomedical
repositories.
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Introduction

This study was conducted at a large, STEM-focused
research university in the United States. Librarians at
the university hold tenure-track faculty status and fre-
quently collaborate with faculty and instructors in
other disciplines across campus and as a result, a
range of interdisciplinary and multidisciplinary infor-
mation literacy, research data management, and data
literacy services have been offered for well over a
decade. The university’s teaching philosophy centers
around student-centered learning, an instructional
approach that seeks to actively engage students in the
learning process. (Maybee et. al, 2017) Though the
university hosts many extracurricular data challenges
each year, students from health sciences disciplines
are often underrepresented at those events. But, big
data in healthcare has become a prominent issue and
is being used to identify and manage high-risk and
high-cost patients, and used in the development of
precision medicine services (Ellaway et. al., 2014).
Health sciences graduates with experience transform-
ing large biomedical datasets into usable information,

products, and services have a valuable, in-demand
addition to their academic experience (Schneeweiss,
2014). Additionally, the health sciences disciplines at
this university tend to be diverse, particularly in terms
of having higher percentages of women and members
of minority ethnic groups when compared to other
STEM disciplines, offering the opportunity to recruit
participants from diverse backgrounds and partici-
pants frequently underrepresented in traditional data
hackathons (Decker et. al., 2015).

Can librarians develop extracurricular activities
that encourage health sciences students to participate
in health data challenges? This paper will seek to
answer that question by applying design-thinking
processes, specifically the Blended Librarians
Adapted Addie Model, to the creation of a new library
service that encourages a more inclusive learning
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environment for health sciences students interested in
working with large biomedical datasets.

Healthcare hackathons as data literacy
instruction opportunities

Hackathons offer a means to gather an interdisciplin-
ary group of participants to solve a specific real-world
problem and learn from one another. They encourage
participants to utilize design-thinking approaches to
innovate, require a successful pitch that convinces
stakeholders of the usability of a solution, and require
participants to quickly respond to feedback and adjust
their proposed solutions accordingly (Silver et. al.,
2016). Though hackathons have roots in the technol-
ogy industry, they have been embraced by academia
and by libraries (Burton et. al., 2018) as a vehicle for
inquiry-based and student-centered learning, and have
been used in health-related disciplines as a means to
encourage students to be both information seekers and
knowledge creators as they find and analyze biome-
dical data to create an end-product (Camacho et. al.,
2018; Decker et. al., 2015; Duhring, 2014; Kienzler
and Fontanesi, 2017). To make it easier to describe
hackathons to healthcare professionals — healthcare
administrators, physicians, nurses, etc. — unfamiliar
with the concept but whose buy-in would be needed
to support such events, Silver et. al. (2016: 177)
define the term healthcare hackathon as:

a competitive event (live or virtual) that has three spe-
cific goals — accelerating the innovation of medical solu-
tions, improving the design in the beginning stages, and
supporting educational training for all participants — and
aims to accomplish them by focusing on a specific prob-
lem (pain point), bringing together in an open innova-
tion format (internal and external resources) an
interdisciplinary group of individuals (hackers) that
include, but are not limited to, physicians and other
healthcare professionals, data scientists, engineers, user
interface designers, business professionals, students and
other stakeholders who work in teams and follow a pro-
cess to develop initial prototypes, pitch them to a panel
of judges experienced in innovation and quickly alter
them according to the feedback (pivoting).

Participation in healthcare hackathons helps cur-
rent and future health professionals identify, consider,
and develop solutions to challenges associated with
how big biomedical data influences patient well-
being, and hackathons are particularly useful for bet-
ter understanding challenges associated with the
underuse of uniform data standards and challenges
associated with navigating siloed data (Schneeweiss,
2014; Silver et. al., 2016). Health professionals who

can overcome such challenges to design care
responses based on data generated from the healthcare
systems in which they work and in which their patient
data was originally created, can provide more tailored
care, improve their understanding of the effectiveness
of treatments, and improve the prediction of health
outcomes (Schneeweiss, 2014). This ability to trans-
form data into actionable knowledge can supplement
the information provided by research studies, where
patient populations might be different or which might
have been conducted in a controlled research environ-
ment (Schneeweiss, 2014). In his exploration of learn-
ing from big biomedical data, Professor of Medicine
and Epidemiology Sebastian Schneeweiss suggests
that health care professionals should understand how
to analyze the data being collected in their local health
care systems to inform patient care, using the same
hospital information systems that already generate
that data. Schneeweiss offers a few considerations
to facilitate learning from such health data outputs:

1. Methods should ensure that the patient groups
used in comparison groups are similar;

2. Aspects of analyses should be automated with-
out losing validity;

3. Automated analyses should be repeated in
cycles synced to data refreshes;

4. Software solutions should be intuitive and
require only minimal investment of time and
training to set-up and use;

5. Analysis results should be easily digestible for
both busy clinicians and patients.

These considerations are useful for hackathon partici-
pants designing software applications and for judges
evaluating hackathon participant submissions. Schnee-
weiss suggests that learning to treat patients with the
data that they themselves generate and understanding
the aforementioned considerations will lead health pro-
fessionals to actionable practices that improve patient
treatment and outcomes (Schneeweiss, 2014).

Applying design thinking to promote
inclusion in hackathons: The BLAAM model

Criticisms of hackathons include that they promote a
culture unwelcoming to women and underrepresented
minorities by:

1. fostering an overly competitive environment;
using a format or following a schedule that
potential participants might find unappealing,
i.e. staying up for days on end; and

3. lacking in diversity, which leads to feelings of
otherness. (Decker, et. al., 2015)
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The proposed library service seeks to alleviate
these issues, using design thinking to guide the
creation of inclusive activities that leverage current
interest in hackathons and extend that appeal to
members of minority communities. To achieve this
goal Rune Pettersson’s information design princi-
ples guided the marketing and promotion efforts,
while Steven Bell’s design-thinking approaches
guided the service formation (Bell and Shank,
2007; Pettersson, 2014; Petterson and Avgerinou,
2016). Service formation and related outcomes are
addressed in this paper.

Utilization of design-thinking approaches are the
basis of Steven Bell’s Academic Librarianship by
Design, in which Bell offers an academic librarian’s
perspective of design thinking: “we want to optimize
the user’s satisfaction, and our motive is deeper learn-
ing. We too can creatively develop those design ele-
ments [performance, quality, durability, appearance,
and cost] to benefit our user communities” (Bell and
Shank, 2007: 43). Bell suggests that design takes
place in three ways within libraries: (1) across prod-
ucts, (2) across environments, and (3) in communica-
tion. He introduces a model created specifically for
use by librarians to design instructional products and
user-centered services, the Blended Librarians
Adapted Addie Model (BLAAM) (Bell and Shank,
2007).

BLAAM acknowledges that instructional librarians
often lack the time, staff, and money for full-scale
design projects, but encourages the use of design-
thinking processes to develop services. The model is
an adaptation of the ADDIE (analyze, design,
develop, implement, and evaluate) model, modified
for the library instruction environment and consists
of five phases:

1. Assess

2. Define Objectives
3. Develop

4. Deliver

5. Measure.

A description of each phase is summarized
below.

Assess

Understand the needs of the learners by discussing
anticipated outcomes and goals with the stakeholder,
then assess students via an informal needs assessment.
Use the results of the stakeholder interview and needs
assessment to develop a problem statement that iden-
tifies gaps in service, or highlights needs for instruc-
tional tools (Bell and Shank, 2007).

Define objectives

Establish objectives that set measures for product or
service success. Each project should have 3—4 objec-
tives. Bell recommends the A-B-C-D technique for
developing objectives:

A. Audience: who is the intended audience?

B. Behavior: at the end of the instruction or ser-
vice, what behavior changes should the lear-
ner have made?

C. Condition: what condition do learners need to
execute the learned behavior?

D. Degree: establish a standard for deciding
when the learner has achieved the objective.
(Bell and Shank, 2007)

Develop

Produce learning or service materials. Develop a plan
for the new service or product, share it with col-
leagues and stakeholders, and collect their feedback.
Edit the plan as needed, then develop the final prod-
uct. Formal evaluation can be done after the product
or service is launched, via a survey of the learners
(Bell and Shank, 2007).

Deliver

Use the instructional tool or service. Instructors
should be trained and comfortable with the new prod-
uct or service (Bell and Shank, 2007).

Measure

Measure how well the predetermined outcomes and
objectives were achieved. This step provides evidence
that learning occurred and helps to highlight needed
changes or adjustments (Bell and Shank, 2007).

BLAAM in action: Designing an inclusive
hacking service for health sciences
students

With Bell’s BLAAM model as a guide, the librarian
designed a library service aimed at improving health
sciences students’ participation in data-hacking
activities.

Assess

The idea for a new service emerged from an under-
graduate, health sciences evidence-based practice
course where students explored datasets but where
course restraints did not allow for manipulation or
combination of datasets. An observation of campus
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data challenge offerings, extracurricular activities that
would allow students to practice data skills, high-
lighted an emphasis on engineering, technology, and
computer science disciplines. The assessment phase
focused on better understanding learner needs by
discussing anticipated outcomes and goals with sta-
keholders, including health sciences faculty, instruc-
tors, and students. An informal needs assessment via
casual conversation and reference interviews with
students suggested that health sciences students
thought data literacy was important but were not
participating in the many data-hacking challenges
going on in other areas of campus for various rea-
sons, including discomfort in a competitive hacking
environment and time restraints. At the end of a
librarian-led class discussion on research data man-
agement, a group of health sciences students were
asked if they had considered participating in a data
hacking challenge. These two quotes summarize the
group’s response:

I learned Javascript because I think that knowing at least
one programming language and knowing how to work
with data will become even more important throughout
my career, but I don’t think my skills are good enough to
compete with, for example, someone getting a degree in
computer science. That’s why I haven’t attended any of
the hackathon events on campus. (quote from an under-
graduate student majoring in a health sciences
discipline).

I don’t know how to code, no programming lan-
guages at all, but I think understanding how to manage
raw data is important. I would be interested in a class or
workshop or special event, something that would teach
me to work with raw data despite my not having pro-
gramming knowledge. (quote from an undergraduate
student majoring in a health sciences discipline).

Based on the needs assessment, a problem state-
ment was developed:

How can librarians encourage health sciences stu-
dent participation in health data-hacking challenges?

Define objectives

Bell’s A-B-C-D technique, as previously explained
under the “Define Objectives” phase of the BLAAM
model, was used to define service objectives:

1. Audience: The intended audience was
undergraduate students in health sciences dis-
ciplines. Many of these targeted disciplines —
nursing, nutrition, and psychology, and
speech, language, & hearing sciences — pro-
vided an opportunity to recruit from a diverse
pool that included significant numbers of

women and members of underrepresented
minority groups, audiences often underrepre-
sented in data-hacking challenges.

2. Behavior: By the end of the service, learners
should be able to locate relevant open-source
datasets, clean and organize raw data, combine
data from multiple sources and in multiple for-
mats, and use their cleaned and formatted data
to build an application using the Javascript
programming language.

3. Condition: To execute the learned behavior,
learners should be comfortable searching the
web for open datasets, finding datasets in
library-provided databases, be able to select
the appropriate tools to clean and combine data
in various formats, and have a beginner’s
knowledge of the Javascript programming
language.

4. Degree: Learners will be assessed by the qual-
ity of their project deliverable — a functioning
Javascript application prototype using at least
one open data source. They will also be
assessed by the improvement of their applica-
tion over the course of the data-hacking event
(for individual hacks) or by peer evaluation of
their contribution to their data hacking team
(for team hacks).

Service objectives.

1. The proposed service aims to motivate health
sciences students to participate in health data-
hacking challenges by providing opportunities
complementary to the interests, skills, and
experience of students and professionals in
health-related professions.

2. Participants will demonstrate an ability to
execute data literacy-related competencies,
including the management of large biomedi-
cal datasets, to create an application, service,
or tool.

A healthcare hackathon service was conceptua-
lized, and a sample hackathon challenge was created:

Scenario. Diseases and viruses are common in the US
media landscape and public mindset; public aware-
ness, and knowledge tend to be easily affected and
directed by news stories. This often shapes a discourse
of fear. Imagine you are hearing the news about the
return of a disease or virus (you can choose a specific
virus) and you want to figure out the probability of it
spreading to your area. This could be based on geo-
graphy, proximity to cities, mountains, lakes, plains,
traffic connectivity, climate, airports, etc.
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Task. Using open data from the CDC and mapping it
to environmental and travel conditions, build an
application that will make the public more educated
about the current state and impact of viruses so they
can make better-informed choices as they travel
inside the US.

Mandatory requirements.

1. Your application must use the mandatory data-
set: Climate Data Online;

2. Your application must use at least one or more
datasets from Data.gov;

3. Your application must be written in the Java-
Script language;

4. Your website must integrate a mashup;

5. The code submission must be complemented
with a readme file;

6. The readme file must have metadata: key-
words, a brief description, a unique identifier
of the author, a browser within which it was
tested (must be Chrome);

7. Your application must use one of the suggested
libraries: arbor.js, D3.Js, or sigmajs.

This sample challenge was shared with col-
leagues for review, including fellow librarians with
data science interests, faculty in health sciences
disciplines, and faculty with interest in open digital
innovation. Their feedback was used to help visua-
lize a challenge model.

Develop

After the needs assessment was conducted and a clear
idea of service objectives was defined, the librarian
used the BLAMM model to develop a plan for a new
health data-hacking service. A collaboration was
forged between the Libraries and the Research Center
for Open Digital Innovation, where a research team
had designed and tested a new hacking competition
design appropriate for beginner hackers called Iron-
Hacks, three-week competitions where each partici-
pant worked independently with integrated feedback
from technical and user experience experts (Bruns-
wicker et. al., 2017). A plan to collaborate to host a
healthcare hackathon began with a recruitment strat-
egy that encouraged the participation of novice devel-
opers and data scientists by providing pre-hackathon
training that would allow all participants to meet the
basic level of coding and data science skills needed to
actively participate in the hack. This provision of
introductory data literacy training to attract novice
developers and data scientists combined with a self-
paced hacking model that provided iterative feedback

formed the heart of the hackathon service’s diversity
commitment. The service, then, consisted of two inte-
grated parts:

1. pre-hakathon workshops that introduced the
data literacy competencies needed to compete
in a health data hacking challenge; and

2. hacking events with iterative feedback that
allowed participants to practice and execute
the data literacy competencies learned in the
workshops.

Pre-event training opportunities included a Data
Hacking Workshop Series that included research data
management workshops, an OpenRefine workshop
for cleaning and combining datasets, a Gephi work-
shop for data visualization, and Javascript training.
The workshops encouraged participants to research
and develop the methods, software, and tools needed
to analyze biomedical big data in advance of the hack-
ing challenge. Participants were recruited from a
range of backgrounds through campus and commu-
nity promotional activities — via campus activity fairs,
through student organizations, and via recruitment in
entry-level computer science and health sciences
courses. To encourage diverse participation, outreach
efforts were tailored to organizations like the regional
Clinical and Translational Science Institute (CTSI)
and campus cultural centers, as well as local civic
hacking organizations and makerspaces. A budget
was created and funding was sought, resulting in the
receipt of a National Institutes of Health (NIH) Big
Data to Knowledge (BD2K) Hackathon Award, for
which the Librarian was the primary investigator.

Deliver

After receiving the NIH BD2K Hackathon Award, the
proposed library hacking service was formally titled
the Biomedical Big Data Hacking for Civic Health
Awareness Project. To better meet the award require-
ments, the target audience for the hackathons was
expanded to include graduate students, faculty, staff,
local health professionals, and members of the public.
The BD2K Hackathon Award funded two projects —
Black Ironhack in Fall 2016 and the Libraries Health
Data Hackathon in Spring 2017. Black Ironhack was
co-hosted by the Libraries and the Research Center
for Open Digital Innovation and utilized a pre-
existing hackathon structure. The IronHacks model
is a 21-day, 4-stage self-directed hacking initiative
that allows hackers the time and flexibility to create
well-developed applications. At the end of each stage,
participants receive feedback from experts and future
app users. Black Ironhack asked participants to use
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open health and travel data to address health chal-

lenges, specifically to create a tracker for travelers

interested in evaluating their risk of virus exposure.

Participants were required to create a web application

and mashup (or combine) at least two open datasets.
Guidelines for the IronHacks are:

1. Submit at least one application at each of the 4
hacking phases.

2. Discuss general questions on the IronHack
forum only. Do not communicate solutions
with competitors or others.

3. Do not work in teams. IronHack is an individ-
ual competition.

4. The code you submit in the first phase does not
have to be a fully working application, it can
be a non-interactive prototype (even an
image).

5. You must be the originator of the code. Be
ethical!

The event timeline was as follows:

August—September 2016: Data Hacking Workshop
Series

September 14, 2016: IronHack Training Session

September 21-23, 2016: Self-Directed Hacking
Phase

September 24-26, 2016: Expert Evaluation Phase 1

September 27-29, 2016: Self-Directed Hacking
Phase 2

September 30—October 2, 2016: Evaluation
Phase 2

October 3-5, 2016: Self-Directed Hacking Phase 3

October 6-8, 2016: Evaluation Phase 3

October 9-11, 2016: Self-Directed Hacking
Phase 4

October 12-18, 2016: Evaluation Phase 4

October 19, 2016: Awards Ceremony and
Announcement of Final Winners.

There were 89 participants registered for the hacka-
thon and 43 participants attended at least one of the
pre-hackathon training sessions. In the first phase 36
projects were submitted, 13 submitted in the second
phases, nine submitted in the third phase, and six
projects were submitted for final review at the end
of the 21-day hackathon. Expert evaluations and feed-
back were based on usability, technological perfor-
mance, and user experience.

The Purdue University Libraries Health Data
Hackathon was a 2-day hackathon hosted by Purdue
University Libraries in Spring 2017. Participants were
asked to use open-source data to identify health trends
and opportunities, then work as a team to design an
app to track behavior and enhance communication

between consumers and health information sources.
Each team was assigned an early-career healthcare
professional to advise on current challenges related
to working with biomedical data. There were 25 par-
ticipants registered and 7 participants submitted final
projects, with the winning team including a nurse who
blended clinical experience, patient communication
knowledge, and computing expertise to develop a
pharmaceutical drug distribution app. The winning
project codes and presentations are available on
Github: https://github.com/anajaved/Heath-Data-
Hackathon https://github.com/will1397/Health-Data/
tree/master/HealthData App/app/src/main

Measure

In his discussion on learning from big health care
data, Schneeweiss (2014) identified navigating siloed
data and consistent lack of use of uniform data stan-
dards as two major obstacles for health professional’s
utilization of big health data. These are both issues in
which librarian expertise and instruction can be
instrumental. Though Schneeweiss focused specifi-
cally on data from electronic health records, these
issues are also reflected in open datasets from govern-
ment agencies and private organizations, propriertary
data in subscription databases, and NGO datasets.
Though the study findings for this service represent
a single site case study and are limited as such, both
issues identified by Schneeweiss emerged as the
most popularly reported challenge for hackathon
participants. Qualitative feedback from post-event
interviews with participants who submitted final
projects revealed the desire for further training in
data management, particularly data organization,
data collection, and data analysis. For example, one
winning participant expressed such concerns during
his post-event interview, recorded at the Black
IronHack awards ceremony: https://vimeo.com/
188211462. Participants also reported wanting to
improve the efficiency of their data collection and
data analysis practices with either pre-hackathon
training or a guided data management component
during the first day of hacking.

Participants noted a few logistical concerns. Down-
loading multiple large datasets caused the wi-fi to be
slower than expected during the first day of the
Libraries Health Data Hackathon, which was espe-
cially problematic and frustrating for hackers working
with a short timeline. And, a sponsor provided snacks
for the Libraries Health Data Hackathon, but partici-
pants reported that lunch, even just pizza or sand-
wiches, would have been more useful as they would
not have needed to break for lunch.
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Next steps

Instructors interested in communicating with, and
teaching for a diverse audience will discover that
applying a design-thinking approach to the creation
of instructional services is valuable for guiding their
development and for prototyping novel solutions to
problems. Launching services without a clear context
can disable the learning cycle, but instructors able to
present clear outcomes and objectives in relatable
culturally-sensitive and audience-specific ways, have
a greater capacity to launch sustainable services. For
this project, the goal was to create a service that
encouraged diverse participation in healthcare hacka-
thons by offering extracurricular data hacking chal-
lenges that health sciences students would participate
in. That goal was met with over a quarter of total
participants, 28%, being from a health sciences disci-
pline. Considering registrants for both hacks, 38%
were women and 46% were members of a racial
minority group. There was, however, a high rate of
attrition between the number of registrants and the
number of participants submitting final projects.
This was true for both hacks — Black IronHack began
with 89 participants registered and concluded with
only six final projects submitted, and the Health Data
Hackathon was capped at 25 registrants, with only
seven participants actually attending. However, all
attendees who participated on the first day of the
hackathon felt invested enough to return for the sec-
ond day. To improve retention rates, future action
will include research to better understand causes for
failure and rates of attrition in hackathons and sim-
ilar data challenges.

Both hackathons were extracurricular activities and
participant motivation was likely incentivized by the
prestige of participating in an NIH-sponsored hacka-
thon event and by the offering of monetary awards for
winners; however, funding for the Biomedical Big
Data Hacking for Civic Health Awareness Project was
limited. To sustain this Libraries hackathon service,
present and future action will include continued col-
laboration with the Research Center for Open Digital
Innovation, collaboration with the Health and Human
Sciences Office for Diversity and Inclusion, and the
continued pursuance of grant and award funding.
Since launching these hackathons, the librarian has
helped to launch a multidisciplinary undergraduate
learning community focused on critical data studies,
addressing the ethical and social aspects of big data.
This living and learning community offers a readily-
accessible pool of potential participants for health
data hacking challenges. The hackathon service will
continue although its name will likely change.

Relatedly, healthcare hackathons introduce the
opportunity to explore issues related to critical data
studies. Specifically addressing questions regarding
who collects biomedical data; where does biomedical
data come from; what challenges are associated with
combining, formatting, storing and analyzing big bio-
medical data from different systems; and who con-
trols and owns biomedical data. Also, what privacy
concerns need to be addressed by health professionals
using data from patient health records and hospital
information systems?

Conclusion

This study revealed that health sciences students
are interested in working with big data, but do not
always have the coding expertise to compete in
hackathon competitions. Results from the initial
needs assessment at the beginning of the service
design project suggest that there are students inter-
ested in learning to manage data, but not particularly
interested in learning a programming language.
Future action might include expanding services to
include data-related challenges that do not require
coding, such as datathons, humanitarian mapping
events, ideation challenges, case competitions, and
policy challenge competitions.

To improve attrition rates, future action might
include either integrating a hackathon model, like
IronHacks or a similar approach, into existing health
sciences courses or creating a hackathon-based course
for upper-level health sciences undergraduates to pro-
vide health sciences students with experience wran-
gling big data and with a tangible deliverable they can
share with potential employers.

When asked in post-event conversations, partici-
pants consistently reported either finding or format-
ting data as the most difficult challenge. Addressing
this issue ahead of or during hackathons might pro-
vide an additional means to reduce attrition rates. This
also provides librarians, even those uninterested in
hosting hackathons, the opportunity to offer data man-
agement training in various forms. These might
include hosting a data management workshop series
prior to hackathons, hosting pre-hackathon training
that focuses on data management practices, and
librarian involvement in data-centric health sciences
courses or labs as data management experts.
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Transformer des vies : combattre I’inégalité face a
la santé numérique

Bob Gann
IFLA, 45-3, 187-198
Résumé :

Pour tous ceux qui sont connectés, la santé numérique
est une véritable révolution qui permet aux patients de
devenir autonomes. Cependant, la moitié de la popu-
lation mondiale n’a pas acces a internet. Et ce sont
justement ceux qui sont les moins susceptibles d’avoir
acces a internet qui sont les plus touchés par les pro-
blémes de santé. Comme I’information concernant la
santé et la maladie sont de plus en plus (et souvent
exclusivement) disponibles sous forme numérique,
nous devons faire face a un nouveau défi sanitaire —
I’inégalité face a la santé numérique.

Ce sont les bibliothécaires qui sont les mieux placées
pour atteindre ces populations difficiles d’accés. Dans
la déclaration pour la maitrise du numérique (2017),
I’IFLA reconnait qu’en dehors de sa mission d’assis-
tance aux utilisateurs pour leur permettre d’obtenir et
de mettre en ceuvre I’information nécessaire a leur
développement personnel et a celui de leur commu-
nauté, ’insertion numérique est une composante
essentielle du métier de bibliothécaire.

Les interventions en faveur de I’insertion numérique cib-
lent la connectivité, et transforment des vies. Cet article
porte sur les initiatives en faveur de la lutte contre 1’ex-
clusion numérique en Angleterre et au Pays de Galles.

Towards new ways of assessing the impact of local
medical journals: a proposal and call for change

Vers de nouveaux outils de mesure de I’impact des
journaux médicaux au niveau local : une
proposition et un appel au changement

Christine Wamunyima Kanyengo, Mercy Wamu-
nyima Monde, Akakandelwa Akakandelwa

IFLA, 45-3, 199-206
Résumé :

La pertinence des résultats de recherche pour la com-
munauté locale est un facteur essentiel dans le chan-
gement des pratiques. La pertinence des recherches
doit étre définie au moyen d’outils de mesure relevant
I’impact des connaissances issues de cette recherche
sur la société. Cet article, basé¢ sur une analyse

bibliographique et sur des résultats préliminaires de
recherche, milite en faveur d’une mesure de I’impact
des recherches qui prendrait en compte le contexte
local pour I’évaluation de la pertinence d’un article
de journal ou de tout autre résultat de recherche. Il
conclut qu’un journal devrait aller au-dela des outils
de mesure traditionnels d’analyse des citations et de la
bibliométrie pour mesurer I’impact de ces recherches.

Bien que la standardisation des outils de mesure soit
importante, il est tout aussi important d’encourager
les communautés locales a opter pour des outils de
mesure des résultats de recherche qui correspondent a
leurs besoins. Les moyens proposés pour mesurer
I’impact des recherches sont les suivants: a) les chan-
gements dans la politique de santé publique, b) I’effet
sur les directives thérapeutiques locales, c) I’effet sur
la gestion des dossiers, d) leur utilisation dans le cadre
de la formation professionnelle continue, et e) I’im-
pact sur la production locale des savoirs.

Health information literacy awareness and
capacity building: A call to action

La vigilance vis-a-vis de la maitrise de
I’information médicale et le développement des
compétences : un appel a ’action

Terri Ottosen, Nandita S. Mani, Megan N. Fratta
IFLA, 45-3, 207-215
Résumé :

L’information médicale occupe une place de plus en
plus grande dans I’écosysteme complexe d’informa-
tion de nos jours, tant sur le plan national qu’interna-
tional. Dans le monde entier, que les gens vivent dans
des sociétés ou I’information est « riche » ou « pauvre
», le role de notre profession est vital. Dans les pays
développés, 1’ubiquité de I’information médicale
créée une abondance de contenus accessibles a tous
et en méme temps une confusion quant a la fiabilité et
a I’utilité de ces informations, ainsi que la question de
la pertinence de la production de cette information.
Dans les pays en voie de développement, le contenu
peut étre non-existant, culturellement inapproprié ou
inaccessible du fait de la langue ou d’autres freins.
Pour atténuer cette crise de maitrise de 1’information
sur la sante a laquelle nous sommes confrontés, nous
devons collaborer et proposer des réponses aux défis
soulevés par la complexité de I’information médicale.
Les bibliothécaires et les professionnels de 1’informa-
tion peuvent et doivent jouer un réle important dans
I’amélioration de la connaissance médicale au sein de
leurs communautés. Cet article s’appuie sur des
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efforts internationaux pour améliorer la santé, aussi
bien dans les secteurs ou I’information est « pauvre
» que dans ceux ou elle est « riche », dont des travaux
présentés au cours des Séances Publiques sur la Santé
et les Biosciences (Health & Biosciences Open Ses-
sions) du Congres Mondial des Bibliotheques et de
I’Information (WLIC, World Library & Information
Congress) de I'IFLA. L article aborde la connaissance
médicale aux USA et dans d’autres économies dével-
oppées, et détaille le travail innovant effectué a 1’Uni-
versité de Caroline du Nord a Chapel Hill (UNC).
Dans cette université, la Bibliothéque des Sciences
Meédicales (Health Sciences Library, HSL) qui fait
partie des Bibliothéques Universitaires, a intensifié
ses efforts autour de la connaissance médicale dans
les communautés locales et dans tout 1’état. Cet article
donne des exemples de partenariats regroupant plu-
sieurs circonscriptions autour de la connaissance méd-
icale, et présente des opportunités a venir pour qu’elle
grandisse et soit mieux ancrée.

The importance of public libraries in health
literacy: A case study for diabetic patients

L’importance des bibliothéques publiques dans la
connaissance médicale : une étude de cas chez les
diabétiques

Hamed Pirialam, Maryam Kazerani,
Maryam Shekofteh, Zahra Razzaghi

IFLA, 45-3, 216-223
Résumé :

Contexte de I’étude : Les bibliothéques publiques peu-
vent jouer un role majeur dans I’amélioration de la con-
naissance médicale de leurs clients en proposant des
services dédiés. La connaissance médicale est la capacité
des individus a améliorer leur capacité a trouver, com-
prendre et appliquer des informations dédiées pour leur
permettre de préserver et d’améliorer leur santé. Les
personnes qui ne disposent pas d’une connaissance méd-
icale satisfaisante adoptent moins de comportements
préventifs pour leur santé. Le diabéte est considéré
comme ¢tant I’'une des maladies les plus courantes dans
les pays en voie de développement. Disposer d’une
information adéquate peut avoir un effet significatif sur
la bonne prise en charge de la maladie et la mise en place
de soins personnels. Eduquer les patients diabétiques
grace aux bibliothéques publiques peut améliorer la dis-
sémination de I’information médicale.

Objectif : L’objectif de cette étude est d’évaluer ’effet de
I’éducation sur le niveau de connaissance médicale des
patients diabétiques fréquentant la Bibliothéque

Culturelle d’Andisheh, et d’évaluer la relation entre le
niveau de connaissance médicale, I’age et le sexe des
patients.

Meéthodologie : Cette étude est effectuée de manicre
quasi-expérimentale avec des pré-tests et des post-
tests. La population étudiée comprend 48 patients
diabétiques fréquentant la bibliothéque publique.
L’outil de recherche est un questionnaire national de
connaissance sur la santé pour les adultes en Iran. Ce
questionnaire est constitué¢ de 33 questions couvrant 5
domaines différents: 1- L’accessibilité (6 questions) 2-
Compréhension écrite (4 questions) 3- Compréhen-
sion de I’information (7 questions) 4- Evaluation (4
questions) 5- Prise de décision (12 questions). L’in-
tervention éducative a ét¢ fournie de maniere directe
et indirecte aux sujets. Le logiciel SPSS21 a été utilisé
pour I’analyse des données.

Résultats: Les résultats ont révélé ce qui suit:

e 14,5% des individus disposait d’un acces max-
imal aux informations nécessaires en termes
d’accessibilité.

e En ce qui concerne la compréhension écrite,
20% des individus disposait des compétences
maximales requises pour lire les sources
d’information.

e Concernant la compréhension de I’information,
27% des individus disposait de la compréhension
maximale de 1’information dont ils avaient
besoin.

e Pour ce qui est de 1’évaluation, I’évaluation de
I’information dont ils avaient besoin était totale-
ment satisfaisante pour 13,5% des individus.

e Entermes de prise de décision, 24,5% des indivi-
dus avaient pris des décisions déterminantes con-
cernant les informations qu’ils avaient recherché.

La connaissance moyenne sur la santé des patients
diabétiques avant et apres I’intervention éducative a
changé de maniére significative. De plus, aucune rela-
tion significative n’a été trouvée entre le niveau de
connaissance médicale et 1’dge des patients diabé-
tiques fréquentant la Bibliothéeque Culturelle d’An-
disheh avant et aprés l’intervention éducative
(r<0.05). Le niveau de connaissance médicale des
patients diabétiques a progressé a la fois chez les
hommes et les femmes aprés 1’intervention éducative.
Conclusions: Comme I’une des missions des bibliothe-
ques publiques consiste en I’enseignement des citoyens,
I"utilisation de capacités éducatives au sein des bibliothe-
ques publiques dans le domaine de la santé peut améli-
orer le niveau de santé de la communauté.
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Health information services: Engaging women in
cervical cancer screening awareness in Nigeria

Service d’information santé : encourager les
femmes au dépistage du cancer du col de I’utérus
au Nigéria

Ngozi P. Osuchukwu, Ngozi B. Ukachi

IFLA, 45-3, 224-232

Résumé :

Une femme meurt du cancer du col de 1’utérus toutes
les deux minutes dans le monde. Au Nigéria, c’est la
seconde cause de mortalité due au cancer qui peut étre
évitée grace a I’accés a I’information médicale. Cette
étude porte sur la prise de conscience du cancer du col
de I'utérus, son dépistage, ses origines, ses caractér-
istiques et les facteurs empéchant le dépistage. Les
données furent réunies et analysées au moyen de «
méthodes de recherche variées » - questionnaires,
entretiens, observations et débats. Pour le dépistage,
on a utilis¢ I’Inspection Visuelle a I’Acide Acétique
(IVA). Deux bibliothécaires, deux médecins, un phar-
macien et un scientifique de laboratoire ont collaboré a
I’étude. Le dépistage a été effectué sur 90 femmes dans
un cadre inhabituel: une librairie numérique et une
cathédrale. Il s’est avéré que 90% des femmes n’avai-
ent jamais effectué¢ de dépistage. Par conséquent, si les
femmes ne sont pas sensibilisées au cancer du col de
I’utérus, il est possible qu’elles ne se feront jamais
dépister et qu’on enregistrera une augmentation du
nombre de déces. La conclusion de ’article comprend
des recommandations et un appel a ’action pour tout le
monde, et en particulier pour les bibliothécaires.

Advancing scholarly publishing through open
access biomedical repositories: a knowledge
management perspective

Améliorer la publication académique grace aux
dépots biomédicaux en acces libre : une
perspective de gestion des savoirs

Lisa M Kruesi, Kerry J Tanner, Frada V Burstein
IFLA, 45-3, 233-245
Résumé :

La publication académique a subi des changements
majeurs ces cing derniéres années. Des mandats pro-
posés par des bailleurs de fonds et des déclarations
d’organisation obligatoires sont des signes

annonciateurs de la création d’un libre acceés aux
dépots numériques telles que les dépots institutionnels
et disciplinaires. Cette ¢tude s’appuie sur la base de
données bibliographique PubMed Central (PMC)
Américain et le PMC Européen, également connue
sous 1’appellation PMC International, qui devient un
modele et une source d’informations pour concevoir
la création d’un dépot numérique biomédical en acces
libre en Australasie. PMC International est un leader
dans le domaine des citations et des résultats de
recherche, avec des liens vers des données de recherche,
afin qu’ils soient Trouvables, Accessibles, Interopér-
ables et Réutilisables (FAIR pour Findable, Accessible,
Interoprable and Reusable). Etant donné que les dépots
se développement maintenant depuis pres de deux
décennies, cet article ¢tudie la possibilité de créer un
dépot numérique biomédical en acces libre en Australa-
sie et explore les opportunités pour la création de dépots
numériques biomédicaux en acces libre.

The Role of the University Library in Creating
Inclusive Healthcare Hackathons: A Case Study
with Design Thinking Processes.

Le role des Bibliothéques Universitaires dans la
Création de Hackatons Inclusifs sur la Santé : Une
Etude de Cas utilisant le processus du « Design
Thinking »

Bethany McGowan
IFLA, 45-3, 246-253
Résumé :

Les bibliothécaires peuvent utiliser le « Design Think-
ing », une synthése entre la pensée analytique et la
pensée intuitive, pour développer des matériels éduca-
tifs, de nouveaux produits et services et pour prototy-
per des solutions innovantes aux problemes. Cet article
explore le réle du “DesignThinking ” dans 1’enseigne-
ment et ’apprentissage en utilisant le modéle BLAAM
(Blended Librarians Adapted Addie Model), et illustre
le fait que des démarches d’apprentissage bien congues
peuvent étre utilisées pour créer des environnements
d’apprentissage inclusifs. Il présente une étude de cas
montrant comment un bibliothécaire universitaire en
sciences médicales a utilisé un processus de « Design
Thinking » pour créer un service de formation a la
maitrise des données médicales qui favorise une par-
ticipation diversifiée a des hackatons sur la santé.
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Zusammenfassung

Transforming lives: combating digital health
inequality (Lebensverindernd: Bekdmpfung der
Ungleichheit bei E-Health)

Bob Gann

IFLA-Journal, 45-3, 187-198
Abstrakt:

Fiir alle, die digital vernetzt sind, ist die digitale
Gesundheitsrevolution eine grole Chance fiir das
Patienten-Empowerment. Wéahrend jedoch noch
immer die Hélfte der Weltbevolkerung nicht online
ist, kdmpfen gerade diejenigen, die kaum Chancen
auf einen Internetanschluss haben, mit den grof3ten
Gesundheitsproblemen. Da Informationen iiber
Gesundheit und Erkrankungen immer mehr (und oft
sogar ausschlieBlich) in digitaler Form verfligbar sind,
stehen wir vor einer neuen Herausforderung im
Gesundheitswesen, einer Ungleichheit im Bereich der
digitalen Gesundheit.

Bibliotheken sind der ideale Ort, um den am schwer-
sten erreichbaren Bevdlkerungsgruppen doch
Zugang zu E-Health-Angeboten zu verschaffen. Das
Statement on digital literacy (2017) von IFLA
erkennt, dass im Rahmen der Mission von Bibliothe-
ken, ihre Nutzer beim Zugang und der Anwendung
der Informationen zu unterstiitzen, die sie zur per-
sonlichen Entwicklung und zur Entwicklung ihrer
Gemeinschaft bendtigen, die digitale Inklusion einen
wichtigen Teil des Aufgabenfelds von Bibliotheka-
ren darstellt.

Erfolgreiche Interventionen zur Verbesserung der
digitalen Inklusion sind die gezielte Zielgruppenan-
sprache und Verbindung und die Verdnderung von
Leben. Dieser Artikel befasst sich schwerpunktméafig
mit Initiativen zur Bekdmpfung der digitalen Exklu-
sion in England und Wales.

Towards new ways of assessing the impact of local
medical journals: a proposal and call for change
(Neue Wege zur Messung des Einflusses lokaler
medizinischer Fachzeitschriften: Vorschlag und
Aufruf zur Verinderung)

Christine Wamunyima Kanyengo, Mercy Wamu-
nyima Monde, Akakandelwa Akakandelwa

IFLA-Journal, 45-3, 199-206
Abstrakt:

Die Relevanz von Forschungsoutput fiir die lokale
Gemeinschaftist ein kritischer Faktor fiir Verdnderungen

der Praxis. Die Forschungsrelevanz lasst sich mithilfe
von Messungen ermitteln, die belegen, dass die durch
die Forschung gewonnenen Erkenntnisse etwas fiir die
Gesellschaft bewirkt haben. Diese auf Literatur-
forschung und vorldufigen Forschungsergebnissen
basierende Arbeit plddiert fiir Messungen zum
Einfluss von Forschungsergebnissen, und zwar unter
Berticksichtigung des lokalen Kontexts wobei bei der
Bewertung der Relevanz eines Zeitschriftenartikels
oder von Forschungsoutput. Fazit ist, dass eine Fach-
zeitschrift iiber die herkdmmlichen Messungskriterien
der Zitationsanalyse und Bibliometrik allein als Mes-
sung des Einflusses von Forschungsergebnissen
hinausgehen sollte.

Auch wenn eine Standardisierung von Messungen
wichtig ist, so sollten doch lokale Gemeinschaften
dazu ermutigt werden, Messungen von Forschungser-
gebnissen zu wihlen, die eine Bedeutung fiir sie
haben. Zur Messung des Einflusses von Forschung-
sergebnissen werden folgende Verfahren vorgeschla-
gen: a) Verdnderung der Vorgehensweise im
Gesundheitssektor, b) Einfluss auf lokale Richtlinien
im Gesundheitssektor, ¢) Einfluss auf das Case Man-
agement, d) Einbindung in die kontinuierliche profes-
sionelle Weiterentwicklung, und e) Auswirkungen auf
die lokale Wissensproduktion.

Health information literacy awareness and
capacity building: A call to action (Aufbau von
Gesundheitskompetenz und -kapazitit: Aufruf
zum Handeln)

Terri Ottosen, Nandita S. Mani, Megan N. Fratta
IFLA-Journal, 45-3, 207-215
Abstrakt:

Informationskompetenz im Bereich Gesundheit
wird in dem heutigen komplexen Informations-
Okosystem auf nationaler und weltweiter Ebene immer
wichtiger. Die Rolle unseres Berufsstands weltweit, ob
in ,,informationsreichen oder ,,informationsarmen”
Gesellschaften, ist dabei von grofer Bedeutung. In der
entwickelten Welt liefern die iiberall verfiigbaren
Gesundheitsinformationen einen reichen Schatz an
Informationen, auf den die Nutzer zugreifen kénnen.
Gleichzeitig aber fiihrt diese uniibersichtliche Datenflut
zu Fragen dariiber, welche Informationen zuverléssig
sind, wie sie zu nutzen und ob diese Informationen
aussagekriftig sind. In Entwicklungslédndern sind
solche Inhalte entweder nicht vorhanden oder koénnen
kulturbedingt unangemessen oder aufgrund von
Sprach- und sonstigen Barrieren unzuginglich sein.
Um die Folgen dieser Gesundheitsdatenkrise, in der
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wir uns gerade befinden, zu mildern, miissen wir
zusammenarbeiten und uns den Herausforderungen
stellen, welche die Komplexitit der Gesundheitsinfor-
mationen uns aufgeben. Bibliothekare und Informa-
tionsexperten konnen und miissen in ihrem
jeweiligen Umfeld eine wichtige Rolle bei der Verbes-
serung der Gesundheitskompetenz spielen. Diese
Arbeit befasst sich mit den internationalen Anstrengun-
gen zur Verbesserung der Gesundheit in ,,information-
sarmen und ,,informationsreichen” Umgebungen,
unter anderem mit Arbeiten, die bei den Health &
Biosciences Open Sessions auf dem IFLA-WLIC-
Weltkongress (World Library & Information Con-
gress) présentiert wurden. Diskutiert wird die
Gesundheitskompetenz in den USA und anderen
Industriestaaten, und es werden innovative Arbeiten
der University of North Carolina in Chapel Hill
(UNC) detailliert betrachtet, wo sich die zur dortigen
Universitétsbibliothek gehorende Health Sciences
Library (HSL) intensiv fiir die Gesundheitskompe-
tenz vor Ort und im gesamten Bundesstaat einsetzt.
Die Arbeit liefert Beispiele fiir Partnerschaften mit
mehreren Kreisen zur Gesundheitskompetenz und
diskutiert kiinftige Moglichkeiten fiir Wachstum und
Engagement.

The importance of public libraries in health
literacy: A case study for diabetic patients (Die
Bedeutung offentlicher Bibliotheken fiir die
Gesundheitskompetenz: Eine Fallstudie fiir
Diabetespatienten)

Hamed Pirialam, Maryam Kazerani, Maryam Shekof-
teh, Zahra Razzaghi

IFLA-Journal, 45-3, 216-223
Abstrakt:

Hintergrund der Studie: Offentliche Bibliotheken
konnen durch ein spezielles Dienstleistungsangebot
eine bedeutsame Rolle bei der Verbesserung der
Gesundheitskompetenz ihrer Nutzer bieten. Unter
Gesundheitskompetenz wird die Mdglichkeit von Per-
sonen verstanden, Informationen zu finden, zu verstehen
und sie zu nutzen, um ihre Gesundheit zu erhalten und zu
verbessern. Menschen mit unzureichender Gesundheits-
kompetenz weisen weniger Praventionsverhalten in
Bezug aufihre Gesundheit auf. Diabetes gilt als eine der
hiufigsten Erkrankungen in Entwicklungslédndern. Der
Zugang zu notwendigen und addquaten Informationen
kann signifikante Auswirkungen auf einen angemesse-
nen Umgang mit der Erkrankung und auf die Selbstp-
flege haben. Durch die Schulung von Diabetespatienten

mithilfe von Bibliotheken kann sich die Verbreitung von
Gesundheitsinformationen verbessern.

Aufgabe: Die Aufgabe dieser Studie bestand darin,
die Auswirkungen von Schulung im Bereich der
Gesundheitskompetenz auf Diabetespatienten an der
Andisheh Cultural Library und das Verhéltnis von
Gesundheitskompetenzlevel, Alter und Geschlecht
der Patienten zu bewerten.

Studiendesign: Es handelte sich um eine quasi-
experimentelle Studie mit Vortest und Nachtest. Die
Studienpopulation bestand aus 48 Diabetespatienten
bezogen auf die Bibliothek. Das Studieninstrument
war einer nationalisierter Fragebogen zur Gesund-
heitskompetenz von Erwachsenen im Iran. Der
Fragebogen beinhaltete 33 Fragen zu 5 Themen: 1-
Zuginglichkeit (6 Fragen) 2- Lesekompetenz (4
Fragen) 3- Verstindnis (7 Fragen) 4- Bewertung (4
Fragen) und 5- Entscheidungsfindung (12 Fragen).
Die Schulung wurde den Studienteilnehmern direkt
und indirekt geboten. Zur Datenanalyse wurde die
Software SPSS21 verwendet.

Ergebnisse: Die Ergebnisse zeigten, dass:

e 14,5% der Befragten in Bezug auf die Zugén-
glichkeit maximalen Zugang zu den notwendi-
gen Informationen hatte.

e Bei der Lesekompetenz verfiigten 20% der
Befragten iiber die maximalen Fertigkeiten
zum Lesen der Informationsquellen.

e 27% der Befragten verfiigten im Bereich Ver-
stindnis iiber die maximalen Féhigkeiten, die
benoétigten Informationen auch zu verstehen.

e In Bezug auf die Bewertung konnten 13,5% der
Befragten die bendtigten Informationen auch
korrekt und vollstindig bewerten.

o 24.5% der Befragten traf wichtige Entschei-
dungen {iber ihre Informationsbediirfnisse.

Im Schnitt wies die Gesundheitskompetenz der

Diabetespatienten vor und nach der Schulung einen
signifikanten Unterschied auf. Zwischen dem
Gesundheitskompetenzlevel und dem Alter der Dia-
betespatienten der Andisheh Cultural Library zeigte
sich vor und nach der Schulung kein signifikanter
Unterschied (r <0.05). Sowohl bei Méannern als auch
bei Frauen stieg der Gesundheitskompetenzlevel nach
der Schulung.
Schlussfolgerung: Im Zuge einer der Aufgaben 6ffen-
tlicher Bibliotheken zur Fortbildung von Biirgern
kann der Einsatz von Schulungsinstrumenten zu
Gesundheitsfragen in Bibliotheken die Gesundheit
der Biirger vor Ort verbessern.
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Health information services: Engaging women in
cervical cancer screening awareness in Nigeria
(Gesundheitsinformationsdienste:
Bewusstmachung bei Frauen der Wichtigkeit
von Vorsorgeuntersuchungen fiir
Gebirmutterhalskrebs in Nigeria)

Ngozi P. Osuchukwu, Ngozi B. Ukachi
IFLA-Journal, 45-3, 224-232
Abstrakt:

Alle zwei Minuten stirbt irgendwo in der Welt eine
Frau an Gebarmutterhalskrebs. In Nigeria ist dies die
zweittodlichste Krebsart. Mit Zugang zu Gesundheit-
sinformationen wire dies allerdings vermeidbar. Im
Rahmen dieser Studie wurde das Bewusstsein von
Frauen fiir Gebarmutterhalskrebs sowie Vorsorgesta-
tus, Quellen, Disposition und Faktoren zu deren
Beseitigung durch Vorsorgeuntersuchungen analy-
siert. Zur Sammlung und Analyse von Daten wurden
mehrere Forschungsmethoden eingesetzt, ndmlich
Fragebdgen, Interviews, Beobachtung und Gespréche.
Die Vorsorgeuntersuchung wurde mithilfe der visuel-
len Inspektion mit Essigsdure (VIA) durchgefiihrt.
Das Studienteam bestand aus zwei Bibliothekaren,
zwei Arzten, einem Apotheker und einem Laborwis-
senschaftler. In einem uniiblichen Umfeld, ndmlich
einer E-Bibliothek und einer Kathedrale, wurden 90
Frauen gescreent. Dabei stellte sich heraus, dass dies
fiir 90% der Frauen das erste Screening war. Werden
Frauen nicht fiir Gebarmutterhalskrebs sensibilisiert,
erhalten sie womdglich niemals eine Vorsorgeuntersu-
chung, was zu mehr Todesfallen fiihrt. Der Artikel
schlieft mit Empfehlungen und einem Aufruf zum
Handeln fiir alle, insbesondere Bibliothekare.

Advancing scholarly publishing through open
access biomedical repositories: a knowledge
management perspective (Forderung
wissenschaftlicher Publikationen mittels
biomedizinischer Open-Access-Repositorien: eine
Wissensmanagementstrategie)

Lisa M Kruesi, Kerry J Tanner, Frada V Burstein
IFLA-Journal, 45-3, 233-245
Abstrakt:

In den vergangenen flinfzig Jahren hat sich die Art
der wissenschaftlichen Publikation umfassend

verdndert. Verpflichtungen in Bezug auf Auftrige
von Geldgebern und organisationale Berichterstat-
tung haben die Schaffung von Open-Access-
Repositorien begiinstigt, beispielsweise institutio-
nelle und disziplindre Repositorien. Diese Studie
stiitzt sich auf die Datenbanken US PubMed Central
(PMC) und Europe PMC, auch als PMC Interna-
tional bezeichnet, als Rollenmodell zur Forderung
des Konzepts und der Chance fiir ein biomedizi-
nisches Open-Access-Repositorium fiir ganz Austra-
lasien. PMC International ist fiihrend fiir Zitationen
und Forschungsoutput, die mit Forschungsdaten
nach dem FAIR-Prinzip (Findable, Accessible, Inter-
operable and Reusable) verkniipft sind. Nachdem
Repositorien inzwischen auf fast zwanzig Jahre
Entwicklung zuriickblicken konnen, stellt dieser
Artikel das Potenzial fiir ein biomedizinisches
Open-Access-Repositorium fiir Australasien dar und
untersucht die Moglichkeiten fiir kiinftige biomedi-
zinische Open-Access-Repositorien.

The Role of the University Library in Creating
Inclusive Healthcare Hackathons: A Case Study
with Design Thinking Processes (Die Rolle der
Universititsbibliothek bei der Schaffung
inklusiver Gesundheits-Hackathons: Eine
Fallstudie mit Design Thinking Prozessen)

Bethany McGowan
IFLA-Journal, 45-3, 246-253
Abstrakt:

Bibliothekare konnen Design-Thinking-Methoden bei
der Entwicklung von Schulungsmaterial, der
Entwicklung neuer Produkte und Dienstleistungen
sowie bei der Musterentwicklung neuer Ldsungen
anwenden. In diesem Artikel wird die Rolle des
Design Thinking beim Lehren und Lernen mithilfe
des Blended Librarians Adapted Addie Model
(BLAAM) untersucht. AuBerdem wird illustriert, wie
gut gestaltete Lernansitze zur Schaffung inklusiver
Lernumgebungen eingesetzt werden kdnnen. Der
Artikel enthilt eine Fallstudie, in der demonstriert
wird, wie ein Bibliothekar einer medizinischen Fakul-
titsbibliothek einen Design-Thinking-Prozess zur
Erstellung einer Anleitung fiir Gesundheitskompetenz
genutzt hat, die eine breitgeficherte Teilnahme an
Gesundheits-Hackathons fordert.
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AHHoOTauumA

Transforming lives: combating digital health
inequality

IIpeoOpa3ys ku3Hb: 60psda ¢ HUPPOBBLIM
HEPaBEHCTBOM B 00JIaCTH 3/PaBOOXpPaHeHHUsI

Bo06 I'aa
IFLA Journal, 45-3, 187-198
AHHOTAINA:

TeMm, KTO CBsI3aH IOCPEICTBOM HU(PPOBBIX TEXHOJO-
ruii, nudposas pepomonus B chepe 3apaBooXpaHe-
HUSI OTKPBIBACT KOJIOCCAJILHBIC TICPCIICKTUBBI B IIJIAHE
pacupeHusi BO3MOKHOCTEH st manueHToB. OIHaKo
MOJIOBUHA HACEJICHUs IJIAHETHI HE TOJKIIOUCHA K
uppoBeIM ceTsiM. VIMEHHO Ha JIOIO TeX, KTO UMEET
HAaWMEHBIIINE MIAHCHI BBIATH B PEXHUM OHIANH,
JIOKUTCST HAHOOJIBIIIAs Harpy3ka, BbI3BaHHas MpoOie-
MaMHU cO 3/0poBbeM. ITockoybKy HHpOpPMALHS O
BOITPOCAX 37I0POBBS M O 3a00JEBAHUSIX JIOCTYIHA BCE
B OoIbiieM 00beMe (a 3a9acTyro - HCKIFOUYUTEIHHO) B
muQpoBoii Gopme, mepe HaAMH BCTACT HOBas MPO-
O1eMa OOIIIECTBEHHOTO 3PaBOOXPAHEHUS - ITUPPOBOE
HEPaBEHCTBO B 00JACTH 37]PaBOOX PAHEHHSI.

bubnmmoTekn WMEOT HIeaTbHOE PACIIONIOKEHHE C
TOYKH 3PEHUS BO3JCHCTBHSI HAa T€ TPYIIIBI HACEICHHUS,
KOTOPBIX OCOOEHHO TSDKENO NOoCTUYh. B 3assnenuu
UDJIA o yugposou epamomnocmu (2017) npu-
3HAETCsI, YTO B CBSA3U C TEM, YTO MHUCCHUS OUOIHOTEK
3aKJI0YaeTcsd B OKa3aHUM IIOMOIIM BCEM CBOUM
MTOJTE30BATEIISIM B JIOCTYTIE K ¥ B IPUMEHEHUU HHOP-
MaIii, KOTopas HeoOXoauMma IS JTMYHOTO W OoOIIIe-
CTBCHHOTO pa3BUTHUsI, PaCIIUPEHUE BHEIAPCHUS
U(POBBIX TEXHOJOTHH SBIICTCS BKHBIM aCIIEKTOM
OMOIMOTEYHON IESATENHLHOCTH.

VYenemnbele MEpONPUATHS B OOJIACTH PACIIUPCHHUS
BHEIPEHMsI LUPPOBBIX TEXHOJOTUH BKIIOYAIOT B ceOs
HesieHarnpaBieHHble IeHCTBUS 10 U(QPOBOMY COEIH-
HEHHMIO M MpeoOpa3oBaHuUIO ku3HeH. B Hacrosmen
CTaThe PAacCKa3bIBAETCs O Mporpammax OOpbOBI
OTCYTCTBHEM JIOCTYyIa K LHU(PPOBBIM TEXHOJOTHUSIM B
AHMMH 1 Yansce.

Towards new ways of assessing the impact of local
medical journals: a proposal and call for change

Hy IIYTH K HOBBIM M€TOJAaM OUECHKHU BJIUAHHUSIA
JIOKAJIBHBIX MECAUIUHCKUX KYPHAJIOB:
NPEATOKEHUE U NMPU3BIB K IMIEPEMEHAM

Kpuctun Bamynsuma Kanbenro, Mepcu Bamynbnma
MoHze, AkakaHjielnBa AKakaHIeIBa

IFLA Journal, 45-3, 199-206
AHHOTAINA:

[IprMeHUMOCTD pe3yJIbTaTOB UCCIEAOBAHUM B paMKax
MECTHOTO COOOIIECTBAa HMEET KPUTHIECKOS 3HAUCHUE
JUISS U3MEHEHHUS JeWCTBYIomed npakTtuku. s
OTICHKH TPUMEHUMOCTH PE3yJIbTaTOB HCCIICTOBAHMI
HEOOXOUMO HCITIOJIb30BaTh TaKUE METOIBI H3Mepe-
HUS, KOTOPBHIC NEMOHCTPHUPYIOT, YTO 3HAHUS, TOJY-
YEHHbIE B pe3yJbTaTe MCCIEAOBaHMA, OKa3aJlu
BIIMsTHUE Ha oOmiecTBo. JlanHas paboTa, OCHOBaHHAS
Ha 0030pe JUTepaTyphl U MPEIBAPUTEITBHBIX PE3yilhb-
TaTax HCCICMOBAHUM, MPU3BIBAET K HCIOIH30BAHHUIO
TaKuX METOJIOB M3MEPCHUS BIUSHUS IIPOBOIUMOTO
HCCIEOBaHUS, B PaMKaX KOTOPBIX yUUTHIBACTCS
MECTHasI CIIeIU(UKA, IS OICHKH aKTyaJlbHOCTH
CTaThd B HAYYHOM JKypHAJle WU Jlake (aKTHUSCKU
M000T0 pesyapTara UcCienoBaHul. BwiBomI 3aKiio-
94aeTcs B TOM, UTO JKYpPHAIy CIIEAYET BBIMTH 32 PAMKH
TPaJAULIMOHHBIX METONUK M3MEPEHUSI HA OCHOBE aHa-
JU3a [UTHPOBAaHUS W OMONMOMETPUU BOOOINE Kak
METOJa OICHKHU BIIMSHUS HCCIICIOBAHUI.

U XoTs craHgapTH3alysi METOIOB OLIEHKH UMeeT 00IIb-
[Ioe 3Ha4€HHE, ellle OJHUM BaXKHBIM (DAKTOPOM SIBII-
seTcs MOTHBAIMsl MECTHBIX COOOLIECTB /Uil BBIOOpa
TE€X METOIOB OIICHKH PE3yNbTaTOB HCCIEIOBaHUI,
KOTOpbIE UMEIOT 3Ha4eHHe MMEeHHO [yt HuX. [Ipemna-
raeTcst UCIOJIb30BaTh TAKUE CIIOCOOBI OLICHKH BITMSTHHS
PE3yNBTaTOB MCCICIOBAHHUHN, KaK: a) M3MEHEHHE IOJHU-
TUKU B cepe 3IpaBOOXpaHEHUs, b) BIUSHHE Ha
JIOKaJbHbIE MHCTPYKIUH B 00JaCTH MEIUIIMHCKOTO
00CITy>)KMBaHusl, C) BIMSHUE HA MHAMBU/IyalIbHOE BeJie-
HHe KiMeHTa, d) NCIoNIb30BaHNe B paMKax HelpepbIB-
HOTO IPO(eCCHOHAIBHOTO PAa3BUTHS U €) BO3/ICHCTBHE
Ha (OPMUPOBAHHE MECTHBIX 3HAHHH.

Health information literacy awareness and
capacity building: A call to action

IIpocBemenue U pa3BuTHE NOTEHIUATIA B 00J1aCTH
MeIMUMHCKON rpamoTHocTH: [IpU3bIB K A€l cTBHIO

Teppu Otrocen, Hangura C. Manu, Meran H.
®parTa

IFLA Journal, 45-3, 207-215
AHHOTAIHS:

B coBpemMeHHOI CIOXHON WH(POPMAITMOHHOW IKOCH-
CTeMe pacTeT 3HaYMMOCTh MEAMIMHCKOH TPaMOTHO-
CTH KaK Ha HAIMOHAJIBHOM, TaK W Ha IJ00aTbHOM
ypoBHsix. [1lo BceMy Mupy, BHE 3aBUCUMOCTH OT TOTO,
ABJSAETCS NI 00IEeCTBO “MH(POPMAOHHO OorarbimM”
wi “nHPOPMAITMOHHO OeHBIM”, Halla mpodeccus
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WTpaeT JKU3HEHHO BAXHYIO POJb. B pa3BHUTHIX rocy-
JapCTBaxX OOMICTOCTYITHOCTh MEIUIIMHCKOW HHQOP-
Malliyd TMPUBOAUT K BO3HUKHOBCHHUIO OOMIHUS
MaTEepUAIOB U3 OTKPBHITHIX UCTOYHHUKOB, HO TIPU ITOM
CO3/1aeT HEYBEPEHHOCTh OTHOCHTEIBHO TOTO, KaKoil
HHGOpPMAIIUA MOXXHO JOBEPATh, KAKUM 00pazom
MEJIUIUHCKYH HH()OPMAILIUI0 MOXXHO MPUMEHSTh, U
MIPETIOTHOCUTCS JIW UH(POPMAIIUST B KOHCTPYKTHBHOM
Kirode. B crpanax pasBuBaromierocst Mupa nHpopma-
IS MOXKET OTCYTCTBOBAaTh BOBCE, OBITH HETIPHEMIIC-
MO B KyJIBTYpPHOM IUIaHE WJIM ObITh HEJAOCTYIHOH B
CBSI3U C SI3BIKOBBIM MM MHBIMU Oapbepamu. C 1eIbio
CHIDKCHUSI BIMSIHUSL Kpr3Hca B chepe nHpopManuu o
3]I0POBbBE, C KOTOPBIM Mbl CTOJIKHYJIUCh B HACTOSIIUN
MOMEHT, HaM HEOOXOJIUMO COTPYIHHYATh U PEIIaTh
BOIPOCHI, BOSHUKAIOIIHE B CBS3U CO CJIOKHOCTHEO ME/TH-
IIUHCKOHN MH(pOopMaruu. bubnuorekapu 1 CrieluaIucThl
B 00J1acTH WHPOPMAIIMK MOTYT M JIOJDKHBI UTPATh BaXk-
HYIO POJIb B JIETIC TOBBIIIICHHS] METUIIMHCKOM IPaMOTHO-
CTH B CBOMX coobmiectBax. B HacToseit pabote
paccka3bIBACTCSI O MEKYHAPOIHBIX YCHIIHSAX, HAITPaB-
JICHHBIX Ha yITydllIeHHe OOIIEeTo COCTOSHUS 310POBbS B
00CTOATENECTBAX KaK “WHGOPMAIIMOHHOW OeTHOCTH,
Tak ¥ “UHPOPMAIMOHHOTO Oorarctra’, BKIIOUYAs
padoTy, KOTopasi OCBENIANAach B MOCIIEAHNE TOBI B paM-
kax OTkpbIThIX 3aceqanuii UDJIA o Bompocam 37pa-
BOOXPaHEHHUS M OMOJIOTHYECKNX HayK Ha BcemupHOM
OnbOIMoTeYHOM M MH(POPMAIIMOHHOM KOHTpecce.
31ech TOBOPUTCS O MEIUITUHCKON TPaMOTHOCTH B
CIIOA u npyrux 5KOHOMHUYECKH Pa3BUTHIX CTpaHax,
a TakKe MoJpoOHO paccMaTpUBaeTCs MHHOBAIIMOH-
HbIU npoekT YHuBepcureta CeepHoil Kaponuubl B
Uanen-Xumre (UNC), rae bubanorexa MeIUITMHCKHUX
Hayk (HSL), koTopast BXOAUT B COCTaB YHUBEPCUTET-
CKUX OMONMOTEK, HAIIPaBWJIA CBOW YCHIIUS Ha TOBHI-
[IEHUE MEIUIMHCKON TPaMOTHOCTH KaK B paMKax
MECTHBIX COOOIIECTB, TaK U MO BCEeMy miTary. B
paboTe MPUBOJATCS MPUMEPHI B3aUMOJICHCTBUS B
001acTH MEIUITMHCKON IPaMOTHOCTH C Pa3InYHBIMHU
rpyIIamMy HACEJICHUs, a TAKXKE 00CYKJATCS BO3-
MOXKHOCTH JIJISI POCTA ¥ YKPETUICHIS B3aUMOICHCTBHUS
B OyIyIIeMm.

The importance of public libraries in health

literacy: A case study for diabetic patients

BaknocTh MyOJMYHBIX OHOTHOTEK IJIsI
MeIMIMHCKOI TPaAMOTHOCTH: AHAJIN3
CHUTYallMHU ¢ 00JILHBIMH JAMA0ETOM

Xamen Ilupuanam, Mapuam Kazepanu, Mapuam
[lexodTex, 3apa Pa3zarxu

IFLA Journal, 45-3, 216-223

AHHOTAIHS:

Konrtekcr mpoBenenus uccnenoBanus: [lyOomudnbie
OMOIIMOTEKN MOTYT CHITpaTh CYIIECTBEHHYIO POJIb B
MOBBIINIEHUH YPOBHA MEIUIMHCKOW TPaMOTHOCTH
CBOMX KIIMEHTOB IyTeM TPEIIOKEHHs CIEeIUATEHBIX
yciryr. MenumnuHcKas rpaMOTHOCTh - 3TO BO3MOXK-
HOCTB YellOBEeKa I0JTy4aTh, OCMBICISATh M MPUMEHSATh
HH(GOPMAITHIO TAKUM 00pa3oM, KOTOPBIA BEIET K TOI-
JepKaHUI0 W YIY4YIIEHHIO ero 370pOoBhA. Te, KTO
MMEET HEJ0CTAaTOYHBbIM YPOBEHb MEIAUIIMHCKOM Ipa-
MOTHOCTH, MEHEE CKJIOHHBI K JIeSITETbHOCTH, HaIlPaB-
JICHHOW Ha COXpaHEHWe 3M0poBbs. J(maber cunraercs
OIHAM W3 HamOoJiee pachpoCTpaHEHHBIX 3a00ieBa-
HUH B pa3BHBAIONINXCS cTpaHax. Hamndme HeoOXxomm-
MOW © JOCTOBEpHOW HUHPOPMAIUM MOXKET
CYIIECTBEHHO MOBJUATH KaK Ha 3()PPEeKTHBHOCTH
O60pb0OBI ¢ 00JE3HBIO, TaK M HAa MEPOINPHUATHS IO
yxony 3a coboil. I[IpocBerutenbckast pabora cpeau
MAIMeHTOB, CTPAJAloNX JUabeTOM, OCYIIECTBIIe-
Masi OHONMHOTeKaMH, MOXKET CIIOCOOCTBOBAThH PacIpo-
CTPaHEHHIO MEIMKO-CAHUTAPHOW MH(OpMAaLUH.

Ilens: Leap HACTOSAIIETO UCCIEAOBAHUS 3aKITFOUACTCS
B OIICGHKE BIMSAHUS 00pa3oBaHMA Ha YPOBEHb MEIH-
IIUHCKOM TPaMOTHOCTU Cpeau OOJIbHBIX JHA0ETOM,
oOpamaronxcsi B buOnmuoTexy KyasTypHOTO IIEHTpa
AHpuIie, a TaKKe B BBISIBICHUU CBSI3U MEXKIY YPOB-
HEM MEIUIIMHCKOW TPaMOTHOCTH, BO3PACTOM U TIOJIOM
MAIMEHTOB.

Meronpl: [lanHas paboTa SBISIETCS KBa3HAIKCIIEPH-
MCHTAJIbHBIM HUCCJICAIOBAHUEM C MPCABAPUTCIIBHBIM U
MOCIIEIKCIIEPUMEHTAIBHBIM TecTHpoBaHueM. Mccie-
JTyeMasi TpyIina BKitodana B cedst 48 O0NbHBIX muabde-
TOM, TIOCeIAIuX Myonuanyro Oubmmorexy. B
KayecTBE MHCTPYMEHTa MCCIIEeIOBaHHS HCIIOIb30Ba-
Jlach HAIMOHAJIbHAS aHKETA JUIS OTIPEIEIIEHHS YPOBHS
MEAMLMHCKOM TpamoTHOCTH B Mpane. /[aHHas aHkeTa
BKJIIO9aeT B ce0s 33 Bompoca M3 5-TH pasIuIHBIX
obnacreii: 1- octynmHocts (6 Bompocos) 2- UreHue
(4 Bompoca) 3- Bocmpusitue (7 BoripocoB) 4- Orenka
(4 Bompoca) u 5- Ilpunsatue pemennit (12 Bonpocos).
ObecnieunBanock NpsiMOe U KOCBEHHOE TpeCTaBIIe-
HHE CyOBbeKkTaM 00pa3oBaTeNbHBIX Marepuanos. J{is
aHaJM3a TOJIyYeHHBIX JaHHBIX HCIIOJIB30BANIOCH MPO-
rpamMHoe obecniedenue SPSS21.

PeSyanaTBI: B PE3YJbTATE HUCCICAOBaHUA BBISICHU-
JIOCBh, YTO:

e 14,5% wucnblTyeMbIX UMEIU MaKCHUMaJbHbIN
JIOCTYTI K HEOOXOMMOW MH(POPMAIIUU C TOUYKH
3peHHs ee JOCTYITHOCTH.

e UYro Kacaercst crmocoOHOCTH 4uTath, TO 20%
HUCTBITYyEeMBIX O00Jazaim MaKCUMaJIbHBIM
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YPOBHEM, HEOOXOAMMBIM IS
MH()OPMAITMOHHBIX PECYPCOB.

e B wactu Bocmpusarus mapopmannu, 27%
HCIIBITYEMBIX UMEITH MaKCUMaJIbHO
HEOOXOJMMBIH ypOBEHb BOCIPHITHS Tpelye-
MOH UM HH(}OpPMAIHH.

e Uro kacaercs oueHku, 1o 13,5% namm
abCOJIIOTHO BEPHYIO OLIEHKY HEOOXOIMMOM MM
WHPOPMAIIHH.

e B muane npunsatus pemennii, 24,5% pecnoHn-
JICHTOB TPHHUMAJH ONPEICISIFONINE PELICHHS
OTHOCHTEBHO CBOUX HWH(pOPMAHOHHBIX
norpeOHOCTEH.

YTCHUA

bruta BBIsIBIIEHA CyIIEeCTBEHHAs pa3HUIA MEXIY
CpelHUM YPOBHEM MEIUIIMHCKONW T'paMOTHOCTH
OONMBHBIX AMabeToM J0 W TOoCie 00pa3oBaTeIbHBIX
Meporpusataii. Kpome Toro, He 6pu10 00HapyKEHO
OIYTUMOMN B3aMMOCBSI3H MEXJAY YPOBHEM MeEJ-
I/IIIPIHCKOﬁ TPaMOTHOCTU U BO3pPacTOM OOJBHBIX Jua-
6etom, oOpamraromuxcsi B buOnmorexy KyiabsTypHOTO
[eHTpa AHIUIIE 0 U TOCNIe 00pa30BaTeIbHBIX Mep-
onpustuii (r <0,05). YpoBeHb METUIIMHCKON IPaMoT-
HOCTH OOJBHBIX NHabeTOM BBIPOC TEpPEeI U MOCIHe
00pa3oBaTeIbHBIX MEPONIPUATHN KaK Cpeid MY KUMH,
TaK U CPE€au KCHIUH.

BeiBox: Ilockonbky mpoBeneHue oOpa3oBaTeIbHBIX
MEPOTIPHUATUN Cpeln HaceJeHUs SBISETCS OJHOW U3
3a/1a4 MyOIMYHBIX OMOIHNOTEK, UCIIOJIb30BaHUE BO3MOXK-
HOCTEH TyOIMYHBIX OMOIIMOTEK B IIAHE ITPOCBEILICHUS B
o0J1acTH 37paBOOXPAHEHUS] MOXKET CIIOCOOCTBOBATH
YKPEIUICHHIO OOIIETo 3710POBbS HACCTICHHUSL.

Health information services: Engaging women in
cervical cancer screening awareness in Nigeria

HNudopmanuonnbie ycjayru B 00/1acTu
3apaBooxpaHenusi: IloBbIlmieHne ypoBHs
OCBEIOMJICHHOCTH skeHINMH Hurepum o
CKPHHHMHIE Ha MpeIMeT paka MmeiikH MaTKu

Hrosu I1. OcyuykBy, Hro3u b. Ykaun
IFLA Journal, 45-3, 224-232
AHHOTaLUSA:

Kaxple 1Be MUHYTBI B MUpE OT paka MICHKH MaTKu
ymupaet xeHmuHa. B Hurepuu sto 3a0osneBanue
CTOUT HA BTOPOM MECTE CPEIU MPUUYUH CMEPTH,
BBI3BAHHOM PaKoM, U €€ MOKHO U30ekKaTh, €CIIH 00ec-
MEYUTh JTOCTYI K MEANKO-CAHUTAPHOU HUH(DOpPMAIIUH.
B pamkax JaHHOTO HCCIICOBAHHS PACCMATPHBACTCS
OCBEJIOMJICHHOCTD JKCHIIIUH O pake MKW MaTKH,
CHUTYaIHs CO CKPUHUHIOM, HCTOYHUKH, MPEAPACIIONO-
KEHHOCTb, a TAKOKe (DAKTOPBI, YICPIKUBAIOIIHE XKESHIITTH

OT MPOXOXKJICHHS TTPOTIeAyphl ckpuHHUHTA. [Ipn cOope n
a”aliu3e JAaHHBIX HCIOJB30BAIUCH “CMEIIaHHbIE
METOJIBI UCCTICIOBAHUS - aHKETa, MHTEPBBIO, HAOIOIe-
HUS U o0cyxneHue. CKpUHUHT TTPOBOIMICS METOIOM
BHU3YaJIbHOTO OCMOTpA C UCIOJIB30BAHUEM YKCYCHOM
KHCJIOTHI (aHTHBHPYCHOE CPENCTBO). B mccnenoBannmn
MPUHUMAJIM y4dacTue JBa OuOIuoTeKaps, JiBa Bpaua,
(dapmarieBT u padboTHUK Jlaboparopuu. 90 KEHIIMH MPo-
[T CKPUHUHT B HEOOBIYHBIX YCIIOBHUSX: B JICKTPOH-
HO¥ Oubmnoreke U B cobope. BrisicHuinocs, uto 90%
JKEHIIMH HUKOT/Ia paHee HE MPOXOIAMIN dTOMU MPoIie-
nypel. CienoBarenbHO, €CJIM He MPHUBJICKATh BHUMA-
HUS1 KEHIIUH K 3200JI6BAEMOCTH PAKOM IIEHKH MaTKH,
OHH, BO3MOXKHO, HUKOTJ[Aa HE POWU/IyT CKPUHUHT, YTO
MIPUBENIET K POCTY YHUCIIA XKepTB. B 3aBepiinTenbHOM
YaCcTU JIOKyMEHTa MPUBOJSATCS PEKOMEHIAINU, a
TaKXe MPU3BIB K JICHCTBUIO, apECOBAHHBINA BCEM,
0COOEHHO OHONMHOTEeKAPSIM.

Advancing scholarly publishing through open
access biomedical repositories: a knowledge
management perspective

Menunko-61oi0ornyecKue peno3uTOPUH OTKPHITOro
AOCTYIA KAK CPeACTBO MPOABUKEHUS HAYYHBIX
NyOJUKALIMIA: B3MIA HA yNpaBjieHUe 3HAHUSIMH

JIuza M Kpyscu, Keppu I Tanuep, ®pana B
bepuirelin

IFLA Journal, 45-3, 233-245
AHHOTALNA:

3a mocjeaHue MATHIECAT JIET MPOIIecC pacnpocTpaHe-
HUST HAYYHBIX ITyOITMKAIA TIPETEPIIeNT CYIIeCTBEHHEBIS
u3MeHeHns. TpeOoBaHUsI CIIOHCOPOB M 00s13aTeIhCTBA
OpTraHu3alMil 1o MPEACTaBICHUIO OTYETHOCTH TPH-
BEJIM K BO3HUKHOBEHHUIO PEMO3UTOPHUEB OTKPBITOTO
JIOCTYTIa, TaKMX KaK PENO3UTOPUU OTIENIBbHBIX yUpe-
JKICHUN WM TEMaTUYECKUE perno3suTopuu. B Hactos-
et pabore peub UAET 00 MEKTPOHHBIX apxuBax US
PubMed Central (PMC) u Europe PMC, u3BecTHBIX
takoke kKak PMC International, kak 0 HamIsIAHOM TIpH-
Mepe, KOTOPBIA SBIISIETCS CPEACTBOM JIJisi O3HAKOMJIE-
HMS, a TAaK)KE€ HUCTOYHHUKOM BO3MOXKHOCTEH JIJIT METUKO-
OHOJIOTHYECKOTO PETMO3UTOPHUsl OTKPHITOTO IOCTyma
st ABcrpanasuu. PMC International siBnsiercst nuje-
POM B YacTH Pa3MEIICHUS ITUTAT U PE3yABTAaTOB HCCIIe-
NOBAaHUM, CBSI3aHHBIX C HAYYHBIMH JaHHBIMH,
oTBevarommMMu TpedoBanusaM koHeniwu FAIR: yno6-
HBIMH ISl TIOMCKA, JOCTYIHBIMH, COBMECTHUMBIMHU U
JIOMYCKAIOIMIUMH MHOTOKPAaTHOE HCIIOJIb30BaHUE.
Hctopust pa3BUTHSI PETIO3UTOPHEB MPUOIIKACTCS K
CBOEMY JIB/IIATUIICTHIO, U B 3TOH pabOTe TOBOPHUTCS
0 TIEPCIEKTHBE CO3JaHHUSI MEIUKO-OMOJIOTHYECKOTO
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PETO3UTOPHST OTKPBITOTO JOCTYTIA U1 ABCTpalTa3ny, a
TakKe 0 BO3MOKHOCTSX OYIYIINX METHUKO-OHOIOTHYIC-
CKUX PETO3UTOPHUEB OTKPHITOTO MOCTYTIA.

The Role of the University Library in Creating
Inclusive Healthcare Hackathons: A Case Study
with Design Thinking Processes

Poab yHuBepcuTeTCKOM OMOJMOTEKH B CO3JaHUU
WHKJIIO3UBHBIX METUIMHCKAX XaKATOHOB: AHAJIN3
JKM3HEHHOH CUTYyalMu ¢ MpUMeHeHHeM
AN3aHHEPCKOT0 MbINLIEHUS

berann Maxkroysu
IFLA Journal, 45-3, 246-253
AHHOTAINA:

bubnmorexapy MOTYT MOJB30BAThCA MTPUEMaMH TN3ai-
HEPCKOTO MBINUICHUS ST pa3paboTKH ydeOHOTO

Marepuaia, pa3BUTHS HOBBIX MPOMYKTOB U YCIYT, a
TaroKe U MOJCITMPOBAHMS HOBBIX TIO/IXOJIOB K pele-
HUI0 mpobieMm. B manHO# paboTe paccMaTpuBaeTcs
PO MM3aHEPCKOTO MBIIIICHUS TIPH TIPETIOJIaBaHIH
u o0yueHnn ¢ ucnomns3oBanneM BLAAM (amantupo-
BaHHOU 11 OMONMHOTEKapeidl MUPOKOTO MPOQHUIIS
monenu ADDIE (amanmms, qu3aiiH, pa3BuTHe, peann3a-
IIUsI, OLIEHKA)), a TaK)Ke TMOKAa3bIBACTCSH, KaK MOXKHO
UCIIONB30BaTh KAYECTBEHHO Pa3paOOTaHHBIN MOIXOA K
00yYeHUI0 NI CO3/aHUS WHKIIO3UBHOU y4ueOHOM
cpenbl. B pabote comepxutcs aHamu3 KOHKPETHOM
CHUTYyalluH, JIEMOHCTPHUPYIOIIEH, Kak OMOIHOTEKaph M3
cdepbl akaAeMUIEeCKIX MEAUIMHCKUX HAyK MCIOB30-
BaJI TIPUEMBI JIN3AMHEPCKOTO MBIIUICHUS JIJIS CO3aHUs
cepBUCa MO OOYYEHHIO MEIUIMHCKOW TPaMOTHOCTH,
KOTOPBI MOTHBUPYET K Pa3HOCTOPOHHEMY Y4YacTHIO
B MEMIIUHCKUX XaKaTOHaX.

Resumenes

Transforming lives: combating digital health
inequality (Transformando vidas: lucha contra la
desigualdad en la salud digital)

Bob Gann
IFLA Journal, 45-3, 187-198
Resumen:

Para los que estan conectados digitalmente, la revo-
lucion de la salud digital constituye una oportunidad
excepcional para el empoderamiento del paciente.
Sin embargo, la mitad de la poblacion mundial no
esta conectada. Y los que menos probabilidades tie-
nen de estarlo, son precisamente los que tienen peor
salud. A medida que crece la disponibilidad de la
informacion sobre salud y enfermedad en formato
(casi exclusivamente) digital, afrontamos un nuevo
reto de salud publica: la desigualdad de la salud
digital.

Las bibliotecas ocupan un lugar privilegiado para lle-
gar a estos grupos de poblaciéon de tan dificil acceso.
El Statement on digital literacy de la IFLA (2017)
reconoce que, debido a la misién de las bibliotecas
de ayudar a todos sus usuarios a acceder y aplicar la
informacion que necesitan para su desarrollo personal
y comunitario, la inclusion digital desempefia un
papel importante en la practica de la biblioteconomia.

Las intervenciones eficaces para mejorar la inclusion
digital comportan la promocion de la conexion y la
transformacion de vidas. Este articulo se centra en

iniciativas para combatir la exclusion digital en Ingla-
terra y Gales.

Towards new ways of assessing the impact of local
medical journals: a proposal and call for change
(Hacia nuevos métodos de evaluacién del impacto
de las publicaciones médicas locales: una
propuesta y una llamada al cambio)

Christine Wamunyima Kanyengo, Mercy Wamu-
nyima Monde, Akakandelwa Akakandelwa

IFLA Journal, 45-3, 199-206
Resumen:

La importancia de los resultados de la investigacion
para la comunidad local es esencial para cambiar la
practica. La relevancia de la investigacion debe deter-
minarse utilizando indicadores que demuestren que
los conocimientos que surgen de dicha investigacion
tienen un impacto para la sociedad. Este articulo,
basado en una revision bibliografica y en resultados
de investigaciones preliminares, aboga por indicadores
de impacto de la investigacion que tengan en cuenta
los contextos locales a la hora de evaluar la importan-
cia de un articulo o de cualquier otro resultado. Con-
cluye que una publicacion deberia trascender los
indicadores tradicionales de analisis de citas y biblio-
metria para medir el impacto de la investigacion.

Si bien es importante normalizar los indicadores, tam-
bién lo es que se anime a las comunidades locales a
elegir los indicadores de los resultados de la investi-
gacion que mas les importen. Los métodos propuestos
para evaluar el impacto de la investigacion son: a) el



Abstracts

269

cambio en las politicas del sector sanitario, b) el
efecto sobre las directrices de tratamientos médicos
locales, ¢) el efecto sobre la gestion de casos, d) el
uso en el desarrollo profesional continuo, y e) el
impacto sobre la produccion local de conocimientos.

Health information literacy awareness and
capacity building: A call to action (Concienciacion
sobre la alfabetizacion en ciencias de la salud y
creacion de capacidades: una llamada a la accion)

Terri Ottosen, Nandita S. Mani, Megan N. Fratta
IFLA Journal, 45-3, 207-215
Resumen:

La alfabetizacion en ciencias de la salud es cada vez
mas importante en el ecosistema de la informacion
actual, tanto a escala nacional como global. En todo
el mundo, tanto si las personas viven en sociedades
«ricas en informacion» como «pobres en informa-
ciony, el papel de nuestra profesion es vital. En el
mundo desarrollado, la naturaleza ubicua de la infor-
macion sanitaria crea un caudal de contenido de
acceso publico y ha creado simultdneamente cierta
confusion sobre qué informacion es fiable, como se
puede utilizar, y si esa informacion se produce o no de
una forma significativa. En el mundo en vias de
desarrollo, el contenido puede ser inexistente, cultur-
almente inapropiado o inaccesible en términos de
idioma y otras barreras. Para mitigar esta crisis de
informacidn sanitaria que estamos sufriendo, debe-
mos colaborar y responder a los desafios planteados
por la complejidad de dicha informacion. Los biblio-
tecarios y los profesionales de la informacion pueden
y deben desempefiar un papel importante en la mejora
de la alfabetizacion en ciencias de la salud de sus
comunidades. Este articulo considera iniciativas inter-
nacionales destinadas a mejorar la salud en contextos
«ricos en informacién» y «pobres en informaciony,
incluido el trabajo expuesto en los ultimos afios en
las Health & Biosciences Open Sessions celebradas
por la IFLA en el World Library & Information Con-
gress (WLIC). En ¢l se evalta la alfabetizacion en
ciencias de la salud en los EE. UU. y en otras econ-
omias desarrolladas, y se analiza en detalle el innova-
dor trabajo de la Universidad de Carolina del Norte en
Chapel Hill (UNC), donde la Biblioteca de Ciencias
de la Salud (HSL), que forma parte de las bibliotecas
universitarias, ha redoblado sus esfuerzos en torno a
los conocimientos en esta materia en las comunidades
locales y en todo el estado. Este articulo ofrece ejem-
plos de codmo aliarse con varias comunidades de
usuarios en la alfabetizacion en ciencias de la salud

y se analizan oportunidades futuras de crecimiento y
COmMpromiso.

The importance of public libraries in health
literacy: A case study for diabetic patients (La
importancia de las bibliotecas para la
alfabetizacion en ciencias de la salud: un estudio
de caso para pacientes diabéticos)

Hamed Pirialam, Maryam Kazerani, Maryam Shekof-
teh, Zahra Razzaghi

IFLA Journal, 45-3, 216-223
Resumen:

Antecedentes de la investigacion: Las bibliotecas
publicas pueden desempefiar un papel importante
en la mejora de la alfabetizacién en ciencias de la
salud de sus usuarios ofreciendo servicios especiales.
La alfabetizacion en ciencias de la salud es la capa-
cidad de los individuos para acceder a informacion,
y comprenderla y aplicarla para mantener y mejorar
su salud. Las personas con una alfabetizacion inade-
cuada en ciencias de la salud muestran menos con-
ductas preventivas. La diabetes es una de las
enfermedades mas comunes de los paises en vias
de desarrollo. El hecho de tener la informacion nece-
saria y adecuada puede tener un efecto notable en el
abordaje correcto de la enfermedad y de las activi-
dades de cuidado personal. Educar a los pacientes
diabéticos a través de las bibliotecas publicas puede
mejorar la difusion de informacién en materia de
salud.

Objetivo: El objetivo de esta investigacion es evaluar
el efecto de la educacion sobre el nivel de alfabetiza-
cion en ciencias de la salud entre los pacientes diabé-
ticos que visitan la Andisheh Cultural Library y
evaluar la relacion existente entre el nivel de alfabe-
tizacion en ciencias de la salud, la edad y el sexo de
los pacientes.

Métodos: Esta investigacion es un estudio cuasi-
experimental con una prueba antes y otra después
de la intervencion. La poblacion del estudio constaba
de 48 pacientes diabéticos que acudian a la biblioteca
publica. La herramienta de investigacion es un cues-
tionario de alfabetizacion en ciencias de la salud
administrado en Iran. Este cuestionario consta de 33
preguntas que se engloban en 5 categorias: 1- Acce-
sibilidad (6 preguntas) 2- Lectura (4 preguntas) 3-
Comprension (7 preguntas) 4- Evaluacion (4 pregun-
tas) y 5- Toma de decisiones (12 preguntas). Se pro-
porcioné intervencion educativa para los sujetos
directa e indirectamente. Para analizar los datos se
utilizo el software SPSS21.
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Resultados: Los resultados revelaron que:

e EI 14,5% de las muestras tenia el maximo
acceso a la informacion requerida en términos
de accesibilidad.

e En términos de competencia de lectura, el 20%
de las muestras tenia la maxima habilidad nece-
saria para leer los recursos de informacion.

e En términos de comprension de la informacion,
el 27% de las muestras tenia una competencia
de comprension maxima de la informacion que
necesitaba.

e En términos de evaluacion, el 13,5% de las
muestras tenia una competencia de evaluacion
correcta de la informacion que necesitaba.

e En términos de toma de decisiones, el 24,5%
de las personas tomd decisiones cruciales sobre
sus demandas de informacion.

La alfabetizacion media en ciencias de la salud de
los pacientes diabéticos antes y después de la educa-
cion marco una diferencia significativa. Ademas, no se
observo ninguna relacion significativa entre el nivel de
alfabetizacion en ciencias de la salud y la edad de los
pacientes diabéticos que acudian a la Andisheh Cul-
tural Library antes y después de la educacion (r <0,05).
El nivel de alfabetizacion en ciencias de la salud de los
pacientes diabéticos aument6 antes y después de la
educacion, tanto en hombres como en mujeres.

Conclusion: Puesto que una de las tareas de las bib-
liotecas publicas es educar a los ciudadanos, el uso de
capacidades educativas en las bibliotecas publicas en
el sector de la salud puede mejorar la salud de la
comunidad.

Health information services: Engaging women in
cervical cancer screening awareness in Nigeria
(Servicios de informacién sanitaria: concienciacion
de las mujeres sobre el cribado del cancer de cuello
uterino en Nigeria).

Ngozi P. Osuchukwu, Ngozi B. Ukachi
IFLA Journal, 45-3, 224-232
Resumen:

Cada dos minutos muere una mujer de cancer de
cuello uterino en el mundo. En Nigeria es la segunda
causa de muerte por cancer que se puede evitar con
acceso a informacion sanitaria. En este estudio se
analizo el nivel de concienciacion de las mujeres
sobre el cancer de cuello uterino, el estado de cribado,
las fuentes, la disposicion y los factores que las dis-
uaden de someterse a cribado. Los datos se recogieron

y analizaron utilizando «investigacion con técnicas
mixtas»: un cuestionario, una entrevista, observa-
ciones y debate. El cribado se realizé mediante una
inspeccion visual con acido acético (VIA). En el estu-
dio participaron dos bibliotecarios, dos médicos, un
farmacéutico y un cientifico de laboratorio. 90
mujeres se sometieron a cribado en contextos inu-
suales: una biblioteca electronica y una catedral. Se
descubrié que el 90% de las mujeres nunca se habia
sometido antes a un cribado. Por tanto, si no se sen-
sibiliza a las mujeres sobre el cancer de cuello de
utero, estas nunca se realizaran la prueba y se regis-
traran mas muertes. El articulo concluye con reco-
mendaciones y una llamada a la accion para todos,
especialmente para los bibliotecarios.

Advancing scholarly publishing through open
access biomedical repositories: a knowledge
management perspective (Avances en la
publicacion cientifica por medio de repositorios
biomédicos de acceso abierto: una perspectiva de
gestion del conocimiento)

Lisa M Kruesi, Kerry J Tanner, Frada V Burstein
IFLA Journal, 45-3, 233-245
Resumen:

La publicacion cientifica ha sufrido grandes cambios
durante los ultimos cincuenta afios. Los mandatos de
los patrocinadores y las obligaciones de notificacion
organizativas han sefialado el comienzo de la creacion
de repositorios de acceso abierto, como repositorios
institucionales y tematicos. Esta investigacion se basa
en US PubMed Central (PMC) y Europe PMC, tam-
bién conocidos como PMC International, como mod-
elo a seguir para inspirar el concepto y la oportunidad
para un repositorio biomédico de acceso abierto en
Australasia. PMC International es lider en citas y pro-
duccion investigadora, que se vinculan con datos de
investigacion encontrables, accesibles, interoperables
y reutilizables. Como los repositorios cumplen ya casi
dos décadas de desarrollo, este articulo informa sobre
el potencial de un repositorio biomédico de acceso
abierto en Australasia y explora las oportunidades
para futuros repositorios de este tipo.

The Role of the University Library in Creating
Inclusive Healthcare Hackathons: A Case Study
with Design Thinking Processes (El papel de la
biblioteca universitaria en la creacion de
hackatones sanitarios inclusivos: un estudio de
caso con procesos de pensamiento del diseiio)

Bethany McGowan
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IFLA Journal, 45-3, 246-253
Resumen:

Los bibliotecarios pueden utilizar préacticas de pen-
samiento del disefio para desarrollar materiales
educativos en el desarrollo de productos y servicios
nuevos, y en la creacion de prototipos de solu-
ciones novedosas para los problemas. En este
articulo se analiza el papel del pensamiento del
disefio en la ensefianza y el aprendizaje a través

del uso del Blended Librarians Adapted Addie
Model (BLAAM), y se ilustrara el modo en que
se pueden usar enfoques de aprendizaje bien diseii-
ados para crear entornos de aprendizaje inclusivos.
Se presentara un estudio de caso que muestra la
forma en que un bibliotecario especializado en
ciencias de la salud utilizd6 un proceso de pensa-
miento del disefio para crear un servicio de alfabe-
tizacion en ciencias de la salud que promueve la
participacion en hackatones sanitarios.
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