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Exploring diabetes type 1-related stigma
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ABSTRACT

Background: Empowerment of people with diabetes means integrating diabetes with identity. However, others’ stigmatization
can influence it. Although diabetes is so prevalent among Iranians, there is little knowledge about diabetes-related stigma in Iran.
The present study explored diabetes-related stigma in people living with type 1 diabetes in Isfahan.

Materials and Methods: A conventional content analysis was used with in-depth interview with 26 people with and without
diabetes from November 2011 to July 2012.

Results: A person with type 1 diabetes was stigmatized as a miserable human (always sick and unable, death reminder, and
intolerable burden), rejected marriage candidate (busy spouse, high-risk pregnant), and deprived of a normal life [prisoner of (to
must), deprived of pleasure]. Although, young adults with diabetes undergo all aspects of the social diabetes-related stigma; in
their opinion they were just deprived of a normal life

Conclusion: It seems that in Isfahan, diabetes-related stigma is of great importance. In this way, conducting an appropriate intervention
is necessary to improve the empowerment process in people with type 1 diabetes in order to reduce the stigma in the context.
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INTRODUCTION

empowerment process in people with diabetes mostly

focuses on effective diabetes disease, self-efficacy,
and health-related behaviors,'¥ although recent findings
proved that empowerment means integrating diabetes with
identity. However, living with diabetes is a progressive dialog
of the person with his/her self and the world,"® which is
associated with disrupting identity.!® To this, it is necessary
to focus on different aspects of having diabetes including
self and identity.!-10!

Review of nursing and medicine studies indicates that

Identity, which is the outcome of social and interpersonal
relations with others,!'¥ can be affected by the person’s
view about him/herself and others’ perspective about
the person.!’? Unfortunately; some people affect others’
identity by stigmatization'®! as people tend to internalize
the social stigma.'¥ Consequently, stigmatized identity
would be replaced with real identity in stigmatized people
because of losing real identity during this process.!!516!
Stigma includes labeling, shaming, denying,!*”’and rejecting
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because of social judgment about a person or a special
group.!’® It has been linked to some chronic diseases such
as mental disorders, cancer, tuberculosis, and diabetes
for so many years,!'® specifically in Asian societies.!'®
For example, type 1 diabetes is a social stigma in India;
as a response, many parents try to hide their daughters’
diabetes from their teachers, friends, and relatives.'”! In
addition, low chances or intention to marriage and having
child among Indians and Japanese!*??! are some negative
effects of diabetes-related stigma on the well-being and
quality of life of the people in Asian countries. To this,
diabetes-related stigma could be an important factor, which
has threatened the person’s identity all over the world. #2324
However, people need to reconstruct a new identity with
no diabetes-related stigma, to be known as a “person with
diabetes” not a “diabetic patient.” 227!

It seems there is a similar situation in Iran. According to
various studies conducted in 2008 and 1992, it was revealed
that Iranian parents mostly hide their children’s diabetes from
others to extricate them from labeling.?8?°! Diabetes-related
stigma can be a strong obstacle in the empowerment
process in living with diabetes due to the lack of specific
information about it in case of Iran; this study aimed to identify
diabetes-related stigma in people living with type 1 diabetes.

MATERIALS AND METHODS
The research was based on in-depth interviews with 26

participants in order to approach a conventional content
analysis (8 people with diabetes, 5 family members, and
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13 people with no diabetes and even no close relation
with a person having diabetes). The participants were
selected purposefully from November 2011 to July 2012
and sampling was continued till saturation. The people with
diabetes and family members were recruited from Isfahan
Endocrinology Research Center, while the people without
diabetes were selected from public places in Isfahan such
as mosques, bus stations, parks, etc., [Tables 1-3].

Data collection

After getting consent to participate in the study, the people
without diabetes were asked to answer an open question:
“What do you think about a person with type 1 diabetes?”

Table 1: Demographic charectristics of participants with type 1
diabetes

Age Sex Duration/ Education Job Marrital
years status
36 F 3 Bs Househould  Married
26 F 14 Bs Househould  Single
22 M 7 Highschool Unemployed Single
26 F 16 Ms Student Single
22 F 17 Bs Househould Married
17 F 15 Highschool Student Single
16 F 16 Highschool Student Single
21 F 15 Associate degree  Househould Married

Table 2: Demographic charectristics of family members

Age Sex Relation Education Job

41 M Child Bs Employed
37 M Child Bs Employed
38 F Child Bs Employed
24 F Child Diploma Employed
50 F Mother Low literacy Househould

Table 3: Demographic charectristics of participants without
diabetes

Age Sex Education Job

22 F Bs Student

20 M Bs Student

36 M Ms Employed
27 M Diploma Employed
35 F Diploma Employed
22 F Bs Student

22 F Bs Student

27 F Ms Unemployed
28 F Bs Unemployed
60 F Secondary school Household
27 F Diploma Unemployed
56 F Secondary school Household
22 M Bs Student

On the other hand, the people with diabetes were asked to
respond to the question: “How do people without diabetes
think about a person with type 1 diabetes?” Furthermore,
each one had to describe his/her feelings and thoughts
about him/herself as a person living with type 1 diabetes.
The mean time of the interviews was 20-45 min, and all of
them were recorded on an MP3 player.

Data analysis

To analyze the data, conventional content analysis was
used in the present study. Data were transcribed verbatim
immediately after each interview. Then, transcriptions
were read several times in order to derive codes, after
that words which reflected main thoughts concepts were
highlighted. Then, similar codes overlapped and integrated
under certain categories. Member checking was undertaken
to ensure the data were trustworthy and validated the
researchers’ interpretation of the data. After one researcher
initially coded, the data participants and co-researchers
re-examined the transcripts. In addition, credibility of
findings was established by having other researchers
independently analyze the raw data and their interpretations
were compared with those of the study researchers.

Ethical issues

The approval to conduct the study was granted by the Ethics
Committees of Isfahan University of Medical Sciences in
[ran. Potential participants were informed that participation
in the study was voluntary and they could withdraw at any
time, their confidentiality would be maintained, and that no
individual would be identified in any publications arising
from the study.

ResuLTs

The findings highlighted that a person with type 1 diabetes
in the study context suffers social self-stigma. The noticeable
issue is that the participants with diabetes realized all aspects
of social stigma including miserable human, candidates of
rejected marriage, and deprived of a normal life; however,
they only labeled themselves as being deprived of a normal
life.

Miserable human

This diabetes-related stigma was the most common
stigma in all interviews, which included the subcategories,
namely “always sick and unable,” “death reminder,” and
“intolerable burden.”

Always sick and unable

Persons with type 1 diabetes are labeled as a sick and
disabled person by family members and other people.
Moreover, they remembered the sufferings caused by
diabetes complications in a person with diabetes, which
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could be more painful for a young person with type 1
diabetes.

“My father had diabetes which had affected his eyes,
kidneys and even his sexual function... he always was sick
and disabled to do his work, especially in the last years of
his life... My father got the disease from mid-life ... could
you imagine how it would be for a child or a young adult
with type 1 diabetes?... It is surely more devastating and
[ suppose that they are miserable humans...” (female,
37 years old)

Participants with type 1 diabetes received the public
massages and talked about how it is painful to understand
the society’s views about miserable patient:

“People in school, university, work place or simply
everywhere look at you as a patient who can do nothing...
It is obvious when they communicate with you as a person
with diabetes they only imagine diabetes complications
such as amputation and dialysis. I wish they did not see all
with this lens... | hope they all do not see diabetics through
black lens. [ wish they did not look at me as they do about
an old man with diabetes that has experienced different
complications caused by diabetes. [ wish they didn’t picture
us as people who are always sick, miserable and able to do
nothing...” (female, 25 years old).

Death reminder

The participants without diabetes talked about people with
diabetes as death reminders: “When I hear a person has
diabetes [ only imagine the death... I believe that a person
with diabetes goes to die day to day... I mean that they
do not experience a normal death. In fact, diabetes pushes
them to death...” (male, 27 years old)

Surprisingly, people with diabetes understood how
people imagine a short life for them because of diabetes.
A 22 year-old-man said:

“Public have misconceptions that our life expectancy is too
short and all of us will experience death very soon.”

Intolerable burden

Family members and people without diabetes referred to
a person with diabetes as a heavy burden that the family
has to carry. A mother of a young person with type 1
diabetes said:

“It is too hard for parents... too hard to have a child with
diabetes... It is too difficult to see your child is in sickness...
not only for diabetes treatment expenditure but also for the
stressful life of having a child with diabetes at home... Can
you imagine that? It is too hard...”

Another participant with type 1 diabetes put it in plain
words:

“I was hospitalized in a short period after my marriage.
My Mom has not told my husband for a while that I am
in hospital. When he realized he came immediately to
hospital and asked my Mom why have you hidden this
from me? When I accepted to marry her I accepted to be
along with her everywhere. .. Can you guess what my Mom
responded? She said because we were so exhausted of
diabetes and do not want you to feel the same. We don’t
want to see you get tired of the disease and undergo this
overwhelming sense. ..... ” (female, 20 years old)

Rejected marriage candidate

The participants without diabetes believed that a person
with type 1 diabetes (special female) does not deserve
marriage. This category included “busy spouse” and
“high-risk pregnant.”

Busy spouse

The public preferred to choose a happy life, which is possible
in marriage with a healthy person, and not a stressful life
because of marrying a person who suffers from diabetes:

“ .. Awise man looks for a healthy wife, not a sick one who
always lives with a disease... In that case you need to live
in hospital with her surrounded with numerous problems
caused by diabetes... To this everybody prefers to select

”

a healthy spouse not a busy one...” (male, 37 years old)

As a result, public respect the spouse of a person with
diabetes as they he/she was a hero in their view:

“I suffer too much when people tell me, ‘Oh! your husband
is a hero as he accepted to marry you although you have
diabetes....” It is unbelievable because they tell me he
devoted himself by accepting your diabetes... It would be

”

a great human...” (female, 21 years old)

High-risk pregnant

The participants without diabetes thought that a female with
diabetes would certainly have a difficult pregnancy with a
high possibility of having a child with diabetes:

“The girls with diabetes have to be alone and not to be
married because diabetes affects their child...” (female,
60 years old)

People with diabetes, however, received the society’s
massages; they explained how they try to face different

challenges about it:

“My father in-low changed his behavior when he realized
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that I have diabetes. He told me your child would be
a diabetic as you are and we don’t want to have grand
children. .. I talked to him several times and explained about
diabetes, its risk factors and the low possibility of having a
child with diabetes. Now, he behaves with me in a better
way; however, [ am always worried about my pregnancy
and having a baby with diabetes...” (female, 22 years old)

Deprived of a normal life

Not only people without diabetes but also people with
diabetes labeled a person with type 1 as being deprived
of a normal life. This category included “prisoner of (to
must)”’and “deprived of pleasure.”

Prisoner of (to must)

The participants explained how people with diabetes are
surrounded by many “to must” and “not to must” in living
with diabetes.

“They are deprived of many things... They are prohibited
from many foods. There are many activities that they need
to do in order to control their blood sugar... They always
need to analyse their life and it is to hard...” (female,
22 years old)

In addition, another participant with diabetes said:

“Living with diabetes is a hard daily challenge... You need
to follow many prescriptions every day to manage your
diabetes. All of this is too difficult...” (male, 22 years old)

Deprived of pleasure
The public participants viewed a person with type 1 diabetes
as a disabled one who cannot enjoy his/her life.

“A diabetic is like a paraplegia one who cannot eat
everything, goes everywhere, and do everything that he/she
wishes to do.... He/she is deprived of pleasure and never

”

can experience happiness in life...” (male, 27 years old)

The people with diabetes also labeled themselves in a
similar way. One participant stated:

“Public believe that we cannot live in happiness. .. I believed
this too... You know, I always need to be more careful about
my diabetes... Sometimes [ am not happy as my life isn’t
like others and I cannot continue it as the people without

”

diabetes do... [long silent]...” (female, 26 years old)
Another participant said:
“I couldn’t go outdoors with my friends because I needed

to carry my insulin and my Mom didn’t let me... I am also
unable to fast in Ramadan as my doctor said I cannot do

that... You know, I can even experience some usual life

”

pleasures...” (female, 17 years old)
DiscussioN

The study’s findings highlighted that the people without
diabetes believed that a person with diabetes is miserable.
This is reflected from the “norm to be kind” that has been
shown in other studies, for a person who suffers from a
physical illness. For example, Shestak found that healthy
people try to be kind with people living with diabetes;
however, this behavior affects the persons in a negative
way. 3%

In the current study, the miserable stigma was a consequence
of imagining the person as a sick one always, death
reminder, and intolerable burden. Similar findings indicated
that the disabling diabetes complications such as coronary
artery disease, blindness, kidney disease, etc., can have an
effect on the public view about those living with diabetes. !

Likewise, the findings of Weiler Dawn (2007) showed
that others see people with diabetes as sick patients who
are unable to do their daily activities and will certainly
experience amputation and a sudden death."®? However,
there are similar attitudes; it seems to be for the first
time that people with diabetes were mentioned as death
reminder. It was found to be rooted as a negative view
about diabetes in Iranian context®® because of high
prevalence of diabetes complications and less known
empowered people in Iran. On the other hand, describing
the person as an intolerable burden on the family indicates
that people with type 1 diabetes have less responsibility
about diabetes control in comparison with the family
members in this context.

Current findings showed that women with type 1 diabetes
are high-risk in pregnancy and rejected marriage candidate.
The evidences highlighted that a pregnant with diabetes is
at risk for neonatal death and bears the stigma of carrying
diabetes to the child.®! In addition, Cohen et al. (1993)
indicated that diabetes is a barrier in social relationships
such as divorce, infertility, and sexual problems.®* The
study of Khoury (2006) in Middle East showed that having
diabetes is associated with shame and embarrassment
for both men and women. This psychological response is
because of public belief of sexual dysfunction in men with
diabetes. This is also associated with fear of infertility in
women.®® On the contrast, Goenka et al. (2004) indicated
negative impacts of diabetes on girls’ marriage in South
Asia. In fact, families prefer to choose a healthy wife with
no restriction in having and bearing a child.®® This is
very similar to what happens in Iranian society.®®! Abdoli
et al. (2011) believed that this could be a result of a strong
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belief that being healthy is necessary to play parental and
spousal roles perfectly. Furthermore, having a child is an
important aspect of life, which cannot be ignored easily
by Iranians.®

A common diabetes-related stigma in people with or
without diabetes was that the diabetics are deprived of a
normal life. Naemiratch and Manderson (2008) found that
the phrase of “Normal... But” was a familiar one in those
with diabetes in Thailand. They concluded that people by
saying “Normal... But” indicated that their lives are normal;
however, they realized how important it is to consider the
disease limitations.®”

The findings have highlighted that diabetes type 1 related
stigma is an important issue in Isfahan. This fact makes it
compulsory to overcome diabetes-related stigma in the
context.
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