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Abstract: Digital health literacy (DHL) is the ability to search, understand and evaluate information
from digital media and apply that knowledge to solve health problems. However, currently many
citizens have not developed these skills, and this compromises not only the self-management of their
health, but the possibility that health services are socially sustainable. The objective of this article was
to present the objectives, activities and results of the IC-Health project whose objective was to develop
a series of massive open online courses (MOOCsS) to improve the DHL skills of European citizens.
An exploratory report on DHL's current evidence was developed. Furthermore, a survey, focus groups
and group interviews were conducted to determine DHL levels and the needs of population cohorts
(children; adolescents; pregnant and lactating women; the elderly; and people affected by type 1
and type 2 diabetes). A participation strategy with end users was designed through a community
of practice for the creation of MOOCs with the seven European countries that participated in the
consortium. Thirty-five MOOCs were developed in eight different languages and a descriptive
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and exploratory assessment of MOOCs was conducted with new participants. This first evaluation
indicated that MOOCsS can be an effective educational resource for DHL and a facilitator of shared
decision-making processes. The process of co-creation of MOOCs, the components, the challenges and
the opportunities identified in this European project could be useful for other developers of MOOCs
who want to co-create interventions with beneficiaries in similar settings. Further longer-term actions
are still needed to improve citizens” DHL.

Keywords: digital health literacy; MOOCs; open education; co-creation; eHealth; shared decision making

1. Introduction

The use of health content available on the Internet requires citizens to develop specific skills.
Some are related to the use of digital technologies, that is, being able to handle a computer device,
access information in a digital format, assess its credibility and relevance and be able to apply it to a
specific context, which is known as digital literacy (DL) [1]. Similarly, health literacy (HL) has been
defined as the social and cognitive competences that determine a person’s level of motivation and
ability to access, understand and use information in ways that promote and maintain good health [2].

The concept of digital health literacy (DHL) [3] emerges from a convergence of DL and HL as the
ability of individuals to search for, find, understand and evaluate health information obtained from
electronic sources and to apply the knowledge acquired to address or solve a health problem [4].

The development of these competences is crucial, because although the Internet has democratized
access to health information, it is essential to educate and empower individuals to understand and
use this information in an effective way, so that the Internet can be a support resource in health issues
and not a source of inequalities in access to information. In this sense, the development of resources,
tools, platforms that help develop these skills in citizens and even help prevent the emergence of some
health conditions is still necessary. Some open education tools, such as massive online open courses
(MOQOCs) can be a useful tool in this regard [5].

The MOOC:s, which are online courses within the field of open education that allow access to a
large number of participants and greater interaction between them, have emerged in an era in which
open education and long-life learning have been widely accepted. MOOCs use traditional learning
methods (reading materials, videos, online exams), as well as interactive components such as user
forums and discussions, which facilitate interactions between participants, facilitators and experts [6,7].
The evidence points to MOOCs being an effective tool to improve DHL skills [5].

The improvement of DHL and HL represents a challenge for both society and health services
because people with low levels of HL may have difficulties in interpreting indications in written format,
such as prescriptions or hospital discharge reports [1,2]. In addition, they have worse health outcomes
compared to those with an adequate level of HL, such as: a higher risk of hospitalizations, a higher
ratio of admissions to emergency departments, a lower adjusted quality of life score in patients with
chronic diseases and less therapeutic adherence [8-10].

In this sense, health information resources, based on information and communication technologies
(ICTs) have the potential to present quality information, which is complete, updated and in a format
that is accessible to all citizens. However, the studies of the quality of health content websites, show that
not all health content websites offer complete and up-to-date quality information. This situation is
being made worse by the rapid dissemination of information through social networks [11]. As this
proliferation of low-quality information represents a challenge for citizens, because in many cases it is
misleading and leads to self-diagnosis and to the free search for possible treatments, it is considered
essential to develop DHL skills that allow people to take a more active role in discerning what health
information can be truthful and useful on a daily basis [12]. Despite the fact that organizations like
Health on the Net (HON) have developed criteria for evaluating the reliability and trustworthiness of
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online health information, not all health sites are evaluated. Furthermore, there is an ongoing debate
on the appropriate classification tools to assess the reliability of health information online and how
to create good quality health information. Consequently, the evidence highlights education and the
development of the necessary skills in the users of this information as a priority [13].

From the perspective of health services, patients can turn the use of health information on the
Internet into an experience to catalyze the empowerment of the patient, allowing them to assume a
more proactive and positive role in their health. Therefore, the use of health information available on
the Internet is already part of the health decision making of many patients [5].

The development of HL and DHL skills in citizens also acquires a crucial role from the perspective of
social sustainability, because the promotion of their empowerment is a catalyst for the self-management
of health, which will have an impact on healthier citizens and is therefore socially sustainable.

The term sustainability is increasingly linked to health issues, and this has to do with the fact that
sustainability provides a framework within which it is possible to overcome all inequalities in terms of
access to health services.

According to the WHO, sustainability implies the ability to meet the needs of the present without
compromising the ability to meet future needs. This perspective implies the capacity of health services
to use resources effectively to optimize the provision of health services, which includes guaranteeing
the effective use and benefit of citizens [14].

Therefore, the improvement of the DHL is considered to be linked to the 2030 agenda for
sustainable development, since most of the difficulties involve citizens being able to effectively use
health information, especially that offered on the Internet, which also makes the improvement of such
skills a priority issue from a sustainability perspective [15].

The European Commission formulated the eHealth action plan 2012-2020 in order to meet these
challenges that citizens face with the massification of eHealth information and services (i.e., the use
of information and communication technologies for health and well-being). In this plan, DHL is
highlighted and promoted as the strategy to counteract the lack of knowledge among citizens about
the benefits and challenges of eHealth [16].

Within the framework of the Horizon 2020 (H2020) program, the European Commission launched
a call to promote the development of DHL initiatives in the member states using different resources
based on ICTs, such as massive open online courses (MOOCs). In addition, the incorporation of more
participatory and inclusive initiatives from the perspective of users such as user-centered design and
co-creation, aims at incorporating the preferences and needs of users in the design and development of
different types of educational resources [17].

In line with this call, the IC-Health project (Supplementary Information) was developed with
the general objective of developing MOOCs to improve DHL levels in European citizens as an
open education initiative for all. Besides, taking into account the European Digital Competence
Framework, also known as DigComp (European Digital Competence Framework for citizens: https:
//ec.europa.euf/jrc/en/digcomp), these MOOCs have focused on the development of the four fundamental
digital competencies of DHL: finding, understanding, and evaluating the knowledge acquired through
electronic sources and applying that knowledge to solve health problems. The development of MOOCs
was done using a co-creation methodology [11]. These courses have been developed in eight different
languages for different population cohorts. The population cohort approach was in line with the idea
of offering resources to improve DHL and favor life-long learning, highlighted as an objective within
the 2030 agenda for sustainable development [15].

The objective of this article was to present the objectives, main activities and results of the
IC-Health project, which aimed to develop MOOCs to improve the DHL skills of EU citizens.

2. Materials and Methods

For the development and achievement of the objectives of the IC-Health Project, a consortium of
14 partners was set up, representing 7 European countries (Spain, Italy, Belgium, the United Kingdom,
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Sweden, Denmark and Estonia) and involving 7 universities and research centers, 1 government
representative (project coordinator), 1 hospital, 1 non-governmental organization, 2 small and
medium-sized companies and 2 European networks. The methodology followed in the IC-Health
project was adopted by the different groups belonging to the consortium. In each country, adaptations
were made when necessary according to the available resources.

The target populations of the IC-Health project included: (a) children (between 10 and 13 years
old); (b) adolescents (between 14 and 18 years old); (c) pregnant and lactating women (PLW); (d) people
over 60 years of age; and (e) people (both adults and children) with type 1 and type 2 diabetes.
These populations were selected because they were expected to have profiles of use and the specific
needs related to DHL. People who met the selection criteria were contacted through community centers,
health centers, hospitals, reference health professionals and schools. In almost all cases, it was necessary
to hold a meeting to present the project’s objectives and request authorizations from the corresponding
authorities. Those who were interested in participating were offered more detailed information about
the project, and after agreeing to participate in the study, they signed an informed consent.

The actions carried out in the project were aimed on the one hand at analyzing population cohorts
and the different scenarios around DHL among citizens. In order to do this, a literature review,
an exploratory survey, focus groups and group interviews were developed. Subsequently, the practice
communities in each country were formed with the different cohorts, in which the co-creation process
of the MOOC:s could be developed.

2.1. Literature Review

The first step in the IC-Health project consisted of a literature review resulting in a report on the
key factors, barriers, facilitators and trends in the field of DHL. While due to the tight time schedule and
the heterogeneous nature of the information in the form of scientific articles, reports, projects, it was
not possible to conduct a full systematic review: the literature review involved a scoping review in
which all project partners contributed by providing scientific articles and research reports, in addition
to a search of online databases (PUBMED, Scopus and Google Scholar) [18]. This scoping review had a
cross-cultural perspective, since the participating countries were asked to provide information from
the local and national context, and thus collect contextualized information on the development of
initiatives and resources available within the scope of the DHL. The steps followed in this scoping
review were: (1) identifying the research question; (2) identifying the relevant studies; (3) study
selection; (4) charting the data; (5) collating, summarizing and reporting the results [19].

2.2. Survey

An exploratory survey was conducted in the participating countries to explore the interest and
needs of the participants; the adult version was modified for children (10-13 years) and adolescents
(14-18 years). The results obtained in this survey complemented the findings made in the literature
review and in the key report [20].

A total of 1642 responses were received, 862 from the adult cohorts: PLW: 249; people with
diabetes: 223; the elderly: 390) and 780 responses from the child and adolescent cohorts (children: 384;
adolescents: 396). Figure 1 shows the number of responses that were obtained in each country in each
of the population cohorts.

For both adults and children, the survey included some sociodemographic information, in addition
to the following sections:

1. Internet and computer use: the objective of this section was to discover the level of digital skills
of the participants and the type of device they used the most. This section was developed within
the framework of the project and consisted of 11 closed questions that were formulated based on
the information available in the European framework of digital competence for citizens [21].

2. Health literacy: for this section, all the questions of the European Health Literacy Questionnaire
HLS-EU-Q (short version: 16 and 6 items), developed in the frame of the European Health
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Literacy Project 20092012, intended to measure the level of HL. This scale was fully respected
since, despite the recent critical reviews, it is still acknowledged as the most stable and effective
validated scale to measure HL. Furthermore, it has the advantage of already being used in the
European context. Validated translations in some EU languages already exist [22].

3.  Health and the Internet: in this case, the 8 items of the eHeaLS scale [23] were used (questions
10-17). This scale was complemented by additional ad hoc questions aimed at investigating the
participants’ frequency, motivations, feelings and habits in using the Internet for health-related
purposes. On the whole, the section is composed of 21 closed-ended questions.

The results of the survey were exported and organized in a protected Excel file for later analysis.
Statistical analysis included:

Data preprocessing analysis;

Analysis of data quality;

Checking for similarities and differences between key variables;

Descriptive indicators such as frequency, mean, median, standard deviation, and range;
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Visualization analysis.
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Figure 1. Number of responses per population cohort and country.
2.3. Focus Groups and Group Interviews

In order to complement the data collected in the survey, group interviews and focus groups were
held in two of the countries of the consortium (Spain and Italy) to qualitatively explore the dimensions
of DHL and to complement the information of the survey. Group interviews were carried out when
only 4 to 7 people were recruited, and focus groups when 8 to 12 people were recruited.

A total of ten meetings were organized. In Spain, three group interviews and four focus groups
were held, one for each of the following population cohorts: PLW, the elderly, adolescent, children,
people with type 1 diabetes and people with type 2 diabetes. In Italy, one group interview and two
focus groups were held in total. One in each of the following cohorts: PLW, adolescents with diabetes
and the elderly [24].

A minimum of 4 and a maximum of 12 participants with varied socio-demographic profiles were
invited; each group interview and focus group addressed a limited number of questions and lasted
approximately two hours.

The following 4 topics were addressed:
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e  Use of the Internet in relation to health;

e Needs/expectations on the use of the Internet as a source of health information;
e  Trust in the Internet as a source of health information;

e  Other people’s perception of Internet use in relation to health.

Given the exploratory nature of the survey, qualitative data gathered via the focus groups and group
interviews were analyzed by means of a thematic analysis [25,26]. The following steps were followed in
the focus groups and group interviews analysis: 1. in-depth analysis of the focus group/group interview
audio-registration; 2. identification of the relevant debated themes/topics; 3. coding of each relevant
theme/topic; 4. grouping of focus group/group interview information on a theme/topic basis; 5. critical
analysis and interpretation of information gathered on each explored theme/topic; 6. incorporation
of the focus group/group interview moderator’s and assistant’s observations; 7. synthesis of focus
group/group interview results.

2.4. Co-Creation and Evaluation of MOOCs

The user perspective was incorporated through a co-creation methodology in all phases of MOOC
design to ensure that their expectations, preferences and user needs regarding DHL were captured.
The idea was to improve the quality of MOOC:s by offering a participatory design process that took
into account the users’ perspective [27].

Communities of practice (CoPs) were the tool used to facilitate the co-creation process. CoPs are
groups of people who share an interest in something they do and deepen their knowledge and
experience on this subject through continuous interaction [28]. In the IC-Health project, the CoPs were
made up of groups of people who belonged to the same population cohort (children, adolescents,
PLW, older adults or people with diabetes) and were expected to have similar needs and interests.
The objective of organizing a CoP for each of the cohorts in each country was to provide an environment
(virtual or face-to-face) that would facilitate the co-creation process of the MOOCs through the exchange
of ideas, experiences and the development of new knowledge from the contributions of all members.
The members of the CoPs, and therefore those who co-created the MOOCs, were the representatives of
the different population cohorts, health professionals (supporting groups of people with diabetes),
educators (supporting groups of older people), teachers (supporting groups of children and adolescents)
and facilitators” members of the project team.

Table 1 shows the results of the number of people involved in the co-creation process in each of
the five cohorts in the participating countries of the project.

Table 1. People involved in the co-creation process by cohorts in each country.

. . Denmark/Germany/
Spain Italy  Belgium UK Sweden Netherlands
Children 56 96 17 - 20 -
Adolescents 31 44 17 - 20 25
PLW 56 16 5 - 20 9
The elderly 45 18 12 37 - 50
Diabetes type 1 23 39 9 - 21 4
Diabetes type 2 20 - 13 - 20
Total 231 213 73 37 101 88
Overall total 743

Once the CoPs were established in each participating country, the following steps were followed
in the co-creation, which aimed to achieve a common vision of the participants regarding the content
and format of the MOOCs.

1.  Identification of a common, open, inspiring vision that offered a starting point for the
creative process;
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2. Formulation of questions and the pros and cons of different scenarios to discover which was the
best solution;

3. Production of ideas and innovative alternatives regarding the different educational resources to
be integrated into the MOOCs;

4.  Validation and evaluation of educational resources: the last step was the effective co-production
of the materials, which meant the refinement of all the ideas and concepts generated in the
previous step.

The evaluation of the MOOCs was done through questionnaires, both in paper and online format
which focused on the following aspects: 1—the usability of the materials; 2—the effectiveness in
improving the levels of DHL; and 3—the experience of the participants about the process of co-creation
(Q15. Usefulness of co-creation approaches and methods used for the face-to-face activities, and Q16.
Any relevant improvement or issue to report in relation to the co-creation process). Health professionals,
educators, and graphic designers also participated in this evaluation.

Where possible, subjects were selected for their accessibility and proximity to the researcher,
as this was the most appropriate and feasible method. Therefore, these data cannot be used to infer
from the sample the general population in statistical terms.

The DHL was evaluated by the 8 items of the eHealth literacy scale (offline (before the use of the
MOOC) and online (after the use of the MOOC)). The questions in this scale were related to the 4
competences of DHL. In order to evaluate the usability of the MOOCs, a question was incorporated
at the end of each of the 35 MOOC:s: It is easy to navigate through this course, the information provided is
presented in a clear manner. With answer options ranging from “strongly agree” to “strongly disagree”.
Moreover, the face-to-face meetings were used to explore the qualitative aspects in greater depth,
such as the users’ navigation experience.

3. Results

3.1. Literature Review

The literature review identified the key aspects of interventions aimed at improving DHL levels:

3.1.1. The Universalization of Resources and Services through Digital Means Can Contribute to
Inequality and Inequity in Access to These Services

DHL can help citizens to better manage their health, but the spread of digital tools to the health
field can also increase inequalities in the access to this information. This is particularly true for those
with limited DL, who will be at a disadvantage when searching for health information on electronic
media. As reported in the Report of the eHealth Stakeholder Group on inequalities in access to health
information and eHealth (produced by European Public Health Alliance, EPHA, 2014), a quarter of
Europeans had never used the Internet at all. Interventions to improve DHL should therefore consider
including extra content aimed at improving DL where necessary [29].

3.1.2. Low Health Literacy Linked to Poor Health Outcomes

The evidence consulted shows that low HL is related to poor health outcomes. In this respect,
the evidence suggests that low levels of HL resulted in more hospitalizations, less participation in
preventive examinations and vaccinations, low compliance with medication, the misinterpretation of
health messages by health professionals, and higher mortality in the elderly. Another feature related to
low HL is the difficulty in adequately understanding information. Inequalities may arise between
those with higher levels of education and those with limited literacy, as indicated by Eurobarometer
404 [30].
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3.1.3. Despite the Growth of the Internet as a Source of Health Information, Professionals Are the Most
Valued Sources of Information

Recent surveys on DL show an increase in the search for and access to health information via
the Internet in all age groups. Despite this increase in the use of the Internet for health issues,
health professionals remain the most reliable source of information. This implies that if health
professionals validate and incorporate digital resources, as tools to support the relationship with their
patients, the result can be beneficial for both, since an increase in DHL can help in achieving better
health outcomes in general [31].

3.1.4. The Readability, Clarity and Simplicity of the Content Found on the Internet Is a Relevant Issue
When Searching for Health-Related Information

Linguistic, sociodemographic and cultural factors should be taken into account to avoid inaccurate
interpretations of the information. These factors should be assessed in order to better adapt DHL
interventions to specific populations and to tackle possible linguistic or cultural barriers [32].

3.2. Survey

3.2.1. Adults

The results in relation to the use of electronic devices, the Internet and DL show that most
participants have access to the Internet and the most used devices are smartphones and computers,
which are used on a daily basis. Emails and web browsing in general are the favorite activities.
In addition, a correlation between the age and levels of Internet use is observed. PLW and people with
type 1 diabetes access the Internet most, in contrast to older adults who use it the least. No significant
differences were found between men and women in the levels of Internet access.

In general, participating countries have similar scores in DL, with only two exceptions:
Denmark with the highest scores and Italy with the lowest. It should be mentioned that in Italy 90% of
the survey participants were older adults.

As regards HL, all categories (finding, understanding, appraising, feeling of empowerment) show
fairly similar results and the conclusion is that participants have a sufficient level of HL (above 60%) in
general. The main difficulties mentioned were related to the management of mental health problems
and the evaluation of the reliability of the information.

Regarding the DHL skills for health, the cohort of PLW, followed by the type 1 diabetes group,
had the highest scores and the elderly and people with type 2 diabetes had the lowest scores. The type
of information most frequently sought was about specific diseases, health problems or treatments and
the reason is that they needed more information than that given by the clinician. When asked about the
main perceived problem, participants from all the cohorts indicated that they were concerned about
identifying truly reliable health information. In terms of cross-country comparison, Denmark and
Germany had the highest scores in relation to DHL.

3.2.2. Children and Adolescents

The devices most used by children are smartphones (76.3%) and tablets (71%), followed by the
computer (64.6%). Almost all adolescents had a smartphone (94%), while 83.5% had a computer,
followed by the tablet (63.6%). Furthermore, all the adolescents surveyed had one device or more,
while in the case of children, some of them did not have any ICT device (4.4%).

In relation to DL, adolescents have better digital skills than children in general.

When interpreting the results regarding HL, the problems of quality of the measurement tool need
to be considered. The sections related to health care do not apply to children. In the case of adolescents,
most found it easy to obtain and understand health information, but some experienced difficulties in
accessing and understanding information about preventing disease, promoting health, as well as in
judging the reliability of information and applying it to support health-related decisions.
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Regarding Health and Internet in children and adolescents, the most important conclusion is that
a significant number of them have never looked for health information online because the most used
source of health information is the clinician (83%) and their family and friends (66%), compared to
the Internet (59%). In general, wellness and physical aspect information are the most searched topic.
Finding information on the Internet about activities that promote mental health or about how to
have healthier living habits or how to protect oneself or prevent diseases was described as “difficult”.
The highest values of Internet use for health were found in the groups of adolescents with diabetes in
Italy, compared to the other groups of adolescents. Moreover, girls in general look for more information
of this type than boys in all countries. The Danish and Swedish adolescents had the highest DHL
skill levels.

3.3. Focus Groups and Group Interviews

The results presented are related to the focus groups/group interviews in Spain and Italy, as only
these partners volunteered and managed to form a focus group or a group interview for each of
the cohorts.

3.3.1. Children and Adolescents

Despite their familiarity with and use of devices (smartphones, tablets and computers) to surf the
Internet, children and adolescents did not frequently use the Internet to search for health information.
Some teenagers who had experience with searching for health information, pointed out that they did it
for schoolwork or because they had a special health condition such as diabetes type 1. They mentioned
that when they consult about health issues, they do so on topics that are not relevant, and before
making a health decision, they discuss such information with someone from their family, friends,
or health professionals. Although they liked the idea of accessing any information on the Internet
quickly, they were concerned about the reliability and safety of the information. They were interested
in a variety of topics, such as what to do about common diseases, healthy habits, and the health of
their pets or pollution.

Children and adolescents mentioned that they preferred information in a short and simple format,
adapted to their age and with resources such as gamification to make it more interesting.

3.3.2. Pregnant and Lactating Women

PLW were frequent users of the Internet to access health information on various topics: pregnancy,
childbirth, early childhood, and nutrition. They indicated that this is more frequent in the first
pregnancy. In their opinion, the Internet was a source of information, in a period full of doubts and
when it is not always possible see a clinician. They feel confident about websites with well-structured
information. They pointed out that the Internet can be of great help, especially when something goes
wrong with their health professional. However, they believed that their clinician’s opinion is essential
about health information. PLW mentioned that official or accredited websites or those with many visits
were the most reliable sources.

PLW pointed out that all topics related to pregnancy, childbirth and early childhood are valuable,
with images and videos to make them more enjoyable, as well as placing importance on socio-cultural
issues that can mean information is interpreted differently.

3.3.3. The Elderly

A differentiation can be made between two groups, in this cohort: those who use the Internet as a
source of health information and those who do not use it because they do not trust the veracity of the
information or because they lack digital skills. In general, most of the elderly stated that their clinician
is the main source of health information. Among those who use the Internet, they do so mainly on
sites recognized with official logos. Regarding their subjects of interest, they would like help tools to
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be able to filter the health information and to support their decision about health. Among the most
relevant topics they mentioned were cancer, cognitive exercises or information about diet.

The elderly would like simple and clear information with different support resources to make
it easy to understand. The recommendations from their family members to help them searching for
information on the Internet were also considered useful.

3.3.4. People with Diabetes

While the group of participants with diabetes included both people with type 1 and type 2 diabetes,
a different user profile could be identified in each group. In the type 1 group, it was found that most
used the Internet frequently to search for information that would help them to manage the disease,
therefore these were people with high levels of DHL who felt empowered in the self-management
of the disease. Their expectation of the MOOCs was to receive practical information and resources
to manage the psychological aspects of the disease. In the type 2 group, the Internet was described
as a secondary source of health information, with the main informational source being the health
professional. Not being regular users of health information, their skills in DL, HL and DHL were
minimal. This group highlighted a greater need to receive basic and quality information of the disease
that would provide them with the possibility of correcting myths and false beliefs about the disease.
In general, they mentioned that they trust accredited sites or sites with official logos.

Because of the different usage profiles in each group, it was necessary to develop two independent
MOOCs that were sensitive to the characteristics and needs expressed by each group.

3.4. Co-Creation and Evaluation of MOOCs

Only general aspects of the MOOCs evaluation are presented in this section. As mentioned above,
the detailed results of each of the cohorts will be analyzed in a series of future articles. Table 2 shows
the list of MOOCs that have been co-created by the CoP members in each country: the groups of people
from the cohorts and professionals as well as the project facilitators.

Table 2. List of the massive open online courses (MOOCs) developed in the IC-Health Project.

Country Number of MOOCs/Population Cohorts
Belgium 6 (children; adolescents; type 1 diabetes; type 2 diabetes; the elderly; PLW)
Germany 1 (the elderly)
Denmark 3 (adolescents; diabetes; PLW)
Netherlands 1 (the elderly)
Italy 9 (children; adolescents; type 1 diabetes; type 2 diabetes; the elderly; PLW)
Spain 8 (children; adolescents; type 1 diabetes; type 2 diabetes; the elderly; PLW)
Sweden 5 (children; adolescents; type 1 diabetes; type 2 diabetes; PLW)
UK 2 (the elderly)
Total 35 MOOCs

3.4.1. Usability of Educational Resources

A high level of satisfaction (4/5) was observed regarding the usability of MOOCs. Most of the
responses obtained related to the categories of agreement and strongly agree that the MOOCs were
easy to use. However, the groups of children and adolescents reported a medium level of usability.
Participants from all groups would recommend MOQOCs. Figure 2 shows the results obtained in
relation to usability in each of the cohorts.

Table 3 presents all the questions that were asked to users to determine their opinion about
MOOC:s (for details, please see in Appendix A, the Figures A1-A5 that illustrate the responses obtained
in each of these questions by cohort.
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Figure 2. General feeling of usability in the cohorts.
Table 3. Questions on user opinion of MOOCs.
Opinion

01 This course has met my expectations
02 These objectives of the course were made clear.
O3 The course content was consistent with the course objective.
O4 Are the learning activities useful to gain a clear understanding of the course content?
05 How would you rate the quality/usefulness of the examples provided in the course?
06 The quizzes did appropriately test the material presented in the course.
o7 How would you rate the overall design and aesthetics of the course content and materials?
08 I'would recommend this course to other people.

3.4.2. Level of Digital Health Literacy

The objective of the project was not to assess the changes of DHL (before and after the use of the
MOOQOCs), since the DHL was assessed with independent samples. However, it should be mentioned
that in all the cohorts evaluated, the scores obtained are slightly higher on the eHeaLS Scale in the
measures taken after the use of the MOOCs, with respect to the measures taken before the use of
the MOOCs. The results obtained in the open questions designed to objectively measure DHL are
difficult to quantify categorically due to the diverse nature of the questions developed in each country.
The different local teams presented an overall summary of the responses obtained, which indicated
that 70-80% of the participants showed an excellent integration of DHL competencies by obtaining all
the correct answers, after having completed the MOOCs.

3.4.3. Satisfaction with the Co-Creation Process

Fifty-six percent (56%) of the participants agreed that participating in the co-creation process
made the final content of the MOOCSs more relevant to their needs. Nineteen percent (19%) of the
participants agreed completely and another 19% were not sure of the relevance of their participation
in the co-creation process for the development of the courses. Half of the participants (54%) agreed
that the co-creation process made them feel part of the project team. Twenty-three percent (23%) fully
agreed with this statement, while 14% were unsure about this statement.

Regarding open questions (about the usefulness and possible aspects of improving the co-creation
process), the participants in the adult groups emphasized that the co-creation process was important to
them because it gave them the opportunity to share ideas and experiences with other participants,
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and to play a key role in defining the structure and content of MOOCs. They also felt part of the project
from the first face-to-face activity and appreciated the fact that their ideas were taken into consideration.

4. Discussion

The main goal of the IC-Health project was to co-design a series of MOOCs that could improve
the DHL levels of EU citizens. Although the objective of the project has not been to generate changes
in the participants regarding their DHL levels, the first MOOCs tests show promising early results in
terms of DHL.

The next step, once 35 MOOCs were produced in eight languages, was to offer them as an open
resource to be used by EU citizens and also to propose them for integration into other interventions
to improve DHL. Doing this provided insight into what needs to be improved to ensure effective
DHL interventions. As a result of the exploration with the survey, the focus groups and the group
interviews, it became clear that one of the main concerns of users was trust in the health information
available on the Internet, therefore the contents of the MOOCs focused on strategies for people to
determine the quality of the websites autonomously.

The results obtained indicate that health professionals are the main source of health information
for different population groups. However, the high levels of Internet use observed by PLW and people
with type 1 diabetes suggest that the Internet may be another source of health information available to
EU citizens, hence the importance of acquiring the skills to use this effectively. The results obtained
indicate that MOOCs can be an effective educational resource for DHL.

Another relevant aspect that emerges has to do with the different user profiles and the different
needs that they may have depending on whether they are a child, adolescent or adult or if they suffer
from a particular health condition. This life-long learning approach implies the need for educational
online resources, such as in the case of MOOC:s, to be sensitive to the particularities of the users, both as
regards aspects of usability and in concrete aspects of content.

Even though in terms of usability, the results show that the course was easy to use in practically all
the cohorts, online educational interventions always run the risk of users dropping out. The option of
nano MOOC:s or short versions of MOOCs, such as those developed at IC-Health, have made it possible
to avoid the problem of the dropouts. During the co-creation process of the materials, a combination
of face-to-face and online meetings was created, which allowed for a greater connection between the
participants and the COP, which in turn also served to avoid dropouts. Other aspects mentioned
in the literature were included, such as taking into account the preferences of the person who was
learning and the notion that the content responds to their objectives and motivations and is therefore
relevant [6].

Furthermore, the results obtained from the evaluation of the process of co-creation of MOOCs by
the participants indicate that inclusive and participatory methodologies generate a greater identification
with the contents and a better evaluation of their relevance. With regard to the development of health
content, the results indicate the need to take into consideration usability and accessibility criteria from
the early phases of the design to ensure that the final product meets the characteristics, needs and
preferences of the target groups. This aspect is crucial, since aspects such as the readability of content
and the poor usability of DHL resources are considered to be one of the main barriers to accessing the
health information available on the Internet [33].

Internet use for health issues implies a series of risks that are increased by the potential vulnerability
of some user profiles. There are also a number of factors that increase that vulnerability, such as a
desperate desire for a cure for their health condition, dissatisfaction with health care, and poor DHL,
with HL and the DHL in particular having the most impact in the citizens. Among the populations
most vulnerable to the risks of low-quality health information on the Internet are the elderly, youth and
adults with low educational levels. Evidence indicates that these people use criteria far beyond those
recommended in the guidelines to assess the quality of the websites [11]. Accordingly, it is crucial to
promote the development of competencies that allow them to evaluate health information with criteria
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on the quality and veracity of that information and to manage that information effectively and to be
able to make informed decisions about their health, allowing an optimization in the provision of health
services that not only has benefits at the individual level but also allows progress in solving inequalities
in access to health information, as mentioned in the 2030 agenda for sustainable development [15,34].

The evaluation of MOOCs at DHL levels is only descriptive and exploratory, since the objective of
the project was not to evaluate their effectiveness in terms of producing changes in the participants’
DHL. Nevertheless, the early results obtained were considered promising since higher scores on the
eHealLS Scale in DHL are observed in all cohorts after the use of the MOOC:ss. In this sense, what is most
relevant according to the objectives proposed in the project is the potential applicability of MOOCs
as an open education tool, aimed at empowering citizens to improve their DHL, which is related to
increasing their well-being and making them more socially sustainable.

Since DHL is a concept based on competence development (seeking, understanding, evaluating
and applying), longer-term interventions are required to provide better results and with medium-
and long-term effects [35]. The time frame of a European project, in which the central axis was the
coordination of actions in a consortium of seven countries, makes it difficult to produce, develop and
evaluate longer term interventions that will generate more evident changes in citizens.

5. Limitations

Regarding the exploratory survey, it should be mentioned that the responses obtained were not
proportional to the countries participating in the project, nor to the population cohorts. Some of the
consortium members reported difficulties in recruiting people and in meeting the objectives of this
activity within the planned time frame. Likewise, it was only possible to carry out focus groups and
group interviews in Spain and Italy because it was not an activity included at the beginning in the
project’s agenda.

Another aspect to mention is that the scales used, both in the survey and in the exploratory
evaluation of MOOCs, with children and adolescents were adaptations of the adult scales, since it was
not possible to find scales specifically designed for these populations.

Furthermore, as mentioned above, the objective of the project was not aimed at generating changes
in the DHL levels of the participants, however, randomized controlled studies are needed to evaluate
the effectiveness of the MOOCs on the DHL of EU citizens.

6. Conclusions

This project provides a practical example of the process of co-creating MOOCs to promote
DHL. The process, components, challenges and opportunities identified could be useful for other
developers and researchers who wish to co-create interventions with beneficiaries in similar settings.
The interventions designed to improve DHL are crucial in a context where health information and
services are multiplying. Despite the controls by national and international organizations and tools to
filter misleading, low-quality information, the key remains the user of that information. Therefore,
the greatest efforts should be directed at empowering the users, in the improvement of their HL and
DHL and thereby improving their self-care behaviors and thus contribute to making the provision of
healthcare more socially sustainable.

Supplementary Materials: Supplementary Information about the IC-Health project: https://ichealth.eu/.
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Figure A4. People with diabetes type 1 and 2’s responses in relation to their opinion regarding MOOCs.

80

70

60

50

40

30

% of Participants

20

10

0

JI |I 1 .Il Jl.." .IIJ

Question

B Strongly Disagree
W Disagree
[ Neither

Agree

M Strongly Agree

Figure A5. The elderly’s responses in relation to their opinion regarding MOOCs.



Sustainability 2020, 12, 6642 16 of 17

References

1.

10.

11.

12.

13.
14.

15.

16.

17.

18.

19.

20.

21.

Vazquez Martinez, R.; Martinez Lépez, M. Los Ciudadanos ante la E-Sanidad. Opiniones y Expectativas
de los Ciudadanos sobre el uso y Aplicacién de las TIC en el Ambito Sanitario. Available online: https:
//www.ontsi.red.es/sites/ontsi/files/los_ciudadanos_ante_la_e-sanidad.pdf (accessed on 13 August 2020).
Serensen, K.; Van Den Broucke, S.; Fullam, J.; Doyle, G.; Pelikan, J.; Slonska, Z.; Brand, H. Health literacy and
public health: A systematic review and integration of definitions and models. BMC Public Health 2012, 12, 80.
[CrossRef]

Norman, C.D.; Skinner, H.A. eHealth literacy: Essential skills for consumer health in a networked world.
J. Med. Internet Res. 2006, 8, €9. [CrossRef] [PubMed]

Organizacion Mundial de la Sauld. Promocion de la Salud: Glosario; Organizacion Mundial de la Sauld:
Ginebra, Switzerland, 1998; Volume 36, pp. 1-35.

Atique, S.; Hosueh, M.; Fernandez-Luque, L.; Gabarron, E.; Wan, M.; Singh, O.; Salcedo, V.T; Li, Y.C.J.;
Shabbir, S.A. Lessons learnt from a MOOC about social media for digital health literacy. Conf. Proc. IEEE
Eng. Med. Biol. Soc. 2016, 2016, 5636-5639.

Zhan, Z.; Fong, PS.W.; Mei, H.; Chang, X; Liang, T.; Ma, Z. Sustainability education in massive open online
courses. Sustainability 2015, 7, 2274-2300. [CrossRef]

Romero-Rodriguez, L.M.; Ramirez-Montoya, M.S.; Aguaded, I. Determining factors in MOOCs completion
rates: Application test in energy sustainability courses. Sustainability 2020, 12, 2893. [CrossRef]

Davis, T.C.; Wolf, M.S. Health literacy: Implications for family medicine. Fam. Med. 2004, 36, 595-598.
[PubMed]

Parker, R.M.; Ratzan, S.C.; Lurie, N. Health literacy: A policy challenge for advancing high-quality health
care. Health Aff. 2003, 22, 147-153. [CrossRef]

Cabellos-Garcia, A.C.; Martinez-Sabater, A.; Castro-Sanchez, E.; Kangasniemi, M.; Juarez-Vela, R.;
Gea-Caballero, V. Relation between health literacy, self-care and adherence to treatment with oral
anticoagulants in adults: A narrative systematic review. BMC Public Health 2018, 18, 1157. [CrossRef]
Keselman, A.; Smith, C.A.; Murcko, A.C.; Kaufman, D.R. Evaluating the quality of health information in a
changing digital ecosystem. J. Med. Internet Res. 2019, 21, e11129. [CrossRef]

Lee, C.-]J.; Gray, S.W.; Lewis, N. Internet use leads cancer patients to be active health care consumers.
Patient Educ. Couns. 2010, 81, 63—69. [CrossRef]

Conard, S. Best practices in digital health literacy. Int. ]. Cardiol. 2019, 292, 277-279. [CrossRef] [PubMed]
Borgonovi, E.; Adinolfi, P.; Palumbo, R.; Piscopo, G. Framing the shades of sustainability in health care:
Pitfalls and perspectives from Western EU Countries. Sustainability 2018, 10, 4439. [CrossRef]

Christie GP, R.S. Beyond the bench and bedside: Health literacy is fundamental to sustainable health and
development. Stud. Health Technol. Inf. 2020, 269, 544-560. [CrossRef]

European-Comission Communication from the Comission to the European Parliament, the Council,
the European Economic and Social Committee and the Committee of the Regions: eHealth Action Plan
2012-2020. Innovative Healthcare for the 21st Century. Available online: http://ec.europa.eu/information_s
ociety/activities/health/policy/ehtask_force/index_en.htm (accessed on 13 August 2020).

Janamian, T.; Crossland, L.; Wells, L. On the road to value co-creation in health care: The role of consumers
in defining the destination, planning the journey and sharing the drive. Med. J. Aust. 2016, 204, S12-S14.
[CrossRef]

IC-Health Project Consortium Deliverable 1.1-Report on Key Factors, Drivers, Barriers and Trends on Digital
Literacy. Available online: https://ichealth.eu/wp-content/uploads/2018/06/D1.1-Report-on-key-factors-driv
ers-barriers-and-trends-on-digital-health-literacy.pdf (accessed on 13 August 2020).

Arksey, H.; O'Malley, L. Scoping studies: Towards a methodological framework. Int. ]. Soc. Res. Methodol.
2005, 8, 19-32. [CrossRef]

IC-Health Project Consortium Deliverable 1.2-Results of the Survey on digit4al hea4lth litedracy. Available
online: https://ichealth.eu/wp-content/uploads/2018/06/D1.2-Results-of-the-survey-on-digital-health-lite
racy.pdf (accessed on 13 August 2020).

Vuorikari, R.; Punie, Y.; Carretero, S.; Van Den Brande, G. DigComp 2.0: The Digital Competence Framework for
Citizens; Joint Research Centre: Luxembourg City, Luxembourg, 2016.


https://www.ontsi.red.es/sites/ontsi/files/los_ciudadanos_ante_la_e-sanidad.pdf
https://www.ontsi.red.es/sites/ontsi/files/los_ciudadanos_ante_la_e-sanidad.pdf
http://dx.doi.org/10.1186/1471-2458-12-80
http://dx.doi.org/10.2196/jmir.8.2.e9
http://www.ncbi.nlm.nih.gov/pubmed/16867972
http://dx.doi.org/10.3390/su7032274
http://dx.doi.org/10.3390/su12072893
http://www.ncbi.nlm.nih.gov/pubmed/15343422
http://dx.doi.org/10.1377/hlthaff.22.4.147
http://dx.doi.org/10.1186/s12889-018-6070-9
http://dx.doi.org/10.2196/11129
http://dx.doi.org/10.1016/j.pec.2010.09.004
http://dx.doi.org/10.1016/j.ijcard.2019.05.070
http://www.ncbi.nlm.nih.gov/pubmed/31230937
http://dx.doi.org/10.3390/su10124439
http://dx.doi.org/10.3233/ISU-180037
http://ec.europa.eu/information_society/activities/health/policy/ehtask_force/index_en.htm
http://ec.europa.eu/information_society/activities/health/policy/ehtask_force/index_en.htm
http://dx.doi.org/10.5694/mja16.00123
https://ichealth.eu/wp-content/uploads/2018/06/D1.1-Report-on-key-factors-drivers-barriers-and-trends-on-digital-health-literacy.pdf
https://ichealth.eu/wp-content/uploads/2018/06/D1.1-Report-on-key-factors-drivers-barriers-and-trends-on-digital-health-literacy.pdf
http://dx.doi.org/10.1080/1364557032000119616
https://ichealth.eu/wp-content/uploads/2018/06/D1.2-Results-of-the-survey-on-digital-health-literacy.pdf
https://ichealth.eu/wp-content/uploads/2018/06/D1.2-Results-of-the-survey-on-digital-health-literacy.pdf

Sustainability 2020, 12, 6642 17 of 17

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

Nolasco, A.; Barona, C.; Tamayo-Fonseca, N.; Irles, M.A.; Mas, R.; Tuells, J.; Pereyra-Zamora, P. Health literacy:
Psychometric behaviour of the HLS-EU-Q16 questionnaire. Gac. Sanit. 2018, 34, 399-402. [CrossRef]
Norman, C.D.; Skinner, H.A. eHEALS: The eHealth literacy scale. J. Med. Internet Res. 2006, 8, e27. [CrossRef]
IC-Health Project Consortium Deliverable 1.3-Report on Profiles of Target Groups. Available online:
https://ichealth.eu/wp-content/uploads/2018/06/D1.3-Report-on-profile-of-target-groups.pdf (accessed on 13
August 2020).

Berenguera, A.; Fernandez de Sanmamed, M.].; Pons, M.; Pujol, E.; Rodriguez D, S.S. Escuchar, Observar y
Comprender. Recuperando la Narrativa en las Ciencias de la Salud. Aportaciones de la Investigacion Cualitativa;
Institut Universitari d’'Investigacion en Atencié Primaria Jordi Gol (IDIAP J.GOI): Barcelona, Spain, 2014.
Braun, V,; Clarke, V. Using thematic analysis in psychology. Qual. Res. Psychol. 2006, 3, 77-101. [CrossRef]
IC-Health Project Consortium Deliverable 2.1-Methodology for Co-Creation of MOOCs. Available online:
https://ichealth.eu/wp-content/uploads/2018/06/D2.1-Methodology-for-co-creation-of-MOOCs.pdf (accessed
on 13 August 2020).

Etienne, W.; Richard, M.; William, M.S. Cultivating Communities of Practice; Harvard Business Press: Bosten,
MA, USA, 2002.

Leader, I.; Marschang, S. Health Inequalities and eHealth. Available online: http://www.ehealth2014.org/wp
-content/uploads/2014/06/Pres_Marschang.pdf (accessed on 13 August 2020).

European Commission. TNS Political & Social Flash Eurobarometer 404 “European Citizens’ Digital
Health Literacy”. Available online: https://ec.europa.eu/commfrontoffice/publicopinion/flash/fl_404_en.pdf
(accessed on 13 August 2020).

Pletneva, N.; Vargas, A.; Boyer, C. How Do General Public Search Online Health Information?
Available online: https://www.hon.ch//Global/pdf/Khresmoi/KRESMOI_internet_health_search_information
_HON.pdf (accessed on 13 August 2020).

Martinez, S.M.; Ainsworth, B.E.; Elder, ].P. A review of physical activity measures used among US latinos:
Guidelines for developing culturally appropiate measures. Ann. Behav. Med. 2008, 36, 195-207. [CrossRef]
Kim, H.; Xie, B. Health literacy in the eHealth era: A systematic review of the literature. Patient Educ. Couns.
2017, 100, 1073-1082. [CrossRef]

United Nations. Transforming Our World: The 2030 Agenda for Sustainable Development. Available online:
https://www.un.org/ga/search/view_doc.asp?symbol=A/RES/70/1&Lang=E (accessed on 13 August 2020).
Gavidia Catalan, V., Garzéon Fernandez, A.; Talavera Ortega, M., Sendra Mocholi, C.;
Mayoral Garcia-Berlanga, O. Alfabetizacién en salud a través de las competencias. Ensefianza Cienc.
Rev. Investig. Exp. Diddcticas 2019, 37, 107-126. [CrossRef]

® © 2020 by the authors. Licensee MDPI, Basel, Switzerland. This article is an open access
@ article distributed under the terms and conditions of the Creative Commons Attribution

(CC BY) license (http://creativecommons.org/licenses/by/4.0/).


http://dx.doi.org/10.1016/j.gaceta.2018.08.006
http://dx.doi.org/10.2196/jmir.8.4.e27
https://ichealth.eu/wp-content/uploads/2018/06/D1.3-Report-on-profile-of-target-groups.pdf
http://dx.doi.org/10.1191/1478088706qp063oa
https://ichealth.eu/wp-content/uploads/2018/06/D2.1-Methodology-for-co-creation-of-MOOCs.pdf
http://www.ehealth2014.org/wp-content/uploads/2014/06/Pres_Marschang.pdf
http://www.ehealth2014.org/wp-content/uploads/2014/06/Pres_Marschang.pdf
https://ec.europa.eu/commfrontoffice/publicopinion/flash/fl_404_en.pdf
https://www.hon.ch//Global/pdf/Khresmoi/KRESMOI_internet_health_search_information_HON.pdf
https://www.hon.ch//Global/pdf/Khresmoi/KRESMOI_internet_health_search_information_HON.pdf
http://dx.doi.org/10.1007/s12160-008-9063-6
http://dx.doi.org/10.1016/j.pec.2017.01.015
https://www.un.org/ga/search/view_doc.asp?symbol=A/RES/70/1&Lang=E
http://dx.doi.org/10.5565/rev/ensciencias.2628
http://creativecommons.org/
http://creativecommons.org/licenses/by/4.0/.

	Introduction 
	Materials and Methods 
	Literature Review 
	Survey 
	Focus Groups and Group Interviews 
	Co-Creation and Evaluation of MOOCs 

	Results 
	Literature Review 
	The Universalization of Resources and Services through Digital Means Can Contribute to Inequality and Inequity in Access to These Services 
	Low Health Literacy Linked to Poor Health Outcomes 
	Despite the Growth of the Internet as a Source of Health Information, Professionals Are the Most Valued Sources of Information 
	The Readability, Clarity and Simplicity of the Content Found on the Internet Is a Relevant Issue When Searching for Health-Related Information 

	Survey 
	Adults 
	Children and Adolescents 

	Focus Groups and Group Interviews 
	Children and Adolescents 
	Pregnant and Lactating Women 
	The Elderly 
	People with Diabetes 

	Co-Creation and Evaluation of MOOCs 
	Usability of Educational Resources 
	Level of Digital Health Literacy 
	Satisfaction with the Co-Creation Process 


	Discussion 
	Limitations 
	Conclusions 
	
	References

