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ABSTRACT

Introduction: Research has found that a high percentage of people with diabetes experience stigma, with perceptions of stigma
being significantly higher among people with Type 1 diabetes compared to those with Type 2 diabetes. These experiences of
diabetes stigma can lead to psychological, behavioural and medical consequences. The aim of the current study was to explore
the perceptions of diabetes stigma and propose strategies for addressing this from the perspective of key stakeholders.
Methods: A mixed methods design was used, commencing with an online qualitative survey (n = 128) and followed by a World
Café (n=11), where attendees reflected on their own experiences with stigma and discussed the survey findings.

Results: The survey indicated that 75% of those with Type 1 diabetes and 51% with Type 2 had experienced diabetes stigma. The
World Café identified three main areas that participants felt impacted their experiences with stigma or had the potential to help
improve stigma: healthcare interactions, public awareness and media representations.

Conclusions: The findings supported previous research showing that diabetes stigma is prevalent among people with diabetes.
The World Café was an excellent means of sharing knowledge and experiences among stakeholders, the findings of which will
inform strategies to bring about change.

Patient or Public Contribution: World Café is a collaborative method where stakeholders contribute to the production and
analysis of data through rounds of discussion and feedback.

1 | Introduction diabetes illustrated that experiencing stigma was common and
that stigma experiences were significantly higher among

Diabetes mellitus is a common chronic metabolic disease ex- respondents with Type 1 diabetes than among those with

perienced by approximately 529 million people worldwide [1]
and 4.4 million people within the United Kingdom [2]. Diabetes
results in hyperglycaemia; in around 10% of diabetes cases this
is caused by poor insulin production by the pancreas (Type 1)
and in around 90% of cases result from insulin resistance or
dysfunction (Type 2) [3].

Stigma in diabetes is defined as ‘negative attitudes, judgement,
discrimination or prejudice against someone because of their
diabetes’ [4]. A survey of 12,000 people with Type 1 and Type 2

Type 2 [5]. There are different sources of diabetes stigma, for
example, people with Type 1 diabetes may experience stigma
due to the association of injections and illicit drug use [6, 7],
whereas those with Type 2 diabetes may experience stigma
due to the belief by others that it is caused by individual
lifestyle factors [8, 9]. Diabetes stigma can lead to psycholog-
ical, behavioural and medical consequences [10], so it is es-
sential to explore this topic with the people who experience it,
and through working with them, develop strategies to help
mitigate it.
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Participatory research methods facilitate the co-construction
of research and knowledge in collaboration with those
affected by an issue of interest [11]. Through partnership
working, participatory approaches can facilitate quality
research, empowerment, capacity building and new activities
that enable positive change and improved outcomes within a
range of health contexts [12]. World Café is a participatory
tool that motivates participant stakeholders to bring about
change through discussion activities and shared dialogue [13,
14]. This approach facilitates co-produced knowledge and
identification of issues of importance and potential solutions
[13]. World Café has previously been used to explore stake-
holder perspectives on several health-related issues [15-17]
and to better understand issues and concerns related to
stigma for the police service [18] and homeless young people
[19]. To our knowledge, World Café has not been used to
explore diabetes stigma. Therefore, we sought to explore the
perceptions of diabetes stigma and strategies for addressing
this from the perspective of key stakeholders using the
World Café.

2 | Materials and Methods
2.1 | Design

The research employed a convergent mixed methods design
whereby both qualitative and quantitative data were collected
and analysed within a similar time frame, with one element of
data collection used to inform the other [20]. Data were initially
collected through an online survey that included both quanti-
tative and qualitative surveys, and the results of this survey
informed a World Café [13].

2.2 | Subjects

Adverts for a survey and a free diabetes event were shared on
social media, through charities and via several mailing lists.
This was open to stakeholders with an interest in diabetes
stigma, including people living with diabetes, their family
members or carers and healthcare or other professionals. A self-
selected convenience sample followed a Qualtrics [21] link to
the information sheet, consent form and survey. At the end of
the survey, expressions of interest for attending an in-person
World Café were sought.

A total of 128 participants completed the survey represent-
ing a large sample for qualitative survey research [22]. Of
these, 20 expressed an interest in attending the World Café,
and 13 completed a second informed consent process to
register. On the day, 10 attended the World Café, and one
attended with their daughter who also completed a consent
form. Therefore, 11 participants took part in the World Café
(Type 2 diabetes: n = 7; Type 1 diabetes: n = 1; carer/family
member of someone with Type 1: n = 2; healthcare profes-
sional [HCP]: n=1). This represents a medium-sized sam-
ple for an approach using interactive qualitative data
collection methods [22]. Full demographic details are pro-
vided in Table 1.

2.3 | Data Collection
2.3.1 | Initial Survey

The survey was used to inform the discussions to be held
at the World Café event and, therefore, explored issues
related to the topic of interest. This included demographic
data and questions about diabetes status or interest. In
addition, participants defined diabetes stigma, identified
whether they had experienced diabetes stigma, explained
their own or observed experiences of diabetes stigma,
listed their top three priorities for addressing diabetes
stigma and described any diabetes stigma interventions they
were aware of.

2.3.2 | World Café Event Structure

The World Café was held at Staffordshire University in July
2023. The facilitators were health psychologists with diabetes
research experience. The agenda and process are outlined in
Table 2. An opening presentation overviewed the research
definition of stigma, research findings from previous publica-
tions by the facilitators and headline findings from the survey.
The group discussions addressed three key questions facilitated
by reflection on attendees’ own experiences and the survey
findings: (1) “What are your thoughts about and experiences of
diabetes stigma?’; (2) ‘What are the biggest barriers to
addressing diabetes stigma?’; (3) ‘What can be done to reduce
diabetes stigma?’.

2.3.3 | World Café

World Café ethos proposes that communities can identify and
address difficult challenges through conversation [13]. World
Café is guided by seven principles: (1) setting the context; (2)
creating a hospitable space; (3) exploring questions that
matter; (4) encouraging everyone's contribution; (5) cross-
pollination and connection of diverse perspectives; (6) lis-
tening together for patterns, insights and deeper questions;
and (7) harvesting and sharing collective discoveries [13].
Traditional focus group research is led by a moderator, cre-
ating a power dynamic whereby participants share informa-
tion, but researchers often lead discussions [23]. In contrast,
World Café encourages participants themselves to lead con-
versations and views discussion as the catalyst for action
[13, 24].

Participants were divided into two small groups, and discus-
sions were held in rounds of 20-30 min per question. After each
question, some participants from each group moved to a dif-
ferent table where the group fed back their own discussions
before the discussion continued, allowing for an enhanced ex-
change of knowledge. Each table was facilitated by female
academic pre-trained table hosts [25]. Some had personal and/
or work-related prior relationships with some registered atten-
dees (n = 3; work colleague, student and family member). Dis-
cussions were audio-recorded and noted on paper tablecloths,
post-its and flipcharts.
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TABLE 1 | Survey respondent demographics by group.

World
Total Type 1 Type 2 Parent HCP Carer Other Cafe

Sample size 128 32 59 10 8 7 12 11
Experienced diabetes
stigma?

Yes 67 (54%) 24 (75%) 30 (51%)  7(70%)  1(12%) 3 (43%) 1(8%) 8 (73%)

No 51 (41%) 7(22%) 26 (44%)  2(20%) 6 (75%) 1(14%)  10(83% 2 (18%)

No response 10 (8%) 1 (3%) 3 (5%) 1 (10%) 1 (12%) 3 (43%) 1 (8%) 1 (9%)
Age; number (%)

18-30 16 (13%) 7 (22%) 3 (5%) — — — 3 (38%) —

31-40 26 (20%) 7 (22%) 3 (5%) 50 (50%) 3(38%) 1(14%) 4 (31%) 3 (27%)

41-50 23 (18%) 4 (13%) 9 (15%) 40 (40%) 4 (50%) 4 (57%) 1 (8%) 1 (9%)

51-60 32 (25%) 8(25%) 21(36%) 1(10%) 1(13%) 1 (14%) — 3 (27%)

61-70 15 (12%) 4(13%) 10 (17%) — — 1(14%) 2 (15%) 2 (18%)

70+ 16 (13%) 2 (6%) 13 (22%) — — — 1(8%) 1 (9%)

Unknown — — — — — — — 1 (9%)
Gender

Male 37 (29%)  11(35%) 22 (37%)  1(10%) 1 (13%) — 3 (23%) 3 (27%)

Female 90 (70%) 20 (63%) 37 (63%) 9 (90%)  7(87%) 7(100%) 10 (77%) 8 (73%)

Not reported 1(<1%) 1 (3%) — — — — — —
Ethnicity; number (%)

White: English/Welsh/ 110 (86%) 32 (100%) 51 (86%) 7 (70%) 4 (50%) 6 (86%) 11 (85%) 9 (2%)

Scottish/Northern Irish/

British

White Irish 1(<1%) — 1 (2%) — — — — —

Any other White 1 (2%) — — 1 (10%) 2 (25%) — — —

background

Asian/Asian British: 1(<1%) — — — 1 (13%) — — —

Chinese

Asian/Asian British: 3 (2%) — 2 (3%) — — 1 (14%) — 2 (18%)

Pakistani

Black/Black British: 2 (2%) — 2 (3%) — — — — —

African

Black/Black British: 1(<1%) 1 (8%) —

Caribbean

Any other mixed/ 1(<1%) — — 1 (10%) — — — —

multiple background

Any other background 3(2%) — 2 (3%) — — — 1 (8%) —

Not reported 3 (2%) — 1(2%) 1 (10%) 1 (13%) — — —
Education

School leaver before 16 6 (5%) 1 (3%) 4 (7%) — — — 1 (8%) —

School leaver at 16 9 (7%) 6 (19%) 2 (3%) 1 (5%) — — — —

Further education 32 (25%) 8 (25%) 10 (17%) 5 (50%) 1(13%) 4 (57%) 4 (31%) 1 (9%)

Higher education 46 (36%) 8 (25%) 28 (47%) 2 (20%) 1(13%) 2 (Q9%) 5 (38%) 5 (45%)

Postgraduate education 34 (27%) 9 (28%) 14 (24%) 2 (20%) 6 (75%) 1 (14%) 3 (23%) 4 (36%)

Prefer not to say/not 1(<1%) — 1 (2%) — — — — 1 (9%)

reported

(Continues)
30of14

85U80|7 SUOWWIOD 3AFeaID 8|qedt|dde ayy Aq peueAob a1e SSple YO ‘88N JO S9N 10} A%eigi 8uljuO 8|1 UO (SUORIPUCD-pUB-SWBI W08 1M Afe.q el |UO//SAnY) SUORIPUOD pue SWwie 1 8ys 89S *[17202/60/2T] Uo Arigi7auliuo A8 im ‘AisieAlun a1iuspioyels Aq £200L ¥eU/TTTT 0T/I0p/woo A3 1M Akeiq1jeul|uoy/sdny wolj pepeojumoq ‘S ‘vZ0Z ‘GZ9L69€T



TABLE 1 | (Continued)

World
Total Type 1 Type 2 Parent HCP Carer Other Cafe
Employment
Paid employment: 48 (38%) 15 (47%) 16 (27%) 5 (50%) 6 (75%) 5 (57%) 2 (15%) 2 (18%)
full-time
Paid employment: 25 (20%) 6 (19%) 7 (12%) 2 (20%) — 3(43%) 8 (62%) 2 (18%)
part-time
Retired 33 (26%)  7(22%) 25 (42%) — — — 1(8%) 3 (27%)
Self-employed 2 (2%) — 2 (3%) — — — — 1 (9%)
Voluntary 3(2%) — 3 (5%) — — — — 1 (9%)
Seeking work 3 (2%) 2 (6%) 1 (2%) — — — — —
Carer 3(2%) — 1(2%) 1 (10%) — — — —
Student 4 (3%) — — — 2 (25%) — — —
Other 6 (5%) 2 (6%) 4 (7%) — — — — —
Prefer not to say/Not 1(<1%) — — 1 (10%) — — — 1 (9%)
reported
Location

UK 125 (98%) 32 (100%) 58 (98%) 10 (100%) 7 (87%) 7 (100%) 12 (92%) 11 (100%)
USA 1(<1%) — — — 1 (13%) — — —
Not reported 2 (2%) — 1(2%) — — — 1 (8%) —

2.4 | Data Analysis

2.41 | Survey Data

The first author, an associate professor in Qualitative Health
Research experienced in several forms of pattern-based quali-
tative analysis, extracted survey data into a Microsoft Excel
spreadsheet. Descriptive thematic analysis [26] was used to
group similar ideas and create theme labels.

To explore definitions of stigma, responses to the question
‘What does the term diabetes stigma mean to you? were coded
inductively focusing on the explicit, or semantic [27], meaning
of the data. Five labels were developed: (1) others' negative
perceptions of cause (‘When someone asked what type of dia-
betes my husband has, then we say Type 2, they look at his
stomach and nod, as if to assume its Type 2 because of his
weight’.); (2) others' negative perceptions of life with diabetes
(‘Judgements being made about what people can and can't do
because of their diabetes’); (3) being viewed or treated nega-
tively due to diabetes (‘People experiencing negative attitudes or
treatment due to diabetes’); (4) ‘nothing’ or no response; (5)
other explanation (n = 5, including examples of self-stigma, lack
of understanding about diabetes and some comments where the
link to stigma was unclear).

Some definitions met the criteria for more than one label. When
this occurred, the first author selected the label that seemed
most explicitly referred to. For example, for the quote “To me it
means people somehow see you as second rate. They seem to
think you have been lazy or have had a poor diet. not in my
case’, a decision was made to allocate to ‘others’ negative per-
ceptions of cause’, but this could have been labelled as ‘being

viewed or treated negatively due to diabetes’. The examples of
each label type were extracted and tabulated by participant
group (Type 1, Type 2, Parents, Carers, Health Professionals
and ‘other’). The number of instances for each label was cal-
culated by participant group type and by experience of stigma
(experienced/not experienced) and then tabulated.

Counts were converted into percentages and produced as a
graphical representation, which formed the World Café pre-
liminary findings presentation alongside label definitions and
quote examples (available as Supporting Information). The
labels allocated were checked by J.T., a senior lecturer in
qualitative psychological research methods. Coding agreement
for each label, calculated using Cohen's x, ranged from 0.56 to 1
indicating moderate to perfect levels of agreement [28]. When
two possible allocations could have been made, A.B. and J.T.
collaboratively agreed on the final allocation. The number of
instances was then recalculated, and y* statistical analysis was
conducted to explore the association between (1) type of dia-
betes and stigma meaning, and (2) whether stigma had been
experienced and stigma meaning.

To explore experiences of stigma, the spreadsheet was filtered to
show all cases where stigma had been experienced (n=67).
Responses to the question ‘Please share a little about your ex-
perience of diabetes stigma’ were extracted into a Microsoft
Word table and sorted according to the participant group type.
For parents and carers who indicated they had experienced
stigma, any responses where the participant had indicated they
knew someone else who had experienced stigma and explained
these experiences in response to the question ‘Please share a
little about this person’s experience of diabetes stigma’ were
also included. Within each group, experience statements were
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TABLE 2 | An outline of the World Cafe process and associated World Cafe principles.

Activity

Description

World Café principle [13]

Welcome and introductions

Presentation about diabetes stigma
and the results of the pre-event
survey

Lunch and World Café seating

Question 1 of World Café

Rotation

Summary of key findings

Question 2 of World Café

Rotation

Summary of key findings

Question 3 of World Café

Rotation

Summary of key findings

Closing talk

Participants were welcomed to the session, and what
was going to happen throughout the day was
explained. This included an ice-breaker activity
during which participants selected a picture card that
represented their experience with diabetes/why they
were attending the event. Participants introduced
themselves by discussing their choice of card.

The lead facilitators delivered a presentation to
participants using PowerPoint slides, talking about
their interest and previous research into diabetes
stigma and outlining the key findings of the pre-
event survey.

Participants helped themselves to a buffet lunch and
were asked to sit on one of two tables with two
table-hosts on each table, post-its, poster paper,
flipchart paper and a laptop set up with a Teams

meeting to record discussion.

We asked:
What are your thoughts about and experiences of
diabetes stigma?

We allowed the self-selection of participants to
move to a different group. Table hosts welcomed
newcomers.

Table host reported the main points of Question 1 to
the new group members and newcomers reported
the main points from their previous groups'
discussion. These were then fed back to the event
facilitator and recorded on poster paper.

We asked: What are the biggest barriers to
addressing diabetes stigma?

Again, we allowed self-selection of participants to
move to a different group. Table hosts welcomed
newcomers.

Table host reported the main points of Question 2
back to the group, and newcomers reported the
main points from their previous groups’ discussion.
Ideas were again fed back to the event facilitator
and recorded on poster paper.

We asked:
What can be done to reduce diabetes stigma?

Again, we allowed self-selection of participants to
move to a different group. Table hosts welcomed
newcomers.

Table host reported the main points of Question 3
back to the group, and newcomers reported the
main points from their previous groups’ discussion.
Ideas were again fed back to the event facilitator
and recorded on poster paper.

The lead facilitator fed back all of the ideas collected
during the discussions to the group and checked for
any other important points that may have been
missed by recapping the notes on the poster paper.
They then closed the day and thanked participants
for their time.

1.
2.

Setting the context/

Creating a hospitable space.

Setting the context

Creating a hospitable space

Explore questions that
matter

Encourage everyone's
contribution

Cross-pollinate and connect
diverse perspectives

Harvest and share
collective discoveries

Explore questions that
matter

Encourage everyone's
contribution

Cross-pollinate and connect
diverse perspectives

Harvest and share
collective discoveries

Explore questions that
matter

Encourage everyone's
contribution

Cross-pollinate and connect
diverse perspectives

Harvest and share
collective discoveries

Listen together for patterns,
insights and deeper
questions

Harvest and share
collective discoveries
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sorted inductively, and statement groups were given a name.
This process was completed by A.B. and reviewed by J.T., and
final group titles were collaboratively agreed (names and ex-
ample statements for each grouping are given in Table 3).

To explore priorities for addressing diabetes stigma, the top
three priorities posed by respondents were extracted and
inductively coded by A.B. according to their intervention
approach or target group. Where the strategy proposed was
unclear (e.g., ‘terminology’ or ‘you are born with it’), these were
excluded from the analysis. Codes were grouped to form five
broader intervention categories: General Public Intervention:
Including awareness raising, education and attitude change;
Healthcare Professional Intervention: Including awareness rais-
ing, education, attitude and communication change; Employer
Intervention: to raise awareness of diabetes; Diabetes Support
Intervention: Improvements to access and psychological sup-
port; Public Health Intervention: Including prevention and
health promotion and improving media portrayal; and En-
hanced Funding for Services and Research. Numerical counts
were performed on each of these categories and presented as a
pie graph during the World Cafe to illustrate the most common
top three priorities for addressing diabetes stigma (available as
Supporting Information). All coding and calculations were
reviewed and agreed by J.T.

24.2 | World Café Data

In World Café, the findings are produced through the dis-
cussion that takes place and the final principle and process
is to harvest and share collective discoveries [13]. This
feedback loop and development of themes of discussion was
achieved through regular opportunities for group discus-
sion. After each question was introduced, and discussion
and rotation completed, ideas were fed back to the event
facilitators and collaboratively recorded on poster paper. To
facilitate this process all discussions during the World Café
were audio recorded and transcribed verbatim. In addition,
post-it notes, poster paper and tablecloth notes were tran-
scribed digitally.

Notes taken during feedback discussions were the starting point
for analysis and were used by A.B. to create a structure for the
findings by tabulating all issues raised (Table 4). This structure
illustrates the themes identified by participants and shared
during feedback discussions and therefore captures the agreed
worldview.

3 | Results
31 | Survey
3.1.1 | Definitions of Diabetes Stigma

Definitions were divided into four categories: being viewed or
treated differently due to diabetes, others' negative perceptions
of cause, others' negative perceptions of life with diabetes and
others including organisational responses and self-imposed
stigma.

3.1.2 | Associations Between Diabetes Type, Experience
of Stigma and Stigma Definitions

It was not possible to run the planned * analysis comparing all
diabetes stigma definition groups due to low numbers in some
groups violating the assumptions of the test (Table 5). There-
fore, the smallest groups (no response/other/nothing/never
heard of diabetes stigma) were combined into a single group,
and two y* tests were performed.

There was a significant association between type of diabetes
(Type 1 or Type 2) and stigma meaning (y* [3, N=91] = 11.59,
p=0.009) with a moderate effect size (w=0.36). Those with
Type 2 diabetes were more likely to say nothing or not respond
to the stigma meaning question and more likely to define
stigma meaning as ‘others’ negative perception of cause' than
those with Type 1. In addition, those with Type 1 diabetes were
more likely to attribute stigma to others' negative perceptions of
life with diabetes than those with Type 2.

There was a significant association between whether stigma had
been experienced and the stigma meaning given (¢ [3,
N=118]=15.36, p=0.002) with a moderate effect size
(w=0.36). Those who experienced stigma were more likely
than those who had not to define stigma as ‘others’ negative
perceptions of cause’. In addition, people who have not ex-
perienced stigma were more likely than those who have to ei-
ther give no response/never heard of diabetes stigma/‘nothing’.

3.1.3 | Priorities for Addressing Diabetes Stigma

The most desired intervention types were public interventions
including awareness raising, education and attitude change
(68%). The next priorities were diabetes support interventions
(15%) and HCP intervention (13%). Less common were public
health intervention (6%), employer intervention (4%) and en-
hanced funding for services and research (4%) (available as
Supporting Information S1: Figure 1).

3.1.4 | World Café

Findings are summarised in Table 4. The theme narrative pres-
ents these themes with illustrative quotes from the World Café.

3.1.5 | Issue 1: Healthcare Interaction

Healthcare interactions were often experienced negatively.
Some HCPs were perceived to lack knowledge about life with
diabetes and potentially hold stigma towards those with dia-
betes. For example, John (Type 2) described a consultation
where he felt that the HCP had made presumptions about his
lifestyle:

[The HCP] said ‘well, obviously you know you've got prob-
lems with your diet, you eat too much chocolate’. So, I said
T don't like chocolate, I don't eat chocolate’. ‘Well, what about
all that sugar you have in your tea?’ I said ‘I don't have sugar
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TABLE 3 | Examples of stigma experienced by respondent category.

Respondent
category Theme Examples
Type 1 Public misperceptions about I have had people with children asking to be moved away from me
injection treatment/feeling the and my family at a restaurant as I have injected myself.
need to hide treatment I often hide symptoms of hypos and treat hypers in private at work
because it's easier to deal with it alone than to have people wrongly
comment that I should be doing something differently.

Unsolicited dietary advice I have had nursing colleagues comment on me putting sugar in my
coffee and what I am eating for lunch because it isn't ‘diabetes
appropriate’.

People don't understand the disease and appreciate that there are
different types. A popular comment is always prejudging what you
are eating or can and can't eat depending on ‘Type’.
Comments about not ‘looking T am constantly told I'm too skinny to be diabetic because ‘aren't all
diabetic’ diabetics fat’.
Misperceptions about the cause People assume that diabetes is self-inflicted due to diet or lifestyle.
of Type 1 diabetes attributing it Everyone thinks it's because I eat too much sugar that's why I have
to diet or lifestyle diabetes.
Lack of understanding about the How come someone else with diabetes works nights but you don't?
impact Of_ type 1 diabetes on A lack of appreciation of how serious the disease is and its
daily life/work complications and that it is a 24/7 management.
HCPs attributing all symptoms As an adult, doctors blame any health problem that I have on my
of illness to diabetes diabetes even when it is unrelated.
Other I have had colleagues get offended as I don't take a sweet or a slice
of cake they have bought in.
I have had people ask if I have the ‘bad type’ of diabetes, if it's ‘the
one that can make me go blind’.
Other children not wanting to sit next to me in case they caught
diabetes.
I was 13 when I was diagnosed and 38 years later, I still remember
being on a bus shortly after and a lady telling my mum among other
negative things that I wouldn't be able to have children. Her
assumption was wrong, I have two very healthy sons.
Type 2 Misperceptions about the cause I find myself explaining it's due to my dad I have diabetes,

(Usually public ignorance about
genetic risk factors)

Being blamed for having Type 2
diabetes

Health professional behaviours

especially during job interviews.

People assume my diabetes comes from being overweight when
people over my weight don't have it. I'm overweight but feel like I'm
also genetically predisposed to have it too.

There's also an element of people thinking ‘well you brought it on
yourself’. There's a lot of ignorance about diabetes.

Told a friend I had recently been diagnosed and just said. I'm
surprised you didn't have it earlier because you are fat.

Health professionals making it seem self-inflicted. Feeling judged
rather than supported.

Medical professionals often assume that if my sugar levels are high,
or if I have other health complications, everything is related to my
diet and I should be able to fix it if I just change my diet (I eat pretty
healthily) and/or lose weight.

My assigned diabetes nurse disregarded my food and exercise diaries
and told me I'm type 2 diabetic and can't be doing any exercise or
eating well. If I did I wouldn't be fat.

(Continues)
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TABLE 3 | (Continued)

Respondent
category Theme Examples
Unsolicited advice on diet and - When people hear I have Type 2 they have been dismissive saying
lifestyle ‘Oh good you can control that with your diet can't you’.

- I'have many examples but one is when my husband's niece sent me
a diet plan to reverse diabetes. It was kind of her to think of me, but
I have a hereditary/genetic form of diabetes, and all of the dieting in
the world isn't going to get rid of it.

Others failing or refusing to - In certain instances, people would serve meals that a diabetic is
make adaptations to address avoiding because they affect their immediate health and if the
Type 2 diabetes needs diabetic declines there is no other option offered.

- A former colleague recently said I shouldn't be invited to a work-

related event because I would have complicated dietary requirements.
Being treated differently at work - People on my shift would avoid working with me when I declared I
due to Type 2 diabetes had Type 2 diabetes.

- Colleagues complaining that I'm getting special treatment at work.

Other - Life insurance doubled. Holiday insurance trebled.

- Apprehensions of inadequacy in intimate relationships.

- The hidden side of diabetes, for example, hypers/hypos, depression,
fatigue ++.

- People's assumptions and comments in media.

- Not letting me decide what I need on a given day.

- Ifeel uncomfortable when I have to explain to others while carrying
my meds, especially at work or even on holidays.

Parents Unsolicited advice on diet for - I have experienced it on my son's behalf when he was offered fruit

(Type 1) their child as a snack instead of the small slice of cake the rest of his friends
were being given at school. The fruit actually had more carbs than
the cake as it was such a small slice.

- A child texting my daughter saying perhaps if you had a banana at
break instead of a cereal bar you wouldn't have diabetes.

Assumptions about whether - Is it for life.
diabetes is permanent/long term - Saying things to me like she will grow out of it.
Attributions of blame on the - I have experienced people saying to me ‘did he eat too many
child/parent for causing Type 1 cakes? Or ‘did you give him too many cakes’ with regard to my
diabetes Type 1 child. It implies that he or I is to blame for his diabetes and
we could have avoided it.

- Received comments about how their child shouldn't eat anything
containing sugar and that a poor diet must have caused their condition.

Bullying by other children (and - My child heard another child say don't let her touch you she's
adults) diseased you will catch it.

— A shop worker when buying Haribo for a hypo said to my 8-year-old
child I thought it was just fat 50-year-old men who got diabetes.

Judgements for administering - A waiter being sent over to another table as they saw me inject my
injections to a child with Type 1 daughter and complained.
diabetes - I have also received nasty looks for injecting her in public.
Child being treated differently - Also partaking in school activities where food is involved (parties)
due to diabetes can be stigmatising as she cannot just eat when she wants.

— He was also somewhat excluded from a party activity at preschool once
where everyone had to bring foodstuff to share, but my son had to bring
his own individual plate of food and not share everyone else's.

(Continues)
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TABLE 3 | (Continued)

Respondent
category

Theme

Examples

Carers

Other

Attributions of blame for

diabetes on the individual

- My daughter is unable to queue due to blood sugars and I have
received nasty looks for her fast-tracking.

- People eating sweets saying I'm gonna be diabetic if I carry on.

- Have been asked whether my T1 daughter has the good type of

diabetes or the bad type.

- Or comments that she doesn't look unhealthy.

- A shop worker when buying Haribo for a hypo said to my 8-year-old
child I thought it was just fat 50-year-old men who got diabetes.

- Also partaking in school activities where food is involved (parties)
can be stigmatising as she cannot just eat when she wants.

- People being uneducated and not misunderstood. It can be a
condition people are born with and everyone assumes it is due to
their overeating or in some cases poor management.

- People (health professionals) just assume it's because of his larger
tummy that it's Type 2, not Type 1 diabetes. Judging him for a bad diet as
such. They jump in and say, ‘ok, so it says you are diabetic, Type 2 is it?".

TABLE 4 | Key findings from the World Cafe discussions.

Healthcare interaction

Public awareness

Media representation

Key -
issues

Inter- -
vention
needs

People with diabetes are not seen
as a whole person

Healthcare professionals lack the
knowledge to support people
with diabetes

People with diabetes experience
judgement from healthcare
professionals

Healthcare professionals are
perceived as being not interested in
the needs of people with diabetes

Healthcare professionals need
additional training on what the
experience of diabetes is like

Healthcare professionals need to
see the whole-life impact of
diabetes

Increase funding for diabetes
support and research

Judgement from public

Judgement from employers and
lack of adjustments made

Type 1 and Type 2 experiencing
different types of stigma

Diabetes is a hidden disability

Assumptions that the person with
diabetes is to blame (particularly
that diabetes is due to eating too
much sugar) and they should be
able to help themselves

Employers need access to education,
such as resource packs, to help them
support employees with diabetes

Public health campaigns are
needed to educate about what
diabetes is really like (e.g., posters
on toilet doors)

Diabetes education could be part
of school curriculums

Imagery of people with
diabetes promotes stigma (e.g.,
people with larger bodies)

- Programmes about people with

diabetes perpetuate the stigma
and stereotypes

There is a lack of
representation of ‘real people’
with diabetes in the media

Media representations should
include images of varied ‘real
people’ with diabetes

Celebrity ‘champions’ for
diabetes could help break down
the stigma

in tea. I don't have sugar in coffee
because that's, no, you must have something else’.

These experiences were believed to be grounded in a lack of un-
derstanding of the condition and what it is like to live with diabetes:

John (Type 2): Do a lot of the health professions know
much about it? I don't mean that in an even remotely

... I mainly eat fish;
I mainly eat fruit’. And they went ‘no listen to me no, no, no,

so much information ....

unkind way. I think because they're so bombarded with

Lorna (Type 2): they're dealing with all different condi-

tions whereas to us, we're the ones dealing with our
diabetes. I've read so much about it, bought books, and

looked into it. And yeah, I think we probably know more

seeing a nurse?

about our condition, our own particular condition, than
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TABLE 5 | Meaning of diabetes categories split by respondent type.

Diabetes circumstance

Stigma experience

Typel Type2 Parent Carer HCP Experienced Not experienced
Other's negative perceptions of cause 5 18 4 3 1 8 27
Other's negative perceptions of life 7 2 2 0 1 4 8
with diabetes
Being viewed or treated negatively 16 23 1 0 5 22 26
due to diabetes
Never heard of diabetes stigma/other/ 4 16 3 4 1 17 6
nothing/no response
Total 32 59 10 7 8 51 67

Although the challenge of knowing enough about all conditions
was acknowledged, it was agreed that HCPs needed more
education, particularly around the holistic impact of diabetes.
The group want to be looked at ‘as a whole’, acknowledging not
only diabetes but also other issues:

Lorna (Type 2): I just wish somebody would look at me as a
whole person with the stomach issues, the diabetes, and try
and do something to work out the whole thing rather than
one, the diabetes people not being interested in the stomach,
and the stomach people not being interested in the diabetes.

Mirza (Type 2): I would think NHS would look after me,
you know, as a whole. But as you said, I learned through
a hard experience that I need to look after [myself].

Participants were aware of the costs of diabetes, including the
potential costs of funding to find methods to reduce stigma.
Funding was identified as one potential barrier to reducing stigma:

Shane (Type 2): Only problem which comes down to is
money. Always comes down to money.

John (Type 2): I was gonna say having enough people
working in it, which is you just said money.

3.1.6 | Issue 2: Public Awareness

The group agreed that stigma resulted from a lack of awareness
about diabetes, its causes and what it is like to live with the
condition. This stigma was regularly experienced in day-to-day
life. For example, Shane talked about the public response when
he needed to administer medication in a restaurant:

Shane (Type 2): I was doing an injection and a waiter
came over and said someone, another table, had com-
plained, and I said ‘well tell them to come and complain
to me’ ... I think because people associate people doing
injections and stuff with drug addicts and stuff like that,
they you know, they just see someone injecting themselves,
they don't know what's in there.

Participants talked about diabetes as being a ‘hidden disability’,
which they felt was one of the major barriers to reducing

stigma. For example, Sarah suggested that visually you would
not be able to tell she had a condition, whereas with other
conditions, such as cancer, it was much more visible and
therefore treated differently:

Sarah (Type 1): Like everyone says, it's a hidden disability,
isn't it? They see me walking around normal all of the
time. I suppose it doesn't look like there’s anything wrong
with you. You know, if someone is in chemotherapy it's
very obvious that they are ill. You know, they'll be, you
know, they'll be a bit better protected [from stigma].

There was felt to be a belief, both in HCPs as mentioned in the
previous issue and others, that diabetes was all about sugar
consumption.

Employers were identified as a group that would benefit from
education to avoid perpetuating stigma (whether intentional or
not). When at work, people with diabetes could feel judged and
that appropriate workplace adjustments were not being made.
The group felt that resource packs for employers could be useful
to address this:

Shane (Type 2): There should be resources ... ‘OK, you've
just been diagnosed, ... Here's something for your em-
ployers. This is what your employer needs to know’.

Others talked about the importance of workplace education, for
example, Mirza said:

Mirza (Type 2): I always feel if the employers can be given
a course for the people that theyre gonna employ, to
[know to] give them a break. ‘Like, can you hang on for
another hour? My body's telling me not. I'm type 2 dia-
betic. But if I'm being told, ‘wait for another hour’, I know
I'm gonna pass out in the next 10 minutes. I need to go
down. We're gonna take my pill. A lot of time people feel
if you have [an] injection, you know they need to be given
more time because they need to go ahead and inject. But
you know, if you're Type 2, [they think] you can hang on
for another hour, like very wrong conception about it.

Lorna similarly talked about how she felt judged by those she
worked with attributing this to their lack of understanding:
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Lorna (Type 2): I worked in the NHS, I was a pharmacy
technician and you'd think working in the NHS in GP
surgeries so even though like my boss would say ‘yes if you
need to eat just leave’ but then my colleagues, if you've got
a queue of people and I'm like ‘no I really need to eat
now’, and they would be like, I'd say cross, they would
show you that they're not happy.

The group agreed that the most needed interventions were
public campaigns and changes to media representations of
diabetes. They felt that this would challenge public perceptions
of diabetes and address stigma, as discussed in the next theme.

3.1.7 | Issue 3: Media Representations

Imagery, particularly on television, was felt to create a stereo-
type of what living with diabetes is like, leading to negativity
and attributions of the blame. Participants felt that images
usually depicted a certain stereotype around diabetes, namely,
people in larger bodies:

Ellie (Type 2): Everything in the [media] my gosh, ... the
fattest people they can find.

Lorna (Type 2): you're not just talking overweight, we're
talking like literally the most overweight person you've
ever seen.

Mirza (Type 2): Obese person!

Ellie talked about a perception that people believed what they
saw in the media, thus perpetuating these stereotypes. Ellie
went so far as to say she felt that the media portrayed being an
alcoholic as more acceptable than having diabetes:

Ellie (Type 2): a certain percentage of the population
believe everything what the news tells them, its like
[people with diabetes are] draining the NHS because
because they don't eat well, they they they brought this on
themselves and say it's like it's dirty to be diabetic,
acceptable to be alcoholic but dirty to be a diabetic.

Shane also talked about his experience of watching diabetes
documentaries and the stereotypes that he felt enforced, with a
focus on people's eating habits, rather than the whole person:

Shane (Type 2): There is a few documentaries [on dia-
betes| out there, and they always seem to show like people
you know. It's like, yeah, you know, ‘this is Dave, Dave
likes chips’ and that's literally what you see.

The group felt that improvements could be made through tar-
geted campaigns to educate the public. For example, Annie
suggested that a simple approach used for other educational
campaigns could benefit diabetes education campaigns: ‘Adverts
on the back of toilets where you've got no choice but to read them’
(Annie, carer of Type 1).

The group also discussed how popular media could play a role
in illustrating the real-life experience of diabetes to help make
media imagery more varied. For example, through presenting
stories of real people with diabetes or perhaps engaging celeb-
rities with diabetes in campaigns. Lorna talked about an episode
of the British television programme, Strictly Come Dancing,
where one of the dancers removed his shirt during the finale to
show the sensor monitoring his blood sugar:

Lorna (Type 2): There's one of the Strictly Come Dancing
professionals who has diabetes and nobody knew and it
was his first series and he's got a [monitor] on his arm
and nobody knew until he did his dance in the final he
took his shirt off and everyone was like ‘what's this’ and
nobody could believe that this amazing professional
dancer could have diabetes and I just think more people
like him, celebrities in the media.

Shane also mentioned the disbelief that people appeared to feel
when the American actor Tom Hanks announced that he had
diabetes:

Shane (Type 2): Like Tom Hanks when he announced a
couple of years ago, he was diabetic, everyone’s like, you
know, it's not, it's Tom Hanks!

Challenging misrepresentation of diabetes and using different
images to show that varied people have diabetes was felt to be
needed in a range of areas including TV media, newspapers and
written media, and even within NHS materials:

Mirza (Type 2): when you go the NHS, they show you this
obese diabetic person you get so embarrassed and I keep
looking left and right going is anybody looking at me,
because the picture that they go to [on] the screen.

Lorna (Type 2): It would be good to show, in the Daily Mail
or whatever, rather than a morbidly obese person who can't
even walk if they just showed regular people with diabetes.

4 | Discussion

This study aimed to explore stakeholder perspectives on the
perceptions of diabetes stigma and strategies for addressing this.
The novel World Café approach identified three main areas that
participants felt impacted their experiences of stigma or had the
potential to improve it: healthcare interactions, public aware-
ness and media representations. The findings are discussed in
more detail later.

From the survey, 75% of people with Type 1 diabetes and 51% of
those with Type 2 reported experiencing diabetes stigma. These
findings closely reflect those from the study in America con-
ducted by Liu et al. [5] where 76% of respondents with Type 1%
and 52% with Type 2 diabetes reported experiencing stigma.
Similarly, the proportion of parents with children with diabetes
who stated that they had experienced diabetes stigma was
high in both studies (70% in our study vs. 83% in Liu et al. [5]).
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These findings show that diabetes stigma is experienced across
Western cultures, and it appears that, consistently, those with
Type 1 and parents of children with diabetes experience more
stigma than those with Type 2 diabetes.

The pre-event survey explored definitions of diabetes stigma. We
found a statistically significant difference in diabetes stigma defi-
nition between those with Type 1 and those with Type 2 diabetes.
Participants with Type 2 diabetes were more likely to define stigma
as others’ negative perception of cause, whereas participants with
Type 1 were more likely to define stigma as others' negative per-
ception of life with diabetes. These findings reflect those in other
studies [29, 30] where stigma in people with Type 2 diabetes is
linked to blame and shame for causing their condition. However, in
contrast to other studies, we did not find that participants with Type
1 diabetes reported stigma by association with Type 2 diabetes [31].

The World Café enabled the group to review and engage with the
findings discussed earlier and explore these in more depth. This
resulted in detailed discussions and rich data, with the partici-
pants raising important issues regarding how diabetes is por-
trayed by others, sharing their experiences of attitudes of others
towards them and discussing collaboratively potential solutions
for raising the profile of diabetes to reduce stigma. Sources of
stigma came from individuals, HCPs, media, the public and
employers, supporting the findings from other studies [29-31].

HCPs were frequently discussed as sources of stigma, with some
perceived as making assumptions (e.g., that they had diabetes
because they had eaten too much sugar) and others seemingly
having little knowledge about the condition. These experiences
align with research evidence that suggests that many HCPs hold
stigma towards patients with diabetes [32-34] with one study
suggesting as many as one-third may view patients with Type 2
diabetes as lazy and lacking motivation [35]. Participants re-
ported feeling judged and not seen as an individual, suggesting a
loss of trust in the knowledge of the HCPs that they had ap-
pointments with, concerningly these perceived experiences of
stigma in healthcare settings can increase the risk of depression
and other negative health outcomes [34]. Stigma experiences
reported related to features of the condition and its management
such as people's eating habits, needle use and the misconceptions
that Type 2 diabetes was less severe than Type 1 diabetes. There
were also perceptions that diabetes ‘costs money’ and that it is a
burden on the healthcare system, again mirroring those findings
from Liu et al. [5]. These experiences made people feel judged
and misunderstood, and they contributed to the development of
negative stereotypes about people with diabetes [10], highlighting
a clear need for interventions to educate HCPs about diabetes
stigma as recommended by the participants.

The participants discussed the importance of education for
reducing diabetes stigma, and of changing the perception of
diabetes in the media, for example, educating people that it is a
medical condition that affects the pancreas, rather than a con-
dition that is associated with a poor lifestyle. Position state-
ments from international diabetes organisations (including
Diabetes Australia [36], the American Association of Diabetes
Educators, the American Diabetes Association [37] and the
English Advisory Group [38]) have already started to make
important changes by providing guidance and education on the

language used in discussing diabetes and diabetes care. How-
ever, further work is needed to move this forward and change
the way diabetes is discussed within both the healthcare system
and the media and public discourse.

Participants also stated that they would like to see resources for
employers, which is interesting as resources like these are freely
available from some diabetes organisations (e.g., Diabetes UK).
Therefore, it seems that some of the participants and employers
were not aware of these resources, and more signposting would
be useful, particularly at key points such as at diagnosis. With
the increasing focus and importance placed on patient and
public involvement in improving the quality of health care [39],
co-designed and co-produced resources, involving people with
diabetes and practitioners would be helpful in the future to help
educate and inform those who employ or care for people with
diabetes, as well as the public.

4.1 | Limitations

The format of a World Café involves discussion and sharing of ideas
with a wide range of people and concerns about the confidentiality
of such discussion may have been a barrier to contribution for some
participants [25]. This may be why two participants on the day
chose to listen to discussions but did not verbally contribute. In
addition, all World Café participants self-selected for the event and
were motivated to be involved. Those who attended were mostly
participants with Type 2 diabetes (n = 7), which meant that repre-
sentations of those who were carers, HCPs, parents or people with
Type 1 diabetes were under-represented. However, this was in some
way mitigated by the inclusion of the survey that provided per-
spectives from a much wider range of stakeholders, and by sharing
these with the group before discussions these perspectives con-
tributed to the development of the overall worldview.

5 | Conclusions

The findings from this study supported previous research by
demonstrating that diabetes stigma is experienced by people
with Type 1 and Type 2 diabetes. Sources of stigma came from
individuals, HCPs, media, the public and employers. The World
Café methodology proved to be an excellent method for sharing
knowledge and experiences among stakeholders and identifying
stakeholder priorities for future strategies to bring about
change. Results indicate that further work is needed to change
the way diabetes is discussed both within the healthcare system
as well as within the media and public discourse.
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