JMIR DIABETES Cleal et d

Original Paper

Facebook as a Medium for the Support and Enhancement of
Ambulatory Care for People With Diabetes: Qualitative Realist
Evaluation of a Real-World Trial

Bryan Cleal™, BSc, MSc, PhD; Ingrid Willaing®', MPH:; Mette T Hoybye”, MSc, PhD; Henrik H Thomsen®, MD,
PhD

IDiabetes M anagement Research, Steno Diabetes Center Copenhagen, Copenhagen, Denmark

2| nteracti ng Minds Center, Insitute for Clinical Medicine, University of Aarhus, Aarhus, Denmark
3Department of Endocrinology, Regiona Hospital Viborg, Region Midtjylland, Viborg, Denmark
“all authors contributed equally

Corresponding Author:

Bryan Cleal, BSc, MSc, PhD
Diabetes Management Research
Steno Diabetes Center Copenhagen
Niels Steensens Ve 2

Copenhagen, 2820

Denmark

Phone: 45 30912964

Email: bcle0007@regionh.dk

Abstract

Background: Thereisagrowing focus on the potential uses, benefits, and limitations of social media in the context of health
care communication. In this study, we have sought to evaluate an initiative pioneered at a hospital in Denmark that uses Facebook
to support and enhance patient-provider communication about diabetes.

Objective: This paper aims to evaluate the success of the tria according to its initial objectives and to assess its potential
scalability.

Methods: The study was undertaken in a clinic for diabetes and hormonal diseases at a large regional hospital in Denmark.
Using arealist evaluation approach, weidentified 4 key componentsin the program theory of the initiative, which we formulated
as context-mechanism-outcome configurations (eg, complex and iterative chains of causality). These configurations informed
data gathering and analysis. Primary data sources were the activity and content in the Facebook group, in the form of posts, likes,
and comments, and interviews with patients (n=26) and staff (n=6) at the clinic.

Results: New developments in diabetes technology were the most popular posts in the forum, judged by number of likes and
comments. Otherwise, information specific to the clinic received the most attention. All 4 components of the program theory
were compromised to varying degrees, either asaresult of failingsin the anticipated mechanisms of change or contextual factors
derived from the mode of implementation.

Conclusions; Social media serves well as a conduit for imagining positive change, but this can be a strength and weakness
when attempting to enact change via concrete interventions, where stakeholder expectations may be unreasonably high or
incompatible. Nonetheless, such initiatives may possess intangible benefits difficult to measure in terms of cost-effectiveness.

(JMIR Diabetes 2020;5(3):€18146) doi: 10.2196/18146
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Introduction

Background

Diabetesmellitusisacomplex and multifarious health condition
that impacts millions of people globally, giving rise to both
personal and societal costs on alarge scale[1]. In recent years,
incidence and prevalence of diabetes mellitus has been on the
increase, with more people than ever before confronting the
day-to-day challenges associated with diabetes management
[2]. This increase puts pressure on individuals, but also
challenges health care systems. More and more resourceswithin
health care are consumed by the treatment of diabetes mellitus
and its complications [3]. In this climate, innovation, both
technical and organizational, is widely seen as key to
confronting challenges anticipated in the future.

Social media platforms are oft-touted as one possible area of
innovation that can be of benefit within health care [4-6]. Use
of sociad media has, for example, been shown to enhance
relationshipswith health care professionals (HCPs), with people
feeling empowered and better able to engagein shared decision
making about their care [7,8]. In the case of the social media
platform Facebook, it has been shown that online exchanges
between patients and rel atives can influence treatment decisions
and emotional support in everyday life [9], though some of the
factua content of the information being exchanged was deemed
to be questionable from a strictly clinical perspective [10].

The recent emergence and growth of the diabetes online
community (DOC) presents opportunities and challenges to
health care professiona sand health care systems[11-16]. People
with diabetes can now interact with one another irrespective of
time or place, and this impacts how knowledge about diabetes
isacquired and exchanged [17]. For people with diabetes who
are willing and able to participate in the DOC, there is
apparently much to be gained by this development. The rapid
pace of change observed with respect to the communication
between people living with chronic conditions such as type 1
and type 2 diabetes is not yet fully matched by concomitant
changes in modes of communication between hedth care
professionals and the people they provide care for.

Traditional rolesin health care communication are thrown into
flux by the advent of social media [18], and HCPs and health
care systems are still struggling to define or redefine their
position. The spread of socia media creates new ethical
dilemmas within health care [19]. Taking the specific case of
Facebook, a significant concern among HCPs is the potential
threat it poses to personal privacy and a fear that the private
sphere will be overwhelmed by the professional sphere[20]. In
addition, there is a concern that social media forums foster
inaccurate information, posing both practical and ethical
dilemmas to HCPs interested in using these media as channels
for communication.

There is a growing focus on the potential uses, benefits, and
limitations of social media in the context of health care
communication [4]. In the case of type 1 diabetes, it has been
proposed that, where appropriate, clinicians need to be more
proactive in supporting their patients to engage with socia
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media [21] and that exchanges on social media can provide a
potential source of information for the health care professions,
which can be used to inform new health-related interventions
[22]. Where Facebook has been used to engage patients, it has
generally not been used to interact directly with them but more
commonly to provide general guidance and correct what HCPs
perceive to be misleading or spurious online information, as
described in Benetoli et al [23].

Asidefrom the ethical and legal concerns associated with social
media—facilitated health care communication [24,25], afurther
limitation for promoting such engagement by health care
systemsand HCPsisthefact that, with some exceptions[26,27],
the use of Facebook by HCPs has not been associated with
outcomes justifying the use of time and resources required to
sustain this type of intervention [28]. This is striking because,
at face value, Facebook is a medium that is well and widely
established in countrieslike Denmark, whereit is estimated that
there are up to 3 million regular users in a country of
approximately 5 million inhabitants. Part of the challenge here
rests in the fact that social media interventions are essentially
complex, since the component parts are difficult to isolate from
one another and from other wider contexts, thereby challenging
traditional research and evaluation methods [29].

In this study we have sought to evaluate an initiative, pioneered
at a hospital in Denmark, to use Facebook to communicate
directly from HCP to people with diabetes. At the time our
evaluation was undertaken, the Facebook group being used to
facilitate this initiative had been active for approximately 18
months. At the outset, the initiative was not designed as an
intervention, theimpact of which might bedirectly or indirectly
measured. Nonetheless, after seeing membership of the
Facebook group grow substantially from its inception and in
view of the effort required to maintain the group, the owner of
theinitiative (the head physician) considered that it was timely
to determine whether the group was achieving the objectives
for which it was developed. In view of the difficulties noted
above concerning evaluation of such initiatives, it was agreed
by the partnersinvolved in thiswork that the optimal approach
would beto undertake atheory-driven eval uation. Theory-driven
evaluation represents an ideal approach to the appraisal of
complex real-world interventions[30]. Evaluation thus proceeds
from an identification of the theories that have informed the
development and implementation of the intervention, and these
theories are subsequently used to shape the approach of the
evaluation, determining the primary points of focus and the
guestions that need to be posed.

In this study, we chose to apply a particular form of
theory-driven evaluation known asrealist evaluation (RE) [31].
This choicewasinfluenced by the fact that thisapproach iswell
suited for social interventions, where outcomes are determined
by stakeholder actions and interactions [32], a point very
apposite to the topic we were focusing upon. Likewise, RE is
particularly concerned with both the psychological and
motivational impact of initiatives that lead to change [33], and
thisfocusis not only important in itself for the purposes of our
specific evaluation but a so more broadly in terms of the lessons
that the evaluation we present in this study might have for other
similar initiatives.
JMIR Diabetes 2020 | vol. 5 | iss. 3| €18146 | p. 2
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR DIABETES

Goal of This Study

This study aims to evaluate the success of a concrete
intervention using Facebook as ameansto support and enhance
ambulatory care among people with type 1 and type 2 diabetes.
Additionally, we sought to identify more generic factors
influencing the use and uptake of social media in the context
of hedlth care. Finally, we sought to apply and exemplify the
use of realist evaluation as a methodology for apprehending
complex outcomes within a complex, real-world intervention.

Methods

The Setting

The study was undertaken in aclinic for diabetes and hormonal
diseases, which is part of alargeregional hospital in provincial
Denmark. The outpatient clinic catersto people with both type
1 and type 2 diabetes, with a capacity for approximately 2500
consultations per annum for people with diabetes. The clinic
employs 3 chief consultants, 2 residents, 5 diabetes nurses, and
5 dieticians.

The Virtual Setting

The Facebook group, Diabetes Viborg (DIAVIB), was
established by a consultant endocrinologist in the clinic in
January 2017. DIAVIB was not established with an explicit set
of aims and objectives, but the initiative was motivated by the
interests and concerns of this consultant endocrinologist
regarding the use of social media by people with diabetes. It
was set up as a closed group, requiring registration by potential
members, and it targeted people with diabetes, their family
members, and anyonewith aninterest in diabetes. The Facebook
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group focused primarily on users of the clinic but also stated
that it was open to anyone with an interest in diabetes. At the
time of our evaluation, there were approximately 500 registered
members, of whom approximately two-thirds were women (at
the time of writing, this figure is now 630, with the sex
distribution unchanged). Interms of age distribution, the lowest
proportion of userswas seen in the age range of 18 to 24 years,
with the next lowest in the 65+ years age range. The majority
of userslived in the catchment area of the clinic. Communication
on DIAVIB was amost exclusively conducted in Danish,
although some links were provided to external content that was
only available in English.

Data Material and Participants

The study draws upon 2 primary data sources: the activity and
content on DIAVIB, in the form of posts, likes, and comments
observed over the period from June 1, 2017, to August 22, 2018,
and interviews with patients and staff at the clinic. Interview
participants were sought via posts on DIAVIB, aleaflet posted
in the clinic, and by a nurse in the clinic, who phoned people
visiting the clinic on the days on which interviews were planned.
We sought to recruit a representative sample of the clinic's
overall population, seeking variation according to age, gender,
socia class, and both users and nonusers of DIAVIB. Patient
characteristics can be seen in Table 1.

Two potential participants declined the invitation to participate
when asked directly, primarily dueto ageneral dislike of social
media and practical issues with available interview times. In
addition to the consultant who founded DIAVIB, other HCPs
in the clinic were also interviewed, namely 2 nurses, 2
consultants, and 2 dieticians.
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Table 1. Study participant characteristics (N=26).

Cleal et d

Characteristic Value
Age (years), median (range) 48.1 (19-77)
Diabetes duration (years), median (range) 13 (3-57)
Diabetestype, n (%)
Typel 15 (58)
Type 2 11 (42)
Gender, n (%)
Male 12 (44)
Female 15 (56)
BMI (kg/m?), median (range) 28.7(21-42)
HbA 1. & (mmol/mol), median (range)
Typel 67.6 (46-89)
Type2 57.2 (40-71)
Existing DIAVIB® member (yes), n (%) 11(42)
Employment status, n (%)
In employment 15 (58)
Unemployed 1(4
Pensioned 3(12)
Disability pensioned 5(19)
Student 2(8)

8HbA 4¢: glycosylated hemoglobin (used to measure average blood glucose levels over time).

bDIAVIB: Diabetes Viborg.

Data Analysis

In cases where there is no clear set of theoretical principles
explicitly coupled to an intervention, thefirst task for evaluators
working with theory-driven approachesisto articulate aprogram
theory. Thisisundertaken in collaboration with those who have
developed the intervention, in this case the consultant at the
clinic. With numerous informal discussions and a 2-hour
semistructured interview, we initially identified 4 distinct
objectives, which we were then able to investigate and assess.

In addition to theinterview data, we also gathered and analyzed
datafrom DIAVIB itself. These datawere analyzed in terms of
their general characteristics (eg, acomment, a question, alike,
etc) and intermsof their content. BC undertook thefirst analysis
and thematization of the content, and this was subsequently
discussed and consensually verified within the author group. It
was relatively straightforward to achieve high levels of
consensus within the author group because the content being
analyzed was, for the most part, very concrete and prosaic in
what it was addressing.

Theory-based evaluations that draw upon the realist evaluation
approach take it as axiomatic that context is a key mediator
between desired objectives and actual outcomes. Context
contains numerous dimensions and is not easily demarcated,
but in the case of our evaluation, itsimpact isseenin at least 3
levels. social, organizational, and individual. A further crucial
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dimension of RE is the mechanism, or what might be deemed
the underlying causality that explains why certain actions lead
to particular outcomes. The overarching model for RE is
context-mechanism-outcome (CMO) configurations, that is, the
causal but often convoluted relationship between conditions
and outcomes. In undertaking RE , therefore, we have sought
to identify and gauge which contextual factors have influenced
the outcomes, whether these contexts were anticipated in the
design of the intervention, and to what extent mechanisms of
changeimagined at the outset were confirmed in the outcomes.

Ethical approval for the study was obtained from Region
MidtJylland’'sresearch board (May 18, 2018). All data extracted
from the DIAVIB group were anonymized before being put to
use. Likewise, all interview participants were required to sign
an informed consent form, guaranteeing their anonymity but
allowing researchers unhindered access to the interview
transcripts.

Results

Overview

In the period observed, the administrator of the site initiated
109 unique communication threads across a wide range of
subjectsrelated to diabetes. In 30 of these threads, the message
was accompanied by a link to some external source of
information. In 14 cases, the administrator initiated a thread to
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conduct a poll among the members of DIAVIB. The 109 threads
received a total of 780 likes from members of the group, and
there were 232 follow-up comments. Many members of the
group commented on multiple occasions and the 232 comments
were authored by 76 individual members of the group.

Thetopics attracting the most likes and comments were related
to both general diabetesinformation and information pertaining
specifically to the clinic. New developments in diabetes
technology were by far the most popular posts in relation to
general diabetes information, judged by number of likes and
comments. For example, a post about the implantable glucose
sensor Eversense XL (Senseonics Holdings) received 54 likes
and was commented on 25 times. Of theinformation specifically
pertaining to the clinic, it was personal information about staff
members joining or leaving the team that was the most popular
on the metric of likes and comments. For example, a thread
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about a nurse who was leaving the clinic to take retirement
received 44 likes and 18 comments.

At the outset of the project, we identified 5 objectives that
represented the underlying program theory of DIAVIB. We
have subsequently discarded one of these objectives, relating
to peer support, on the basis that the setup of DIAVIB was not
actually suited to facilitate peer support and the datawe acquired
from participants reflected this fact. As such, it was deemed to
be something that could not be reasonably evaluated. From the
4 remaining objectives, we posited 4 different CMO
configurations.

CMO 1: DIAVIB as a Source of Knowledge

A nonexhaustive summary of this process is exemplified in
table form, as seen in Table 2 for the CMO configuration,
DIAVIB as a source of knowledge.

Table 2. Context-mechanism-outcome configuration 1: Diabetes Viborg as source of knowledge about diabetes.

CMO? Objective Context Mechanism Outcome

CMO L DIAVIBP should provide ~ Individual: Peoplewithdia-  People feel overwhelmed by amount  DIAVIB is used as a prima-
Source of knowl-  peoplewith areliable source betes and their relatives. of availableinformation about diabetes  ry information source about
edge of knowledge about dia- Social: Information land-  @d have doubts about its veracity. diabetes by its users.

betes.

etc).

scape of diabetes (internet,
socia media, popular media,

Peopletrust the knowledge and integri-  Anxiety/distress related to
ty of their HCP<® and will attach value g'abezt% information isre-
uced.

and validity to information provided
by their clinic on Facebook.

3CMO: context-mechanism-outcome.
bDIAVIB: Diabetes Viborg.
CHCPs: hedlth care professionals.

In our interview data, participantsdid express concernsrelating
to the volume of information about diabetes, both in general
and on theinternet, and the challenge of determining itsveracity:

I’ve been on the internet and looked at different
things, but | think people say a lot of different things
there. Some say something, and others say something
else. That can make things all a bit more confusing.
[Woman with type 2 diabetes, aged 64 years]

The extent to which this was viewed as a problem varied, but
there was aclear distinction in the degree to which people with
diabetes viewed it as a problem and the degree to which health
care professionals saw it as such. Rightly or wrongly, people
with diabetes did not experience it as essentially problematic
because they felt able, in one way or another, to find away to
normalize things for themselves:

Onceyou' vehad it for a while you get more and more
information, so you just learn. | don't think there is
too much. [Man with type 2 diabetes, aged 66 years]

I’velearnt tofilter it out. I’ ve grown up with diabetes,
so | know what | need to relate to. [Woman with type
1 diabetes, aged 31 years]

If there is anything you are in doubt about then you
can always look it up. You can look up everything
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these days. [Woman with type 1 diabetes, aged 40
years]
In contrast, every HCP interviewed expressed concern about
people being exposed to inaccurate information and the
consequences this might have.

However, while interview participants did not indicate a sense
of being overwhelmed by information, there was recognition
that information provided through DIAVIB did carry extra
credibility compared with other more random sources. In fact,
for some participants, their contact with the clinic was perceived
to provide them with all the information that they needed about
diabetes:

| get [information about diabetes] from here [the
clinic]. It's not something | read about. If you start
to read about it, you will immediately get 10 more
symptoms and | don’t want that. | trust what they do
here, and | do what they say and I’m fine with that.
[Man with type 2 diabetes, aged 67 years]

CMO 2: Forum for Patient-Provider Interaction

The next CMO configuration we identified was DIAVIB as a
forum for patient-provider interaction, exemplified in Table 3.
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Table 3. Context-mechanism-outcome configuration 2: forum for patient-provider interaction.

CMO? Objective Context Mechanism Outcome
CMO 2 DIAVIBP should beaforum Individual: Peoplewith diabetesareinterest-  People with diabetes and
Forum for interaction  inwhich peoplewithdia=  People with diabetesand ~ ©d in communicating with their - HCPs use DIAVIB to inter-

betesand HCPs® can interact

with one another.
betes.

Social:

Juridical system, health care
ethics, professiona cultures,

etc.
Organizational:

Work organization, task ac-

creditation.

their relatives; HCPs work-
ing with people with dia-

act with one another.

DIAVIB can be used to
communicate with patients
inaway that supports mutu-
aly beneficial and progres-
sive patient-provider interac-
tion.

HCPs in online forums because
they have needs and concerns
that are not addressed in the
conventional point of contact
with the health care system.

HCPs can provide cost-effective
support to people with diabetes
viaonlineinteraction, which will
also provideinsight into the pre-
vailing concerns among people
with diabetes.

8CMO: context-mechanism-outcome.
bDIAVIB: Diabetes Viborg.
CHCPs: health care professionals.

The possibility of two-way communication between HCPs and
people with diabetes was, in principle, something that could be
facilitated by DIAVIB. However, this possibility was limited
by the fact that it was only the administrator of the group (the
consultant) who could initiate posts. So, while it was possible
for members to comment on posts, they were not able to
determine the topics under discussion. For some, thisrepresented
alimitation that lessened the appeal of engaging with the group:

Yes, | thinkit would be a good thing. | know that there
are other Facebook groups with people who share
experiences, so ... for me it's not likely 1'd join the
group if they only share information because | think
that | can do this myself, also with respect to being
critical of the sources. So, if there are no elements
besidesthat in the Facebook group, then | don’t think
it's so interesting for me. [Woman with type 1
diabetes, aged 20 years)

Others voiced a wish for more communication, expressing
dissati sfaction with the way in which dialogue had been handled
within DIAVIB:

I think it could be better in the way that, if there are
questions in there, then they should make sure to
answer them. They should be a bit more active.
Sometimes there are long gaps before anything gets
posted. [Woman with type 1 diabetes, aged 59 years]

In general, however, there was uncertainty about opening up
DIAVIB to more direct two-way communication, expressed as
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a concern about the type and quality of exchanges that would
ensue:

| think it's a professional toal. | think it's important
that the things that get written are based on
professional knowledge. The things posted in here
should come from doctors or nurses, so there isn't
any misunderstanding about what is and isn't true.
[Woman with type 1 diabetes, aged 50 years]

It was al so seen as open to question what kind of communication
someone would want to have:

Isthisreally the right forum, if I’ ve got a need to get

in touch with my Doctor? Then it would be more

about me and not something that | would want to

share in an open group. [Woman, with type 1

diabetes, aged 34 years]
An underlying factor in the general ambival ence toward the use
of DIAVIB as aforum for direct interaction with HCPs could
also be inferred from the fact that participants did not express
frustration with the degree of contact that they had with HCPs.
The interview data presented an overwhelmingly positive
impression of aclinic and clinic personnel that were attentive
and accessible.

CMO 3. HCP Engagement With Health
Communication

DIAVIB was conceived to inspire HCP engagement with health
communication, and the CMO configuration derived from this
objectiveis exemplified in Table 4.

JMIR Diabetes 2020 | vol. 5 | iss. 3| e18146 | p. 6
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR DIABETES

Cleal et d

Table 4. Context-mechanism-outcome configuration 3: Diabetes Viborg supports health care professional engagement with health communication.

CMO? Objective Context Mechanism Outcome
CMO 3: DIAVIBC should foster an Individual: HCPs are challenged by the  The opportunities for direct
. i ini i ; ; i f publicly avail-  communication offered by
HCPP enagement with  interest in innovative health  HCPs working with people ~ &Pansion o ‘ ; \
health co%war%mnication care communication among  with diabetes. able knowledge and by time  DIAVIB will motivate HCPs
HCPs Sodidl: limitationsintheir encounters  to engage morein the dissem-

Informed patients, patient-

centered care, €tc.
Organizational:

ination of valid and relevant
knowledge, which addresses
the everyday needs of patients
with diabetes.

with people with diabetes.

Resources and time dedicated

to task.

8CMO: Context-mechanism-outcome.
PHCP: health care professional.
°DIAVIB: Diabetes Viborg.

All the HCPs interviewed acknowledged that the advent of the
internet had made someimpact on their interactionswith people
with diabetes. Thiswas viewed as something with both positive
and negative consequences. It was, however, primarily the
negative consequences that were emphasized by HCPs, who
felt that inaccurate information could |lead to fal se expectations
and even dangerous actions among people with diabetes. While
the notion that there is a need for innovative approaches to
health communication is supported in these observations, not
all HCPs agreed that posting on Facebook was viable. One
concern expressed related to the complexity of the information
being conveyed and the challenge of supplying information at
ageneral level, thereby omitting the more personal judgements
involved when conveying information to people with diabetes:

I mean, when you're talking about diet, there's all

sorts of information that you can write about which

the patient will see. And | just think, the things we

write should be quite specific when you know that a

lot of patientsare going to read it and you don’t know

how they're going to react to it. That’s something we

talk about a lot—what we should and shouldn’t

say—where you need to make a judgement based on

the individual and that’s just easier when you're in

anindividual consultation with the patient. [Dietician,

aged 44 years)
More prosaically, reservations were voiced in relation to the
time needed to maintain the group. Even though the clinic's
personnel were sympathetic to theinitiative, it also evoked more
negative emotions:

So, it'sabit likethereisa mild pressure to contribute,

and that's fair enough, but it's like, argh, when is

there going to be time for that, to actually sit down

and provide something worthwhile... We could do

more, but | don’t know when or how it should be.

[Dietician, aged 52 years)
Although there had been discussions within the clinic about
making DIAVIB a collective responsibility, because it was not
something that wasintegrated into the clinic’severyday practice,
it emerged as an exclusively individually driven initiative.
DIAVIB was only officially supported to the extent that it
existed nominally under the auspices of the regional hospital
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and clinic, but the time used to set up and maintain the site was
not financially reimbursed.

Aside from the issue of time and reimbursement, personnel at
the clinic also felt that Facebook imposed limitation in terms
of what could be communicated. An important aspect of this
related to privacy, both that of the HCP and users of the clinic:

My first thought was, that's an innovative and
visionary initiative. My second thought was, | don’t
want to be personally part of that...And | mean, it's
clear that we can’t have personal information. If
there’sanything that’s even remotely identifiable they
have to use their digital post box, so it just doesn't
work on Facebook. So, | don’'t really know what |
could help them with, apart from really general
information, like insulin can’'t cope with 30°C heat.
[Nurse, aged 42 years]

The personnel interviewed in our evaluation were aware of the
innovative and unrealized potential of Facebook to
communicate, such as the consultant who imagined it might
serve to capture the hardly reached:

I thought it might be a good way to reach those people

who don’t come [to the clinic], but who are always

on their Facebook pages, you know. [Doctor, aged

38 years)
Degpite this, interviews with the clinic's personnel ultimately
left an overriding sense of DIAVIB falling short in activating
the potential to reach hardly reached patients, afeeling captured
by the same consultant reflecting on his own idea:

So that could be a way to get some more people in.
But, it’snot really integrated into my way of working.
It'snot like sit here and say, you should do thisand
this and you can see it on our Facebook group. I'm
not there yet... | don't know, maybe it's because |
don't really use Facebook much myself. [Doctor, aged
38 years|

CMO 4: Improved Empower ment and Outcomes

The find CMO configuration we identified anticipated that
DIAVIB would help patientsto achieveimproved empowerment
and outcomes, as exemplified in Table 5.

JMIR Diabetes 2020 | vol. 5 | iss. 3| €18146 | p. 7
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR DIABETES

Cleal et d

Table 5. Context-mechanism-outcome configuration 4: Diabetes Viborg improves empowerment and clinical outcomes.

CMO? Objective Context Mechanism Outcome
CMO 4: DIAVIBP should enable Individual: People's diabetes manage- People with diabetesin the
Improves empower-  people with diabetesto Peoplewith diabetesand their Ment practicesarerelated to  clinic will become better at
ment and outcomes  achieve an improved illness  relatives. their level of knowledgeabout - diabetes management and
understanding. Socidl: diabetes. Enhanced knowl- thereby improve their dia-
cial: edgewill enableimproved di- betes-related outcomes (eg,
Knowledge sharing. abetes management. HbA,9)

3CMO: context-mechanism-outcomes.
bDJAVIB: Diabetes Viborg.
®HbA 4¢: glycosylated hemoglobin, type A4c.

This CMO configuration was ultimately the most abstract to
evaluate, since there were no means by which to measure
participants’ level of engagement with DIAVIB and equate it
to changes in clinical outcomes. It was, however, possible to
investigate the premise for the proposed mechanism of change
and find support for the notion in principle:

You should try to know more about your illness.
Knowing more about it, you're better able to control
it. [Man with type 2 diabetes, aged 70 years|

At the sametime, wea so identified individual strategiesrelating
to diabetes knowledge that pushed in the opposite direction.
Information overload in relation to diabetes does not only come
fromwhat one can hear and read about it. Dealing with diabetes
on a day-to-day basis can also be experienced as a type of
information overload. In view of the potentialy endless
information that isavailable, it isalso important that people can
delimit what they do and do not need to know:

Interviewee: | knowthat | could read a wholelot more
about diabetes, but there are just so many other things
that | would rather do. [Woman with type 1 diabetes,
aged 40]

Interviewer: Yeah, life is about more than diabetes?

Interviewee: Yeah, where | just think that if there is
something that | need to know, well, then I'll take an
interest in it. And if | don’t need to know about it,
then | don’t see any reason to take an interest in it.

Discussion

Summary of Findings

Our evaluation of DIAVIB indicates that while acceptance of
theinitiative was apparent in the numberswho joined the group
and the overall positive attitude expressed during the interviews,
levels of direct engagement were much lower. This possibly
reflects more fundamental challenges in hedth care
communication, where there is generally a lack of clear
guidelines for how best to generate content and strategies for
communication and engagement with peopleliving with chronic
health conditions such as type 1 and type 2 diabetes [29]. At
the same time, there are more specific challenges related to
designing Facebook groups and pages that are acceptable to all
relevant stakeholders [29], not least in achieving congruency
about what the purposeiis.

http://diabetes.jmir.org/2020/3/e18146/

Although many HCPs express concerns about the veracity of
online information in general, there is no overwhelming
evidencethat clinically inaccurate information isflooding online
diabetes forums [34]. The interview data we obtained did not
support aview of people feeling overwhelmed by information
and not knowing what to believe. In a recent published
commentary, the authors proposed that sifting through the
plethoraof diabetes-related online information and determining
what is and is not meaningful is more of an art form than a
scientific process [35]. Although the authors also suggest that
greater engagement by HCPs in guiding people with diabetes
through this minefield might improve the situation, it is likely
that some level of individual interpretation will remain. For
better or worse, “patienthood” is becoming a more and more
skilled practice[36]. Our informantswere happy to use DIAVIB
as a source of knowledge about diabetes, and their familiarity
with the real-world context in which it was being produced
inclined them to ascribe high levels of credibility to the
information. At the same time, however, this was something
that they generally experienced as nice to have and not as
something that they needed to have.

The nature of the communication on DIAVIB was also
influenced by the setup of the group (ie, a closed Facebook
group associated with a physical diabetes outpatient clinicina
regional hospital, in which only the administrator can initiate
topics for discussion and which is primarily being maintained
by one individual, for the most part as a hobby rather than
something being officially recognized and rewarded). These
architectural affordances of the group inevitably impact thetype
and level of interaction and the respective roles of people with
diabetes and HCPs [37]. Rather than transforming modes of
interaction between patients with diabetes and HCPs, the
architectural affordances of DIAVIB tend to recapitulate them
[38]. The empowering potential of social mediais, inthis sense,
somewhat constrained, and amore open architecture withinthe
group may have offered different types and patterns of
communication.

Onlineinteraction between patients and providers has previously
been shown to be problematic, with a discrepancy between the
concerns being voiced by patients and the nature of repliesbeing
provided by HCPs, particularly in regard to the use of inclusive
and supportive language [39]. Interviews with HCPs indicated
that there were concerns about finding the right tonein potential
online communication with people with diabetes, especialy in
the absence of social cues that they would use to tailor their
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communication and advice in face-to-face encounters. This
would support the idea that the advantages afforded by social
mediamay be best realized in caseswherethereisapreexisting
good relationship between those who are interacting [40]. In
our case, however, by far the greatest barrier from the HCP
perspective was the fact that there was no official recognition
of theinitiative, and in the absence of guidelines and earmarked
resources, DIAVIB was, from an organizational perspective,
an essentially vulnerable initiative primarily supported by the
commitment of one individual.

It remains unclear whether participation in online support groups
serves to establish collective empowerment or whether the
collective identity fostered in such groups only serves to
generate individual empowerment [41]. Different media can
foster different types of empowerment, and forums such as
DIAVIB, which are promoted under the auspices of health care
organizations, are probably more conducive to the promotion
of individual empowerment. Ultimately, our datadid not provide
any strong indication of DIAVIB members obtaining a sense
of empowerment or, for that matter, seeking to obtain a sense
of empowerment as such. Nonetheless, by providing a source
of reliableinformation that can contribute to enhancing people’s
illness understanding, individual empowerment, in the sense of
being able to make moreinformed decisionsregarding care and
treatment, may be something that individuals are able to obtain
from social media—mediated interaction with their HCPs. This
is, however, a question which requires more systematic
investigation, although identifying strong evidence for a direct
link between participation in groups such as DIAVIB and
improved clinical outcomesis likely to remain elusive.

At the current time, there remain concerns about whether the
advance of social mediaand itsincreasing pervasivenessin all
aspects of life may also engender a situation in which certain
groups of people are actually disempowered. This applies, for
example, in the case of engaging older people with diabetesvia
social media, where more support is often needed to overcome
the barriers they experience [42]. Low health literacy is also
negatively associated with ability to accurately assessthe quality
of online health information [43], and although thisis also an
issue more generdly, in health care there may be specific
contours of eHealth literacy [44] that need to be attended to in
the case of social media—mediated interactions between people
with diabetes and their HCPs.

DIAVIB was very clearly a complex intervention involving
various stakeholders located in diffuse contexts and, as such, it
was suited to a theory-driven approach to its evaluation. For
reasons highlighted above, we adopted a realist evaluation
framework to structure our investigation. RE’s approach is not
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always easy to follow in relation to mechanisms of change, and
it assumes a rationality regarding these mechanisms that is not
necessarily in place [45]. There are, moreover, diverging views
regarding the nature of “mechanism” and the difference between
mechanism and essential context condition [46]. However,
acknowledging these challenges, the framework provided by
RE hasal so provided clear benefits. Dealing with an intervention
that emerged organically, the RE approach compelled both the
program devel oper and the eval uatorsto explicate the underlying
theoretical framework. This exercise had clear valueto the task
at hand, subsequently framing the analytical focus, for example,
in the iteration of interview guides. At the same time, it also
gave cause for more general reflection on the criteria by which
initiatives such as DIAVIB need to be assessed and the
mechanisms and contextsthat arelikely to influence the success
or failure of such initiatives.

Conclusion

DIAVIB was an initiative that was inspired by motives rooted
in genuine and contemporary concerns about supporting people
with diabetes in the best possible way. It sought to exploit the
potential for new modes of patient-provider interaction
seemingly allowed by social mediaand, at the sametime, aimed
to provide support for people with diabetesin aworld in which
flows of information are not necessarily anchored in
conventional understandings of knowledge and truth. However,
from the perspective of the objectives it was anticipated to
address, the success of theinitiativeislimited. Part of thisrests
in the expectations, which were highly ambitious. Social media
serves well as a conduit for imagining positive change, but this
can be astrength and weakness when attempting to enact change
via concrete interventions. Thisis especially true of initiatives
like DIAVIB, which are developed organically rather than
systematically.

Having stressed the limited extent to which DIAVIB represents
a successful intervention when seen through the lens of a
theory-driven evaluation, it should finally be noted that such
an evaluation does not necessarily capture more intangible
benefits. Whatever its limitations, the fact that more than 600
individuals have actively sought membership in DIAVIB
suggests that it has tapped into a seam of interest in the
possibilities allowed by socia media in the context of health
care that, as of yet, are not fully realized. Although our study
suggests that there remain numerous and serious obstacles on
the path towards the realization of such potential, pioneering
initiatives such as DIAVIB and the lessons that can be drawn
from them represent important milestones along this seemingly
inexorable route.
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