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Abstract
Context: The use of the internet for health information by those with long- term condi-
tions is growing. It has been argued that this represents a form of empowerment by 
patients, as it enables them to control the content and flow of the information availa-
ble to them. To explore this, the use of online discussion groups by those with diabetes 
was examined.
Method: Semi- structured interviews were conducted with 21 participants with type 1 
and 2 diabetes and analysed using thematic analysis. Participants were recruited via 
online and offline routes, namely discussion boards, newsletters, and research net-
works related to diabetes.
Results: By drawing on the advice, information, and support shared online, partici-
pants were empowered to position themselves as active participants in their own 
health care and to further engage with health- care professionals.
Conclusion: The findings indicate that forums can play a valuable role in aiding and 
motivating individuals in the daily management diabetes and highlight how this sup-
port is used to complement formal health services. However, more work needs to be 
carried out to determine to explore when and under what circumstances online sup-
port may be particularly beneficial to those with long- term conditions.
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1  | INTRODUCTION

While there has been considerable progress in the control and treat-
ment of symptoms and effects for some conditions, people are rarely 
completely cured of long- term conditions (LTCs).1 Given this, it can be 
difficult to meet the multitude of needs of chronically ill individuals 
within current health- care settings. In an attempt to offer an improved 
method of managing LTCs, in addition to lessening demand on health 
services,2 there has been a recent policy shift in terms of the respon-
sibility taken by individuals for their own health care.3 Accordingly, 
people are beginning to be encouraged proactively to seek out health 
information, advice, and support for their condition.4

As a result, individuals with LTCs are repositioned from passive 
recipients of expert care5 to active consumers who make informed 
choices and share responsibility for their health care.6 Although this 
is not to suggest that this behaviour did not always occur, it does 
indicate that the sanctioned role and identity of patients within the 
health  system has shifted from a recipient of care within a  paternalistic 
 doctor–patient relationship to actively negotiating and shaping their 
care. In addition, changes in technology and internet use over the last 
few decades have meant that individuals’ sources of health  information 
and advice have increased.7 This paper will focus on a specific source 
of health information for those with LTCs, namely online  discussion 
groups.
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Online discussion groups function by enabling individuals to en-
gage in supportive interactions through forums, chat rooms, and 
individual email exchanges with others facing similar experiences, 
challenges, or problems.8 The benefits of computer- mediated support 
groups include the potential to access support 24 hours a day, 7 days 
a week at a time most convenient to the user accessing support. This 
results in issues relating to family or work commitments becoming 
less problematic, while individuals who have difficulties with mobility, 
speech, and hearing experience less barriers to involvement.9

Alongside the psychological impact of online support groups for 
people with LTCs, there are a number of sociological aspects to con-
sider. Notably, Bury’s10 work around biographical disruption, where 
the onset of an LTC represents a disruption to an individual’s personal 
narrative, needs to be explored. Similarly, Charmaz11 highlights the 
“loss of self” experienced by many with chronic illnesses, as the experi-
ences and meanings upon which their identities are built are no longer 
available to them. She argues that this process can be complex and 
overlapping, with individuals’ restricted lives resulting in them with-
drawing from social activities. This can in turn heighten their sense of a 
loss of identity due to the absence of opportunities for self- validation 
through socializing with others.12

Addressing this notion, Hardey13 suggests that the array of infor-
mation and advice available on the internet enables users to develop 
and redevelop their identity in a way that goes beyond the concept 
of a patient as a disembodied medicalized case.5 Due to the ability 
of internet users to browse and search online, individuals control the 
content and flow of the information available to them, rather than re-
ceiving information through a health professional. This represents a 
shift in hierarchy from professionals towards patients13 and indicates 
that the use of online support groups can facilitate the development 
of a person’s illness identity.

This suggests that the internet could act as a valuable tool in recon-
structing identities14 and repairing the loss of the self for those with 
LTCs. Individuals’ identities can be reconstructed from their former 
narratives into that of an active, empowered patient via interactions 
with other forum users online15 and access to specialized information 
and advice.13 While not looking directly at LTCs, Trondsen and Tjora16 
reported that for adolescents with parents with mental illnesses, com-
municating via an online forum allowed them to normalize their ex-
periences and to reorient and reconstruct their identity. Accessing a 
community based on shared experiences enabled the teenagers to ad-
just their identity and that of their family from “abnormal” or “mentally 
ill” to “less out- of- the- ordinary.” Through this normalization, partici-
pants gained agency and were empowered to take action.

This has been echoed by a number of researchers (eg Barker15; 
Pitts17) who suggest that the autonomous nature of internet use em-
powers individuals through a number of strategies. Online discussion 
groups allow individuals to access a collective pool of information, 
which can benefit their health. In addition, they can access a network 
of social support borne from shared experiences. Taken together, these 
benefits of forum participation facilitate empowerment, which aids 
individuals in taking a proactive approach to their health- care deci-
sions.18,19 In short, online support appears to empower lay individuals 

to engage with their health care, as well as consolidating their position 
as challengers to the concept of medical dominance.13 To explore this 
process further, the use of internet forums by individuals with LTCs, 
namely type 1 and type 2 diabetes, was examined.

The World Health Organisation has defined diabetes as “a chronic 
disease that occurs either when the pancreas does not produce 
enough insulin, or when the body cannot effectively use the insulin it 
produces” (WHO, p. 1).20 There are two main forms of diabetes: type 
1, which is also known as insulin dependent or childhood onset diabe-
tes, and type 2, which is known as non- insulin dependent. Type 1 dia-
betes is characterized by a lack of insulin production in the pancreas, 
while type 2 diabetes is caused by inefficient use of insulin in the body 
and has been associated with obesity and a sedentary lifestyle.21

Diabetes affects more than 5% of the British population21 and has 
been highlighted by the NHS as a key focus of the effort to improve 
chronic disease management in the UK.22 Diagnosis involves a simple 
and routine blood test. In addition, it is one of the long- term condi-
tions included in the UK’s Quality and Outcomes Framework (QOF), 
whereby clinicians are incentivized to provide evidence- based care to 
individuals.23 This is not to suggest that living with diabetes is a sim-
ple process, however. There is an increasing stigma associated with 
the condition, with individuals using terms like “fat, lazy, unhealthy” 
to describe those with diabetes (Vishwanath,24 p. 523). This stigma 
impacts on people’s self- management of their diabetes, including their 
monitoring of their blood glucose levels.25 In addition, the progressive 
and chronic nature of type 2 diabetes means that the necessity for 
substantial lifestyle changes can place a heavy burden on individuals, 
their families, and health services.26

Regarding research around diabetes and online peer support, it 
has been suggested that diabetes forums contain broadly accurate 
health advice and information.27–29 In addition, the functions of the 
discussion groups appeared to replicate those found in other LTCs, 
with users seeking support, experiential knowledge, and information 
about medication and condition management, such as diet and weight 
control,30 and accessing interpersonal and community support along 
with specialized knowledge from peers.29 Similarly, Ravert, Hancock 
and Ingersoll31 reported that adolescents with type 1 diabetes visit 
internet forums for social support, advice, information, and access to 
shared experiences. This indicates that individuals access diabetes fo-
rums in line with other chronic conditions. As a result, this condition 
offers an appropriate context to shed further light on the use of the 
internet by individuals with LTCs.

2  | METHODS

This research with individuals with diabetes took place as part of a 
broader piece of research on the use of forums by UK- based individu-
als with LTCs.32,33 A qualitative approach was selected as it allowed 
for an exploration of the opinions and perspectives of individuals with 
diabetes. Semi- structured interviews enabled participants to discuss 
the topics that were relevant to their health and use of internet fo-
rums, rather than using a more prescriptive method of data collection. 
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A broad interview schedule addressing participants’ use of diabetes 
forums was developed, although it should be emphasized that the 
schedule provided a guide for the interview and did not represent a 
prescriptive itinerary. Interviewees were given space to express their 
own opinions and ideas, and, in many cases, their responses shaped 
the order and structure of the interview.34

2.1 | Participants

Twenty- one participants completed interviews, 12 with type 1 diabe-
tes and 9 with type 2 diabetes. Interviewees were drawn from across 
the UK, and the majority of the respondents were female (n=13), with 
a mean age of 52 (age range=20- 82 years). To ensure that a range 
of perspectives was considered, recruitment took place both online 
and offline. Interviewees were recruited through online and offline 
sites related to diabetes, such as internet forums, magazines, email 
lists, and research networks. Participants were offered the option of 
face- to- face or phone interviews with the researcher; many (n=17) 
chose to participate by phone. All interviewees described themselves 
as white.

2.2 | Data analysis

Interviews were recorded and transcribed verbatim, with any poten-
tially identifying information removed. The anonymized interview 
transcripts were imported into a qualitative data analysis computer 
software package, ATLAS.ti version 7, to carry out the analysis. It 
should be noted that the use of a software package merely provided 
a tool to organize and review the data during the analysis process, 
rather than offering an objective method of analysis.35 Using an it-
erative process, each transcript was read through several times and 
notes were made to make note of preliminary connections between 
interviewees.

A thematic method of analysis was employed, with a view to exam-
ining comparisons and contrasts across participants and within cases. 
Thematic analysis was chosen as it provided a flexible approach to 
analysing qualitative data and involves identifying themes in a body 
of data.36 Themes were considered to capture something important 
about the data, and to represent a level of patterned response or 
meaning within a data set. This process allows the development of 
a conceptual scheme which enables the researcher to ask questions 
of the data.37 The initial themes that had been noted throughout the 
initial analysis process provided the basis for an exploratory coding 
frame, where labels were assigned to portions of the transcripts. This 
served as a process of “data reduction,” whereby the boundaries of 
analysis are delineated (Namey, Guest, Thairu, & Johnson38).

The data were coded according to these themes by identifying 
complete segments (eg sentences or paragraphs) as categories that 
had been isolated and defined during the course of the research. 
Initially, these codes were broadly descriptive, and related directly to 
the content of interviewees’ transcripts, rather than any more subtle 
nuances within the data. For example, references to an interviewee’s 
family were coded as “Family,” and so on. Following this initial coding 

attempt, the themes and transcripts were reviewed and discussed 
amongst all three authors to ensure the validity of the coding frame.

As coding continued, categories were broken down into further 
sub- categories, as the initial coding frame did not sufficiently capture 
the complexities of the data. For example, while many participants 
described the interactions that they had with other forum members 
(coded as “Forum”), a number also spoke specifically about the inter-
actions that they had with forum moderators. Midway through the 
analysis process, an additional code of “Moderator” was created, as 
these interactions were distinct from those that interviewees had with 
normal posters and required further consideration. Transcripts were 
reviewed on an on- going basis to ensure that additional codes were 
applied.

2.3 | Ethics

Ethical approval was granted by the University of Manchester re-
search ethics committee. Any identifying information was removed 
from the interview transcripts, and all participants have been assigned 
pseudonyms. Each participant was provided with an information sheet 
and encouraged to contact the researcher with any questions both 
before and after the interview. Signed consent was received from all 
participants; for telephone interviews, the consent form was posted 
in advance along with a stamped addressed envelope to return the 
signed form to the researcher.

3  | RESULTS

In this paper, how individuals draw on the support and shared expe-
riences of other forum members to empower themselves and posi-
tion themselves as active participants in their own health care will be 
detailed. Hardey13 suggests that the array of information and advice 
available on the internet enables users to develop and redevelop their 
identity in a way that goes beyond the concept of a patient as a dis-
embodied medicalized case.5 By participating in forums and provid-
ing advice, information, and support to others, it will be argued that 
interviewees were able to further empower themselves as caregivers 
rather than just passive recipients of expert care. In this way, online 
support groups can facilitate the development of an individual’s illness 
identity and restore a loss of self.11,15,16

3.1 | Accessing support and shared 
experiences online

A number of interviewees described accessing health information on-
line as an act of empowerment, something that supported them in 
their interactions with health- care professionals and allowed them to 
negotiate with the medical profession.13 In this way, individuals armed 
themselves with information and were better able to have informed 
conversations and make decisions about their own health care and 
self- management.18 Julie reported that using the internet for health 
information and advice had a positive impact on her confidence and 
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her ability to actively engage with health- care professionals. Rather 
than just passively receiving care, she felt that the information and 
support she had gained allowed her to participate in shared decision 
making and take an active role in managing her condition, “I’ll be able 
to have a discussion about whether to reduce or maybe come off the 
metformin, and I feel confident that I’ll be able to have a sensible con-
versation and that I will understand what I’m being told” (Julie, type 2 
diabetes, 46–50).

Forums allowed participants to communicate with people who had 
a shared understanding of living with diabetes. This enabled forum 
users to access to a form of emotional support by venting to people 
with similar lived experiences. Venting meant that they could joke 
about their condition in a way that they were unable to do with their 
family and friends, who may worry or overreact, “And if I said that, 
to say, my mum, she’d be mortified…. Whereas other people can see 
the funny side of it. You can’t really have that kind of gallows humour 
with somebody who doesn’t get it” (Claire, type 1 diabetes, 41–45). 
The mention of “gallows humour” is particularly notable, as it has been 
suggested that using humour and jokes online can be viewed as a 
form of emotional support.39 This enabled users to discuss aspects of 
their condition in a light- hearted manner, without having to explain 
the humour to someone who is not a member of the community. As 
a result of these types of communications, online communities often 
represented a place where individuals with LTCs could feel “normal” 
amongst their family and friends.16 Interviewees took solace in the 
knowledge that they were not alone in their experiences and that oth-
ers were going through similar struggles, “Sometimes there is some 
sort of comfort just knowing that there’s other people out there going 
through it” (Daniel, type 1 diabetes, 26–30).

This sense of shared experiences also meant that forums provided 
participants with information that they could not access via their 
health- care professionals, notably the experiences of people who 
were similarly engaged in living with and managing diabetes. This al-
lowed them access to a form of “patient knowledge,” where individuals 
translated medical knowledge into practical courses of action.40,41 For 
those with diabetes, online discussion groups enabled them to receiv-
ing information from people who were facing similar challenges and 
issues on a daily basis, unlike health- care professionals.

Crucially, this allowed participants to question forum members 
about their lived experiences with their condition. This was illustrated 
by Gemma, who described going to the doctor a few months after fall-
ing off a horse and injuring herself in a number of ways. While she was 
sure that her on- going problems were related to these injuries rather 
than her type 2 diabetes, she felt that her doctor was unable to look 
past her diagnosis and consider other options, “I’ve got this label now 
which is diabetic and I feel like I’m only ever going to be, have some-
thing diabetic considered about me and not anything else” (Gemma, 
type 2 diabetes, 31–35). As a result, she looked for others who had ex-
perienced the “feeling” of neuropathy, as opposed to the qualifications 
of the doctor, who was just aware of the classification. Seeking sup-
port online allowed her to access the form of experiential information 
that she required,42 as well as providing her access to a community 
where she was seen as an individual rather than a condition.43

3.2 | The internet as a tool of empowerment

The use of internet forums by individuals with diabetes appeared to 
be contextually dependent, with interviewees utilizing online sources 
for routine queries rather than acute situations,44,45 and with a fre-
quent deferral to the expertise of the medical community.42 For exam-
ple, participants were often seen to share “tips and tricks” with other 
forum members, ie suggestions that were intended to support indi-
viduals to self- manage their conditions. Typically, these were drawn 
from their own experiences of diabetes and related to minor incon-
veniences rather than major medical issues.

Illustrating this, Louise described how she had altered her night- 
time routine as a result of advice that she received on a diabetes 
forum. While she used to keep a bottle of Lucozade by her bed to 
prevent her blood sugar becoming low during the night, she found 
that the size of the bottle meant that she would invariably drink too 
much, “The problem with that is that Lucozade comes in big bottles 
and the temptation is to drink a lot of it and then your blood sugar 
ends up too high” (Louise, type 1 diabetes, 31–35). Based on the ex-
periences of others, she began to use small boxes of juice that were 
usually marketed at children, “They’re just the right size to treat a low 
blood sugar in the middle of the night. So you can’t take too much of 
it, and also they last for ages and you’re not left with an open box”. 
As she had not conceptualized her use of Lucozade as problematic, it 
was not something that she sought help or advice on. However, inter-
acting with other peers online provided her with practical knowledge 
about her condition which she was able to utilize in her daily—and 
nightly—practices.40,41

Along with providing practical advice and support, accessing 
shared experiences online also often provided participants with mo-
tivation. For individuals who were trying to lose weight or to focus on 
a particular food plan, particularly those with type 2 diabetes, forums 
provided a location for users to support each other. Forum members 
shared advice, experiences, and information to motivate each other 
towards healthy behaviours. Participants were able to access non- 
judgemental, personalized advice and support that was tailored to-
wards their individual lifestyle and preferences, as demonstrated by 
Lesley.

We support one another and say, keep going, don’t give 
up, you know, that kind of thing… You can actually break 
down somebody’s menu and say, well, where are you stick-
ing, what point of the day are you having difficulty with, 
what food group are you having difficulty with, let’s find 
an alternative that’s low carbohydrate, or diabetic friendly, 
shall I put it, which is also suitable for you as an individual. 

(Lesley, type 2 diabetes, 56–60)

Similarly, accessing online discussion groups upon her diagnosis 
allowed Gemma to engage with people who were making what she 
perceived to be healthy lifestyle choices. This provided her with both 
guidance in managing her type 2 diabetes, and optimism and motivation 
that she would be able to do so successfully. “These are people who have 
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all got diabetes, they’ve all had to live with it for however many years and 
they’re all actively trying to manage it as best they can…They try lots of 
different things and they tell you what does and what doesn’t work for 
them and it’s all ideas for me to try” (Gemma, type 2 diabetes, 31–35).

Accessing support online also empowered interviewees to en-
gage not just with their own diabetes but also with formal health- care 
systems. Laing et al.43 suggest that participating in a forum allows 
individuals to develop a strong sense of ownership over their con-
dition, which in turn leads to them becoming more actively engaged 
with health- care professionals. This was illustrated by Margaret, who 
described the difficulties that she had encountered in receiving ap-
propriate treatment for her diabetes. Although she had initially been 
diagnosed with type 2 diabetes, she had experienced a number of dif-
ficulties with the medications that she had been prescribed, including 
regular hypoglycaemic episodes and very high blood sugar levels. This 
had prompted suggestions from posters on the forum that she used 
that she had LADA (latent autoimmune diabetes of adults) or “type 
1.5″ due to her unsuccessful cycle of medications. This in turn led to 
her pushing for a prescribed course of multiple daily injections, which 
successfully lowered her blood glucose levels. Although her doctor 
was initially reluctant to acquiesce, Margaret was able to make a case 
for her preferred choice of medication, thereby placing herself as an 
active participant in her own health care.

Throughout this experience, she engaged in a process of negotia-
tion and renegotiation, making multiple visits to her GP, while simul-
taneously consulting the forum, the manufactures of the medication 
and NICE guidelines. Although Margaret attributed her success in this 
“battle” to the support and encouragement from the forum, “Now if 
it hadn’t have been for the forum, I wouldn’t really have known how, 
what, where to go ahead with a situation like that” (Margaret, type 2 
diabetes, 66–70), it is clear from her account that she was more than 
a passive recipient of support. Instead, she engaged with and built on 
the support, information, and advice provided online, using it to ex-
plore and research the different options available to her. This allowed 
her to take an active approach to her health- care decisions.18

However, her frequent engagement with her doctor indicates that 
her online activity did not signal a rejection of the medical profes-
sion.46 Instead, Margaret used the internet as a tool of empowerment, 
drawing on her own knowledge about her health and illness to com-
plement and engage with the services offered in formal health- care 
settings.47,48 Indeed, many of the interviewees reported that their 
doctors did not fully appreciate the empowering role that the inter-
net played in supporting them to manage their diabetes, “I don’t think 
enough people are getting the benefit from them [forums], and I think 
there is a lot of work we need to do around helping healthcare pro-
fessionals understand the potential benefits” (Louise, type 1 diabetes, 
31–35).

3.3 | The value of reciprocal support online

In addition to receiving support online, the reciprocal nature of forums 
and other forms of online communication meant that participants were 
able to provide support as well as receive it. It has been suggested that 

online discussion groups can fulfil a dual purpose: providing informa-
tion to those who need it, as well as allowing those offering advice, 
information, and support to others to feel that they play a positive 
and useful role.49,50 While many participants provided support to oth-
ers online, there were suggestions that they themselves benefited 
from the provision of support. For June, who had been using diabetes 
forums for several years, responding to people’s questions and que-
ries online meant that her own knowledge base about her diabetes 
had expanded, “I have learnt an awful lot because if somebody asks a 
question and I don’t know the answer to it, I’ll go and research it so I 
can give them an answer. And I think that does sort of help me” (June, 
type 1 diabetes, 66–70).

This indicates that patient empowerment online can extend be-
yond an individual’s engagement with their own condition. By in-
teracting with peers and providing them with support, forum users 
were able to mobilize their existing capabilities on behalf of others. 
Providing support to others with diabetes allowed forum members to 
engage in reciprocally supportive relationships, in contrast to the con-
cept of patients as passive recipients of expert care.

4  | DISCUSSION

The findings showed that internet forums acted as a tool of empower-
ment, allowing people to draw on the shared experiences of others to 
position themselves as active participants in their own health care and 
to distance themselves from the traditional sick role.5,19,51 In this way, 
interviewees armed themselves with information and were better able 
to have informed conversations and make decisions about their condi-
tion.18 Crucially, this support empowered individuals to engage with 
health- care services and to be proactive about their own health and 
the self- management of their condition. This indicates that online fo-
rums offered an alternative yet complementary venue for forum users 
to access health- related advice, information, and support, rather than 
a rejection of the medical profession.46,52–54

Interviewees described receiving comfort and support from the 
knowledge that there were others in similar situations, as well as ben-
efitting from the lived experiences of their peers. In this way, the use 
of online discussion groups can be likened to the creation of patient 
knowledge.41 Forum members shared “tips and tricks” online, enabling 
those accessing forums to learn a form of practical knowledge that 
was distinct from that offered by health- care professionals. Just as 
Pols40,41 described the knowledge sharing that occurred between in-
dividuals with chronic obstructive pulmonary disease, whereby they 
learnt to live with their condition by developing and sharing contex-
tual, embodied knowledge, forum members drew on fellow patients’ 
daily lives to transform medical knowledge into techniques that in-
dividuals could use to manage their diabetes. Access to this form of 
experiential knowledge meant that forum users were provided with 
a more personalized form of support than could be accessed through 
health- care professionals. This enabled them to assess and understand 
their health and health care in the context of other forum members’ 
experiences.55
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Interestingly, online forums appeared to offer not just support and 
information but also motivation to engage in healthy behaviours, sug-
gesting that online support can lead to changes in health behaviour. It 
has been reported that accessing support from one’s offline network is 
associated with higher levels of motivation and engagement in health 
promoting behaviours,56–58 while Ayers and Kronenfeld52 found that 
the more an individual uses the internet for health information, the 
more likely their health behaviour is to change. Laing, Keeling, and 
Newholm43 suggest that participating in a forum allows individuals to 
develop a strong sense of ownership over their condition, which in 
turn leads to them becoming more actively engaged with health- care 
professionals.

In addition, it is also possible that documenting one’s behaviour 
online provides individuals with a sense of accountability. Describing 
a project where participants shared photographs online of their 
healthy meals, Parker59 reported that those sharing photos took care 
to ensure not just that their meals were nutritionally balanced but 
that they were presented in such a way that they appeared appealing 
to others. She suggested that as participants modelled healthy be-
haviours for others, they became motivated to live up to their own 
positive example. In other words, this dual process of inspiring others 
to eat healthily as well as monitoring their own eating behaviours re-
sulted in benefits for individuals as well as the community in which 
they were active. This is echoed in this paper, where interviewees 
described detailed discussions around weight loss and healthy eat-
ing, where they monitored their own behaviour while simultaneously 
making health choices. This is particularly noteworthy given the 
negative reactions of many in the medical community to the rise of 
patients accessing health information online,48,60 as mentioned by 
interviewees. Given this, it is necessary to reflect on the role that 
health- care professionals could play in the provision of online support 
and how this role could be optimized to ensure that benefits for those 
with LTCs prevail.

Participants valued being able to share their experiences and 
provide support to others, and described the personal gain that they 
received from this process. These mutually supportive relationships 
allow individuals to overhaul their role from one in which they merely 
received instruction and information from health- care professionals. 
In this way, forum users were further facilitated to distance them-
selves from the role of the passive patient5 and were instead able to 
position themselves as caregivers as well as receivers, adding to their 
sense of self- worth. While this notion has received less attention in 
the literature, these findings are in line with previous research which 
suggested that forums allow those providing support and advice to 
feel valuable and useful.49,50,61 Supporting this argument, Mo and 
Coulson62 suggest that supporting others and sharing stories online 
helps forum users to understand what has happened to them and to 
let go of the past. It provides additional evidence of forums facilitating 
the narrative reconstruction of individuals’ identities14 and addressing 
the sense of loss of self following the onset of a chronic condition.11,63 
Indeed, it echoes the concept of illness gains described by Asbring,64 
where individuals with LTCs experience new insights and an adjust-
ment in priorities as a result of their condition.

Sharing experiences online allows individuals with diabetes to 
reposition themselves as active, empowered, and motivated patients 
who successfully engage in healthy behaviours.15,59 This indicates that 
the use of internet forums can address the biographical disruption10 
and the loss of self experienced following the onset of an LTC.11 As 
a result, forum users are facilitated in developing a new identity—
one which differs from the passive sick role construct described by 
Parsons,5 but one which is also distinct from an individual’s offline per-
sona. Sharing experiences with others online provided interviewees 
with an opportunity to engage in mutually supportive relationships in 
which they could mobilize the resources available to them to assist 
others49,61,62 and which offered them an opportunity to discuss topics 
that they were not able to share with family and friends.16,65

Finally, it should be acknowledged that online support may have a 
particular resonance for different individuals at different points during 
their illness trajectory. For example, in the stages after a diagnosis, 
support which is directed at regulating one’s emotions may be partic-
ularly important.66,67 Charmaz63 highlights the cyclical nature of adap-
tion to the diagnosis of a chronic illness, suggesting that individuals’ 
needs do not remain consistent over time and may fluctuate depend-
ing on their own situation and that of their condition. As a result, the 
services and supports that people access will likely change over time. 
Similarly, Synnot et al. 68 reported that, for individuals with MS, their 
information needs, emotional stages, and expertise about their condi-
tion varied continuously. As a result, the usefulness of the internet as a 
resource also fluctuated. Consideration of the potential role of online 
support in the lives of those with LTCs should be viewed with this fluc-
tuation in mind. In addition, this is a potential area of further research, 
to explore when and under what circumstances online support may be 
particularly beneficial. This information could guide health- care pro-
fessionals in their interactions with individuals with LTCs, and may be 
similarly useful for forum users and moderators.

In conclusion, the results indicate that forums play a valuable role 
in empowering individuals with diabetes and supporting them to take 
an active role in managing their condition. However, more research is 
required on the stages of adaption to an LTC and how online support 
can facilitate this adaption, as well as how to signpost forums so that 
individuals with LTCs can expediently access timely and relevant sup-
port and information online.

REFERENCES

 1. Hogan T, Palmer C. “Information work” and chronic illness: interpreting 
results from a nationwide survey of people living with HIV/AIDS. Heal 
Expect 2005;10:358-363. Available at: http://onlinelibrary.wiley.com.
proxy2.lib.umanitoba.ca/doi/10.1111/j.1369-7625.2007.00458.x/
abstract.

 2. Department of Health. Self Care - A Real Choice: Self Care Support - A 
Practical Option. London: Department of Health; 2005.

 3. Parr H. New body- geographies: the embodied spaces of health 
and medical information on the Internet. Environ Plan D Soc Sp. 
2002;20:73-95.

 4. Murray B, McCrone S. An integrative review of promoting trust in the 
patient- primary care provider relationship. J Adv Nurs. 2015;71:3-23.

 5. Parsons T. The Social System. London: Routledge; 1951.

http://onlinelibrary.wiley.com.proxy2.lib.umanitoba.ca/doi/10.1111/j.1369-7625.2007.00458.x/abstract
http://onlinelibrary.wiley.com.proxy2.lib.umanitoba.ca/doi/10.1111/j.1369-7625.2007.00458.x/abstract
http://onlinelibrary.wiley.com.proxy2.lib.umanitoba.ca/doi/10.1111/j.1369-7625.2007.00458.x/abstract


1094  |     BRADY et Al.

 6. Kielmann T, Huby G, Powell A, et al. From support to boundary: A 
qualitative study of the border between self- care and professional 
care. Patient Educ Couns. 2010;79:55-61.

 7. Dutton WH, Blank G. Cultures of the Internet: The Internet in Britain. 
Oxford: Oxford Internet Institute; 2013.

 8. Coulson NS, Buchanan H, Aubeeluck A. Social support in cyberspace: 
a content analysis of communication within a Huntington’s disease 
online support group. Patient Educ Couns. 2007;68:173-178.

 9. Elwell L, Grogan S, Coulson N. Adolescents living with cancer: 
the role of computer- mediated support groups. J Health Psychol. 
2011;16:236-248.

 10. Bury M. Chronic illness as biographical disruption. Sociol Health Illn. 
1982;4:167-182.

 11. Charmaz K. Loss of self: a fundamental form of suffering in the chron-
ically ill. Sociol Health Illn 1983;5:168-195. Available at: http://www.
ncbi.nlm.nih.gov/pubmed/10261981.

 12. Lawton J. Lay experiences of health and illness: past research and fu-
ture agendas. Sociol Health Illn. 2003;25:23-40.

 13. Hardey M. Doctor in the house: the Internet as a source of lay 
health knowledge and the challenge to expertise. Sociol Health 
Illn 1999;21:820-835. Available at: http://onlinelibrary.wiley.
com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://
onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/
asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a2687
8bef7d4e1e9300385f81c9199bd0.

 14. Williams G. The genesis of chronic illness: narrative re- construction. 
Sociol Health Illn 1984;6:175-200. Available at: http://www.ncbi.nlm.
nih.gov/pubmed/10268832.

 15. Barker KK. Electronic support groups, patient- consumers, and 
medicalization: the case of contested illness. J Health Soc Behav. 
2008;49:20-36.

 16. Trondsen MV, Tjora A. Communal normalization in an online self- 
help group for adolescents with a mentally ill parent. Qual Health Res. 
2014;24:1407-1417.

 17. Pitts V. Illness and Internet empowerment: writing and reading breast 
cancer in cyberspace. Health (Irvine. Calif). 2004;8:33-59.

 18. Johnston AC, Worrell JL, Di Gangi PM, Wasko M. Online health com-
munities: an assessment of the influence of participation on patient 
empowerment outcomes. Inf Technol People. 2013;26:213-235.

 19. van Uden-Kraan CF, Drossaert CHC, Taal E, Seydel ER, van de Laar 
MAFJ. Patient- initiated online support groups: motives for initi-
ation, extent of success and success factors. J Telemed Telecare. 
2010;16:30-34.

 20. WHO. Diabetes. 2015. Available at: http://www.who.int/mediacentre/ 
factsheets/fs312/en/. Accessed June 16, 2015.

 21. Diabetes UK. Diabetes in the UK 2012: Key Statistics on Diabetes. 
London: Diabetes UK; 2012.

 22. Department of Health. Improving Chronic Disease Management. 
London: Department of Health; 2004.

 23. Chew-Graham CA, Hunter C, Langer S, et al. How QOF is shaping pri-
mary care review consultations: a longitudinal qualitative study. BMC 
Fam Pract. 2013;14:103.

 24. Vishwanath A. Negative public perceptions of juvenile diabetics: 
applying attribution theory to understand the public’s stigmatizing 
views. Health Commun. 2014;29:516-526.

 25. Ong WM, Chua SS, Ng CJ. Barriers and facilitators to self- monitoring 
of blood glucose in people with type 2 diabetes using insulin: a quali-
tative study. Patient Prefer Adherence. 2014;8:237-246.

 26. van Puffelen AL, Rijken M, Heijmans MJWM, Nijpels G, Rutten GEHM, 
Schellevis FG. Living with diabetes: a group- based self- management 
support programme for T2DM patients in the early phases of illness 
and their partners, study protocol of a randomised controlled trial. 
BMC Health Serv Res. 2014;14:144.

 27. Hoffman-Goetz L, Donelle L, Thomson MD. Clinical guidelines about 
diabetes and the accuracy of peer information in an unmoderated 

online health forum for retired persons. Inform Health Soc Care. 
2009;34:91-99.

 28. Loader B, Muncer S, Burrows R, Pleace N, Nettleton S. Medicine on the 
line? Computer-mediated social support and advice for people with di-
abetes. Int J Soc Welf. 2002;11:53-65. Available at: http://onlinelibrary.
wiley.com/doi/10.1111/1468-2397.00196/full. Accessed July 3, 2014.

 29. Greene JA, Choudhry NK, Kilabuk E, Shrank WH. Online social net-
working by patients with diabetes: a qualitative evaluation of commu-
nication with Facebook. J Gen Intern Med. 2011;26:287-292.

 30. Chen AT. Exploring online support spaces: using cluster analysis to 
examine breast cancer, diabetes and fibromyalgia support groups. 
Patient Educ Couns. 2012;87:250-257.

 31. Ravert RD, Hancock MD, Ingersoll GM. Online forum messages posted 
by adolescents with type 1 diabetes. Diabetes Educ. 2004;30:827-834.

 32. Brady E, Segar J, Sanders C. You get to know the people and whether 
they’re talking sense or not: negotiating trust on health- related fo-
rums. Soc Sci Med. 2016;162:151-157.

 33. Brady E, Segar J, Sanders C. “I always vet things”: navigating privacy 
and the presentation of self on health discussion boards among indi-
viduals with long- term conditions. J Med Internet Res. 2016;18:e274.

 34. Dyer C. Research in Psychology: a Practical Guide to Methods and 
Statistics, 2nd edn. UK: Wiley-Blackwell Publishers; 2006.

 35. Mauthner NS, Doucet A. Reflections on a voice-centred relational 
method: analysing maternal and domestic voices. In: Ribbens J, 
Edwards R, eds. Feminist Dilemmas in Qualitative Research: Public 
Knowledge and Private Lives. London: Sage; 1998:119-144.

 36. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res 
Psychol. 2006;3:77-101. Available at: http://www.tandfonline.com/doi/
abs/10.1191/1478088706qp063oa. Accessed September 17, 2014.

 37. Basit T. Manual or electronic? The role of coding in qualitative data 
analysis. Educ Res. 2003;45:143-154.

 38. Namey E, Guest G, Thairu L, Johnson L. Data reduction tech-
niques for large qualitative data sets. In: Guest G, MacQueen K, 
eds. Handbook for Team-Based Qualitative Research. Maryland, USA: 
Altamira Press; 2007:137-167. Available at: http://web.stanford.
edu/~thairu/07_184.Guest.1sts.pdf. Accessed September 28, 2014.

 39. Gooden RJ, Winefield HR. Breast and prostate cancer online discus-
sion boards: a thematic analysis of gender differences and similarities. 
J Health Psychol. 2007;12:103-114.

 40. Pols J. The patient 2.many: about diseases that remain and the 
different forms of knowledge to live with them. Sci Technol Stud. 
2013;26:80-97.

 41. Pols J. Knowing patients: turning patient knowledge into science. Sci 
Technol Human Values. 2014;39:73-97.

 42. Sillence E, Mo PKH. Communicating health decisions: an analysis 
of messages posted to online prostate cancer forums. Health Expect 
2014;17:244-253.

 43. Laing A, Keeling D, Newholm T. Virtual communities come of age: 
parallel service, value, and propositions offered in communal online 
space. J Mark Manag. 2011;27:291-315.

 44. Fotaki M. Can consumer choice replace trust in the National Health 
Service in England? Towards developing an affective psychosocial con-
ception of trust in health care. Sociol Health Illn. 2014;36:1276-1294.

 45. Gage E, Panagakis C. The devil you know: parents seeking information 
online for paediatric cancer. Sociol Health Illn. 2012;34:4444-4458.

 46. Henwood F, Wyatt S, Hart A, Smith J. “Ignorance is bliss some-
times”: constraints on the emergence of the “informed patient” in 
the changing landscapes of health information. Sociol Health Illn. 
2003;25:589-607.

 47. Kivits J. Informed patients and the internet: a mediated con-
text for consultations with health professionals. J Health Psychol. 
2006;11:269-282.

 48. Nettleton S, Burrows R, O’Malley L. The mundane realities of the ev-
eryday lay use of the Internet for health, and their consequences for 
media convergence. Sociol Health Illn. 2005;27:972-992.

http://www.ncbi.nlm.nih.gov/pubmed/10261981
http://www.ncbi.nlm.nih.gov/pubmed/10261981
http://onlinelibrary.wiley.com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a26878bef7d4e1e9300385f81c9199bd0
http://onlinelibrary.wiley.com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a26878bef7d4e1e9300385f81c9199bd0
http://onlinelibrary.wiley.com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a26878bef7d4e1e9300385f81c9199bd0
http://onlinelibrary.wiley.com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a26878bef7d4e1e9300385f81c9199bd0
http://onlinelibrary.wiley.com/doi/10.1111/1467-9566.00185/abstract%5Cnhttp://onlinelibrary.wiley.com/store/10.1111/1467-9566.00185/asset/1467-9566.00185.pdf?v=1&t=ho329tqz&s=4020709a26878bef7d4e1e9300385f81c9199bd0
http://www.ncbi.nlm.nih.gov/pubmed/10268832
http://www.ncbi.nlm.nih.gov/pubmed/10268832
http://www.who.int/mediacentre/factsheets/fs312/en/
http://www.who.int/mediacentre/factsheets/fs312/en/
http://onlinelibrary.wiley.com/doi/10.1111/1468-2397.00196/full
http://onlinelibrary.wiley.com/doi/10.1111/1468-2397.00196/full
http://www.tandfonline.com/doi/abs/10.1191/1478088706qp063oa
http://www.tandfonline.com/doi/abs/10.1191/1478088706qp063oa
http://web.stanford.edu/~thairu/07_184.Guest.1sts.pdf
http://web.stanford.edu/~thairu/07_184.Guest.1sts.pdf


     |  1095BRADY et Al.

 49. Hadert A, Rodham K. The invisible reality of arthritis: a qualita-
tive analysis of an online message board. Musculoskeletal Care. 
2008;6:181-196.

 50. Reeves P. Coping in cyberspace: the impact of Internet use on the 
ability of HIV- positive individuals to deal with their illness. J Health 
Commun. 2000;5(Supplement 1):47-59.

 51. van Uden-Kraan CF, Drossaert CHC, Taal E, Seydel ER, van de Laar 
MAFJ. Self- reported differences in empowerment between lurkers 
and posters in online patient support groups. J Med Internet Res. 
2008;10:e18.

 52. Ayers SL, Kronenfeld JJ. Chronic illness and health- seeking informa-
tion on the Internet. Health (Irvine. Calif). 2007;11:327-347.

 53. Stevenson FA, Kerr C, Murray E, Nazareth I. Information from the 
Internet and the doctor- patient relationship: the patient perspective 
-  A qualitative study. BMC Fam Pract. 2007;8:47.

 54. McMullan M. Patients using the Internet to obtain health information: 
how this affects the patient- health professional relationship. Patient 
Educ Couns. 2006;63:24-28.

 55. Keeling D, Khan A, Newholm T. Internet forums and negotiation of 
healthcare knowledge cultures. J Serv Mark. 2013;27:59-75.

 56. McKinley CJ, Wright PJ. Informational social support and online 
health information seeking: examining the association between fac-
tors contributing to healthy eating behavior. Comput Human Behav. 
2014;37:107-116.

 57. Ng JYY, Ntoumanis N, Thøgersen-Ntoumani C. Autonomy support 
and control in weight management: what important others do and say 
matters. Br J Health Psychol. 2014;19:540-552.

 58. Gallant MP. The influence of social support on chronic illness self- 
management: a review and directions for research. Heal Educ Behav. 
2003;30:170-195.

 59. Parker AG. Reflection- through- performance: personal implications 
of documenting health behaviors for the collective. Pers Ubiquitous 
Comput. 2014;18:1737-1752. doi:10.1007/s00779- 014- 0780- 5.

 60. Middlemass J, Davy Z, Cavanagh K, et al. Integrating online communi-
ties and social networks with computerised treatment for insomnia: a 
qualitative study. Br J Gen Pract. 2012;62:e840-e850.

 61. Mazzoni D, Cicognani E. Sharing experiences and social support re-
quests in an Internet forum for patients with systemic lupus erythe-
matosus. J Health Psychol. 2014;19:6896-96.

 62. Mo PKH, Coulson NS. Are online support groups always beneficial? 
A qualitative exploration of the empowering and disempowering 
processes of participation within HIV/AIDS- related online support 
groups. Int J Nurs Stud. 2014;51:983-993.

 63. Charmaz K. The body, identity, and self: adapting to impairment. 
Sociol Q. 1995;36:657-680.

 64. Asbring P. Chronic illness -  a disruption in life: identity- transformation 
among women with chronic fatigue syndrome and fibromyalgia. J Adv 
Nurs 2001;34:312-319. Available at: http://www.ncbi.nlm.nih.gov/
pubmed/11328436.

 65. Sanders C, Rogers A, Gardner C, Kennedy A. Managing, “difficult emo-
tions” and family life: exploring insights and social support within on-
line self- management training. Chronic Illn. 2011;7:134-146.

 66. Khalili N, Farajzadegan Z, Mokarian F, Bahrami F. Coping strategies, 
quality of life and pain in women with breast cancer. Iran J Nurs 
Midwifery Res. 2013;18:105-111. Available at: http://www.ncbi.nlm.
nih.gov/pubmed/23983738. Accessed December 26, 2016.

 67. Sillence E, Hardy C, Briggs P, Harris PR. How do carers of people 
with multiple sclerosis engage with websites containing the per-
sonal experiences of other carers and patients? Health Informatics J. 
2016;22:1045-1054.

 68. Synnot AJ, Hill SJ, Garner KA, et al. Online health information 
seeking: how people with multiple sclerosis find, assess and inte-
grate treatment information to manage their health. Health Expect 
2016;19:727-737. doi:10.1111/hex.12253.

How to cite this article: Brady E, Segar J, Sanders C. Accessing 
support and empowerment online: The experiences of 
individuals with diabetes. Health Expect. 2017;20:1088-1095. 
https://doi.org/10.1111/hex.12552

https://doi.org/10.1007/s00779-014-0780-5
http://www.ncbi.nlm.nih.gov/pubmed/11328436
http://www.ncbi.nlm.nih.gov/pubmed/11328436
http://www.ncbi.nlm.nih.gov/pubmed/23983738
http://www.ncbi.nlm.nih.gov/pubmed/23983738
https://doi.org/10.1111/hex.12253
https://doi.org/10.1111/hex.12552

