
Introduction
The chronic complications of type
1 diabetes impose a heavy physical,
psychological and social burden on
people living with the condition.
Good metabolic control reduces
the risk of developing chronic
complications1 and could lead to
an improved well-being for people
with diabetes.

As the illness has an impact on
all areas of life, coping with 
diabetes and achieving good 
metabolic control are not always
easy tasks for people living with 
diabetes. People with diabetes
have to make daily decisions 
concerning the illness which influ-
ence their physical, social and 
psychological well-being. These
decisions involve health-promot-
ing behaviours such as measuring
blood glucose whenever necessary
and taking the appropriate
amounts of insulin.

Several studies suggest that the
ability to accept diabetes has 
an impact on coping with the ill-
ness.2–6 Access to knowledge of 
diabetes and the ability to actively
implement this knowledge are a
part of determining whether or not
a person is able to maintain good
control over their diabetes.2,5,7,8

However, the relation between a
person’s self-reported ability to
cope with diabetes and their HbA1C
levels is not always consistent.3

Collaboration between the per-
son with diabetes and healthcare
providers might help to achieve
good metabolic control. Factors that
are important in developing a rela-
tionship of trust between people
with diabetes and healthcare
providers include the work of com-
petent professionals who address a
person’s specific situation,2,4–6,8,9 and
continuity of care.10 Having a good

relationship with healthcare pro-
viders makes it easier for a person
with diabetes to discuss the way day-
to-day psychosocial problems impact
on living with diabetes. It is impor-
tant to acknowledge the person
behind the condition and respect
their individual diabetes-related
choices and responsibilities.4,7,11 If
healthcare providers are unaware of
the importance of a relationship
built on trust and respect, an unnec-
essary extra burden is placed on the
person with diabetes.12

Most people with type 1 diabetes
with good metabolic control feel
that their relationship with health-
care providers is good. On the
other hand, most people with poor
metabolic control feel that they
have a poor relationship with the
healthcare providers.9 The social
network is important in coping with
diabetes: well-educated people and
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those with a family or strong social
network tend to achieve good 
metabolic control. This reflects the
importance of involving the social
environment in active support for
people with diabetes.4–11,13

Theoretical framework
Theoretically, this study is inspired
– and to some degree structured by
– a modified version of Adapting to
Diabetes Mellitus: A theory Synthesis
by Robin Whittemore and Sister
Callista Roy, which derivates from
The Roy Adaptation Model14

and The adaptation to Chronic
Illness Model by SE Pollock.15 This
includes the structure of the 
interview guide and analysis. The
adapted model is presented in 
Figure 1.

The figure describes living with
diabetes as ongoing stimuli that
require a person to make decisions
that are important in coping with
their illness on a daily basis. The way
in which living with diabetes is per-
ceived influences the extent to which
a person is able to integrate the con-
dition into different areas of life.
According to Roy and Whittemore,
people must recognise the demands
and restrictions of diabetes in daily
life, and take ownership of their dia-
betes. If people are able to choose
health-promoting behaviours to
maintain or achieve good metabolic
control, their HbA1C levels will be sta-
bilised, thus lowering their risk of
developing complications. It is there-
fore of interest to determine
whether people react in the same
way regarding the perception and
integration of diabetes.

Aim
This article describes a theoretically
inspired qualitative research proj-
ect that aims to explore, in adults
who have improved their metabolic
control, perceptions of acceptance,
knowledge, social support and rela-
tionships with healthcare providers.

Patients
The study focuses on people with
type 1 diabetes who have achieved
a decrease in their HbA1C of 1.5%
during a one-year period, and 
who have maintained this level.
HbA1C was above 9% at baseline.
Data on HbA1C levels three years
prior to inclusion in the study was
collected from the participants’
medical records.

The decrease in HbA1C indicates a
change in behaviour and/or in per-
ception which is significant for obtain-
ing good metabolic control and 
preventing long-term complications.

The participants were consecu-
tively chosen from laboratory 
samples derived from all type 1 dia-
betes patients (n=3000) attending
the Steno Diabetes Center in
Copenhagen, Denmark. Fifteen
people with type 1 diabetes over the
age of 21 years who had been living
with diabetes for more than three
years (eight women and seven
men) were asked in writing to par-
ticipate in the study. Ten people
gave their consent and were
included in the study. Consent
from the Ethics Committee was not
necessary for this study, since the
patients did not participate in any
bio-medical intervention. Table 1
shows data on the participants dur-
ing the study period.

Method
This explorative research is a 
theoretically inspired, descriptive,
retrospective study. A phenomeno-
logical qualitative semi-structured

research interview inspired by
Kvale16 has been used for collecting
information from the participants.

An interview guide covering the
principal topics derived from 
the background section, such as 
the perception of acceptance of
diabetes, knowledge, social network
and relationship to healthcare
providers, was used. To ensure
rigor in the analysis, a limited num-
ber of topics were chosen in the
interviews. These were also chosen
to ensure that areas were covered
during the interviews that are of
relevance to investigating people’s
perceptions concerning improved
metabolic control16,17 (Figure 2).

The semi-structured interview
was selected as a research method
in order to give people with dia-
betes an opportunity to describe
their personal experiences and
reflections concerning achieving
improved metabolic control. The
interviews were conducted during
the spring of 2003 by the first
author of this article. The inter-
views lasted between 35 and 90 min-
utes and were recorded on audio-
tape and transcribed verbatim
before the analysis.

Analysis
The interviews were analysed using
the method of meaning condensa-
tion described by Kvale.16 The text
was read thorough several times to
get a general sense of the content.
It was then divided into the content
areas emerging from the themes of
the interview guide; the answers
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Table 1. Data on participants – mean value and range during study period

Sex Age Duration of Highest Lowest
(N) (Years) diabetes (Years) HbA1C HbA1C

Female 38.4 25.6 11.2% 7.5%
(5) (23–47) (10–33) (9.3–13.5) (6.5–9.4)

Male 54.6 33.8 10.9% 8.0%
(5) (41–71) (24–49) (9.3–11.6) (6.8–9.6)
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were compared and searched for
differences and similarities. The
interviews were interpreted from a
perspective of integration, based on
the modified version of ‘Adapting
to Diabetes Mellitus’. The main
topics of the analysis were then 
condensed into a description of the
findings and, thus, the participants
were categorised into three groups.

Results
According to Roy and Whittemore,
the perception of illness is the key
to integrating diabetes into differ-
ent areas of life.

The analysis describes three dif-
ferent types of coping strategies
concerning the perception and
integration of diabetes in improv-
ing metabolic control. These will be
presented in the following:

Developing perception: people who
integrate
Three women belonged to this
group. Their perceptions had devel-
oped over a long period of time.
The women described the process of
integrating diabetes in their every-
day life as ‘before and after’.

In this group, people tended to
have changed behaviour in relation
to diabetes, inspired by a change in
their perceptions of the condition.

They had developed a level of
perception at which they were able
to speak about their illness quite
openly with professionals, friends
and family. This change in percep-
tion came about in different ways.

One of the women had not seen
a diabetes specialist for several years;
she saw a new general practitioner
who insisted on her visiting a spe-
cialist. This helped her in the
process of accepting that she had a
chronic illness.

She describes the process in the
following way:

‘I can meet people face to face
now. If I feel unwell, I can call my
doctor and ask him to take a look at

me. I never used to do that before
because he would find out that my
diabetes was a mess. I can talk to my
friends and my husband in a differ-
ent way because now I am doing
something about my diabetes, and
that is important. If you are not
doing anything, you feel like you
can’t talk to anyone about it. As soon
as you start doing something, you
can ask other people for help and
talk to them about it. You can’t talk
about it when you are neglecting
your diabetes because you don’t
want anybody to know.’ (Female, 47
years)

People who manage to integrate
feel a positive change in self-con-
cept, as well as in their relationship

with their environment. One of the
women experienced this change in
perception parallel to entering into
a new relationship, which provided
her with social support to accept her
diabetes:

‘…a couple of years ago I slowly
but surely started to accept my dia-
betes (…) this was about the time I
started dating my boyfriend.’
(Female, 23 years)

The women also experience
improved relationships with their
healthcare providers. The third
woman in this group had a consu-
ltation with a dietitian, who 
was able to identify one of the 
major problems influencing her
perceptions:
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Figure 1. Modified after Robin Whittemore and Sister Callista Roy: Adapting to
Diabetes Mellitus: A Theory Synthesis, Nursing Science Quarterly 2002; 15: 316
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‘For the first time in years (...) I
talked to a dietitian with whom I 
had a good chemistry (…) I felt that
she immediately understood 
my problem concerning eating 
several times a day (…) I under-
stood that I had some options 
and then in a way it became 
more acceptable to eat.’ (Female,
36 years)

In this group we can talk 
about a certain ‘dialogue’ between 

diabetes, the everyday demands of 
the illness, and the people. This
gives rise to further dialogue 
with family, friends, healthcare
providers, etc. The women were
able to relate in a new way the
knowledge they gained about their
illness to their life.

One example was expressed in
the following way:

‘I feel better now about coming
to the outpatient clinic than I did

before because I realise that it’s for
my own benefit that I talk to the
doctor and get my test results. With
these, I can choose to either
change something or not.’ (Female
23, years)

Taking ownership over diabetes
motivated the women to develop
coping strategies in all areas of life.
The dialogue with the demands of
diabetes gave the women a greater
sense of flexibility in choosing vari-
ous health-promoting behaviours.

Having improved their meta-
bolic control, the women felt a 
positive improvement in their 
well-being.

Consequence-based perception: people
who compensate
This group consisted of three men
and two women. These people have
developed diabetes complications
and experienced the consequences
of these complications in their
everyday life. These consequences
changed their perception of living
with diabetes. They developed an
ability to relate to the evolving 
complications and the conse-
quences of these. This group is
characterised by people who, prima-
rily on an unconscious level, tended
to base their perceptions and reac-
tions on a risk-minimising strategy;
they tended to be reacting to com-
plications. One side of reacting
means that the people integrated
their knowledge about their illness.
One woman describes her experi-
ence in this way:

‘I never used to measure my
blood glucose before. I just injected
the insulin and had something to
eat. But since I developed some
complications and received more
knowledge I have become more
attentive.’ (Female, 45 years)

Decisions concerning health-
promoting behaviours were chosen
in an attempt to compensate for
the consequences of complications,
and were thus dependent on the
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Main topic 1: Acceptance
Could you describe your experience of living with diabetes?

Do you feel that you have accepted your diabetes? How does that affect
you?

Do you feel that your daily life is influenced by the fact that you have
diabetes? Has this changed in resent years?

Do you consider yourself a sick person or a healthy person?

Does having diabetes put any limitations on your life?

Do you feel dependent on other people?

In what ways has the decrease in your HbA1c influenced your daily life?

Main topic 2: Knowledge
How do you use your knowledge about diabetes in your daily life?

Have you been seeking information about diabetes in different fields?

How do you manage unforeseen situations?

What do you consider to be good metabolic control? Has this changed in
recent years?

Main theme 3: Social network
In what ways have your family or environment been involved in your
improvement of metabolic control?

How are you influenced by other people’s reaction to your diabetes?

What is the significance of having diabetes in your relationship with others?

Main theme 4: Relationship with healthcare providers
How would you describe your relationship with healthcare providers?

In what way has the improvement of your metabolic control affected your
relationship with healthcare providers?

Have you experienced support from healthcare providers during the process
of improving your metabolic control?

Which group of healthcare providers have you consulted during the past
years?

Figure 2. Interview guide
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impact of the complications in their
everyday life.

Because no personal benefit was
perceived in using these strategies,
the people who compensate did not
feel that the coping strategies made
their life more flexible. One of 
the men describes his reflections 
like this:

‘I think it would affect my every-
day life too much if I had to measure
my blood glucose all the time to see
if it was too low or too high.’
(Male, 41 years)

These people’s relationships
with the environment and the
healthcare providers did not
change. They were not particularly
aware of recommendations from
healthcare providers before the
complications occurred – as
expressed by a 48 year-old man:

‘For as long as I can remember,
the doctors have been going on and
on about having to improve my
HbA1c; I never used to take that very
seriously because I was generally
doing fine.’

Diabetes was not integrated in all
areas of life and did not 
affect the people’s self-concept or
acceptance of diabetes. People who
compensated did not experience
improved well-being, in spite of
improved metabolic control:

‘I could see an improvement in
my blood glucose readings (...) but
not in my well-being (….) Even
though my blood glucose has been
high I was never ill from that.’
(Male, 71 years)

Stationary perception: people who
maintain a distance
Two men formed the last group. The
perception of these people, who
maintained a distance, was station-
ary. We can say that in this group
people decided to choose behav-
iours that minimised the impact dia-
betes had on their daily living.

In this case, a man almost tries
to forget his diabetes; he has not

accepted it, nor is it integrated
into his life:

‘I set goals and have visions for
my company but not for my 
diabetes – that is just something I
live with.’ (Male, 52 years)

They did not speak a great deal
with family or friends about their
diabetes, and made use of a rather
defensive strategy. One of the men
expressed his perception of living
with diabetes in relation to his
social network in this way:

‘I do not care to talk about dia-
betes. If people know you have dia-
betes they think they need to say
good-bye properly because they
don’t think they will see you again.
I believe the focus on the serious-
ness of the illness is getting out of
hand’ (Male, 52 years)

These people maintained a dis-
tance regarding the daily demands
of diabetes, and thus avoided
choosing health-related behaviours
that could draw more attention to
their illness. As their illness was not
integrated within their self-concept,
they did not relate to advice from
healthcare providers – or took this
only partially. One of the men fol-
lowed the advice of healthcare
providers even though he did not
know the reason behind it:

‘I do not know why I was in the
hospital. The doctor told me or
asked me if I was willing to come for
five days,’ (Male, 61 years)

The other man expressed it in
this way:

‘Personally, I have chosen not to
focus on cholesterol: it does not fit
in with the things I like. I might
focus more on blood pressure or
something like that.’

Their perception of living with
diabetes had not changed since they
were diagnosed. In improving their
metabolic control they used old cop-
ing strategies learnt years previously,
and for the study period these strate-
gies were sufficient to improve their
HbA1C. Thus, they have improved

their physiological status without
integrating diabetes into their life.

The two men did not feel a
change in well-being after achiev-
ing improved metabolic control.

Discussion
Choosing a modified theoretical
frame of reference involving 
the concept of perception offered
a theoretical focus for analysis.
However, this limited the inter-
pretation of the interviews. The
strength of using interviews, a
frame of reference, and having
chosen a focus for the study,
offered the opportunity to explore
a phenomenological view of a
small group of people living with
diabetes – thus describing their
experiences in achieving improved
metabolic control. This could have
been broadened by the use of
observation and other objectifying
methods. Other demographic sta-
tus, or social similarities or differ-
ences may provoke the use of dif-
ferent types of strategies concern-
ing the perception and integration
of diabetes; but this has not been
investigated in this study.

By being active in the field of
nursing, the first author, on an un-
conscious level, brings in systems of
everyday and professional thoughts
that can function as non-reflected
theoretical constructions.18 For
example, the researcher might be
blind to certain aspects and high-
light others. In this study, discus-
sions among the researchers (aut-
hors) and the use of interviews 
served as tools to reduce this kind 
of bias.

This study shows differences
among people living with diabetes
concerning their perceptions of liv-
ing with the condition. The people
had at least three different strate-
gies for relating to diabetes, based
on their perceptions. This explains
the different bases for the ways in
which the people related to the 
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topics of acceptance, knowledge,
healthcare providers, friends, and
family in the process of integrating
diabetes into their life. This study
describes the current status of the
participants’ level of integration
regarding these topics; but it 
does not describe to what extend a
person could move from one level
of perception/integration to
another. In a grounded theory
study, Hernandez19 identified inte-
gration as playing an important
role for a successful life with dia-
betes. She described integration as
a three-phase process during which
a person can move from one to the
next. The three phases are named
‘having diabetes’, ‘the turning
point’, and ‘the science of one’.
This process of transition can take
years. The study presented in this
article also demonstrates that inte-
grating diabetes into a person’s life
is a lifelong process. Except for one
person, the participants had an
average duration of diabetes of
31.8 years, which shows that the
process and its length are different
for each person.

This study supports the idea 
that integration is an important
aspect of living with a chronic ill-
ness – which was also found by
Whittemore.20 The results also sup-
port the idea that perception is a
key to understanding the extent to
which diabetes is integrated into a
person’s life. Perception is not a
fixed mark, but changes through-
out life. The study performed by
Paterson and Thorne10 also found
that to support people with dia-
betes in effective self-management,
the healthcare providers must be
aware that living with diabetes is
itself a process.

Recommendations
This study is descriptive and can not
provide direct recommendations
for healthcare policy or healthcare
providers. But the conclusion 

indicates that perceptions of living
with diabetes are of importance for
integration. Integration is a lifelong
process, and in this process the per-
son with diabetes has to learn to
integrate diabetes into both the
behavioural and psychosocial
aspects of life. The healthcare
providers often pay too much atten-
tion to behavioural aspects and
medical advice, which might actu-
ally prolong the process of a person
taking ownership of his or her dia-
betes. On the basis of the findings
in this study, as well as other studies
(Thorne, Hernandez,Whittemore),
it is recommended that the health-
care providers focus more on per-
ceptions of illness and the psychoso-
cial perspectives of living with dia-
betes in order to promote integra-
tion. This can lead to improved
metabolic control.

Conflict of interest:
None

References
1. The diabetes control and complica-

tions trial research group. The
effect of intensive treatment of dia-
betes on the development and pro-
gression of long-term complications
in insulin-dependent diabetes melli-
tus. N Eng J Med 1993; 329(14):
977–986.

2. Richardson A, Adner N, Nordström
G. Persons with insulin-dependent
diabetes mellitus: acceptance and
coping ability. J Adv Nurs 2001;
33(6): 758–763.

3. Kelleher D. Coming to terms with dia-
betes: coping strategies and non-compli-
ance. Living with chronic illness. The
experiences of patients and their families.
Anderson R, Berry M (eds).
London: Unwin Hyman, 1988;
137–155.

4. Paterson B. Myth of empowerment
in chronic illness. J Adv Nurs 2001;
34(5): 574–581.

5. Ternulf Nyhlin K. The fine balanc-
ing act of managing Diabetes. Scand
J Caring Sci 1991; 5(4): 187–194.

6. Lo R. Correlates of expected success

at adherence to health regimen of
people with IDDM. J Adv Nurs 1999;
30(2): 418–442.

7. Alberti G. The DAWN (Diabetes
Attitudes, Wishes and Needs) study.
Practical Diabetes Int 2002; 19(1):
22–25.

8. Ternulf Nyhlin K. A contribution of
qualitative research to a better
understanding of diabetic patients. J
Adv Nurs 1990; 15: 796–803.

9. Wikblad KF. Patient perspectives of
diabetes care and education. J Adv
Nurs 1991; 16: 837–844.

10 Thorne SE, Paterson B L. Health
care professional support for self-
care management in chronic illness:
insights from diabetes research.
Patient Educ Couns 2001; 42: 81–90.

11.Diabetes Voice, 2004; 49 (special issue:
Keeping people at the centre of
care).

12.Thorne SE, Nyhlin K T, Paterson
BL. Attitudes toward patient expert-
ise in chronic illness. Int J Nurs Stud
2000; 37: 303–311.

13.Pound N, Sturrock NDC, Jeffcoate
WJ. Age related changes in glycated
hemoglobin in patients with insulin-
dependent diabetes mellitus. Diab
Med 1996; 13: 510–513.

14. Roy C, Andrews HA. The Roy adapta-
tion model. Stamford: Appleton &
Lange, 1999; 29-61, 97–124, 535–559.

15.Whittemore R, Roy C. Adapting to
diabetes mellitus: a theory synthesis.
Nurs Sci Q 2002; 15(4): 311–317.

16.Kvale S. Interviews, an introduction
to qualitative research interviewing.
Thousand Oaks: Sage, 1996; 193.

17.Hungler BP, Polit DF. Nursing
research principles and methods, 6th

edn. Philadelphia: Lippincott
Williams & Wilkins, 1999; 16–19,
114–116, 346–349.

18.Bourdieu P, Chamboredon JC,
Passeron JC. The craft of sociology.
Epistemological preliminaries. Krais, B
(ed). Berlin/New York: Walter de
Gruyter, 1991.

19. Hernandez CA. Integration: The
experience of living with insulin
dependent (type1) diabetes mellitus.
Can J Nurs Res 1996; 28(4): 37–56.

20.Whittemore R. Analysis of integra-
tion in nursing science and practice.
Image J Nurs Sch 2005; 3: 261–267.

Original Article
Perception and integration of people with type 1 diabetes

18 EDN Spring 2006 Vol. 3 No. 1 Copyright © 2006 FEND.  Published by John Wiley & Sons, Ltd.

OA Christensen 18 05v2  8/3/06  2:45 pm  Page 6




