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Background

The illness integration process in type
2 diabetes has previously been
described as the ‘science of one’
where people’s lives and diabetes fit
together and this is a new way of
living. The process of illness integra-
tion as well as self-management
includes turning points.! A turning
point refers to a powerful emotional
experience or insight that leads to a
fundamental change in a person’s
life and the development of a new
approach to management of the
illness.?® In a phase of the illness
integration where a turning point is
nearing, the disease and its manage-
ment cannot be ignored or dimin-
ished any more, and those with illness
become interested in learning more
about managing to live with their
illness. Passing a turning point brings
a sense of confidence and power,
where diabetes fits into people’s lives
and the illness becomes integrated —
not only as new routines, but also on
an emotional and existential level.
However, turning points in self-
management are not sufficiently
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Summary

A turning point is described in the literature as a powerful emotional experience or insight
leading to a fundamental change in a person’s life, and requires a new way of managing
the iliness. However, turning points are not sufficiently described in the literature,

particularly not with respect to diabetes.

The aim of this study was to throw light on turning points in self-management as

described by people with type 2 diabetes.

Eighteen participants diagnosed with type 2 diabetes within the previous two years, and
who received treatment in primary health care, were invited to participate. Semi-structured
interviews were analysed using qualitative content analysis.

The findings demonstrated that the turning point in self-management among
individuals living with type 2 diabetes included four themes: being in a life and death
struggle, being at a crossroads with no return, being the one who decides, and being the

one who can change the outcome.

Turning point transitions include existential and emotional aspects that can increase
inner motivation and power for changed behaviour. Turning points are possible to identify,
and self-management could be facilitated if more attention is paid to the emotional and

existential aspects of having an illness.
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described in the literature and partic-
ularly not in relation to diabetes.
Living with type 2 diabetes often
entails lifestyle adjustments. The
disease management is frequently
demanding, since it implies adher-
ence to treatment recommendations
focused on normalising blood glucose
levels and decreasing cardiovascular
risk.*®  Self-management, though,
could be experienced as very simple
or very hard. The shifting experiences
of wellness or illness in the fore-
ground of daily life mirror the
complexity of having a chronic illness.
Newly-diagnosed people often adhere
to an illness model and create
self-management routines, trusting
in professional advice.® However,
Thoolen et al” argue that, usually,
people initially do not experience
severe emotional distress about the
changes in their lives, since they are
far from integration of the disease
into their lives. Over time, people
come to adhere to a wellness

perspective, where life is seen as more
important than disease management;
ie. life over disease.®® Most people
want to live their lives as usual and act
as normally as possible in order to
minimise the impact of type 2 dia-
betes on their lives — this has been
described as a paradox: to live well,
people must take disease manage-
ment into consideration.® It can be
problematic to adapt to a diagnosis
such as type 2 diabetes because the
disease, initially, is silent, but people
must perform self-management activi-
ties to deal with the potential future
health threat.” Some people down-
play the seriousness of diabetes and
thereby their selfmanagement needs,
because doing so entails lower emo-
tional stress.” People with another
understanding of the risks and the
benefits of preventive self-manage-
ment activities experience higher
self-efficacy and, for these individuals,
self-care entails lower emotional
and psychosocial distress.!®!! When
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people receive their diabetes diagno-
sis, it is important to observe their
emotional reactions and perceptions
of the disease, and how they adapt
and engage in self-management
activities because these emotional
responses are crucial for their motiva-
tion for change.!>1?

The developmental process to suc-
ceed in self-management of diabetes
is described by several researchers as:
‘developing expertise’;'* ‘learning to
live’ with diabetes;!> ‘the staged
process’ towards a normal way of liv-

ing;'® ‘illness integration and self-

management’ as parallel processes;'?
and as ‘transitions’.!” This develop-
mental process concerns the period
from feeling symptoms and/or being
diagnosed to a state of becoming
‘successfully ill’ (that is, living well and
simultaneously managing the dis-
ease). Reaching a balance between a
meaningful life and the impact of the
disease and its management relates to
successful cognitive, emotional and
existential processing. Turning points
are essential parts of this illness
integration leading to a fundamental
insight or changes in people’s lives.2
In our literature review, we did not
find any studies that focus on how
people with diabetes describe turning
points in selfmanagement. To sup-
port, and possibly also speed up, this
process, it is important to identify
when ‘it clicks’; i.e. when people are
reaching a turning point and could
easily be motivated and pushed by
health care professionals to develop a
new insight, or a changed approach to
management of their illness.

The aim of this study was to
throw light on turning points in self-
management as described by people
with type 2 diabetes.

Method

Design

The study used a qualitative, descrip-
tive approach based on initial
interviews as a part of a larger study
aimed at examining and supporting
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illness integration among people with
type 2 diabetes (reported elsewhere).

Participants

A convenience sample of 18 partici-
pants (eight women and 10 men)
diagnosed with type 2 diabetes
within two years were invited to
participate in the interview study.
The participants were aged 40-80
years (median 59 years).

Interviews

The participants were invited by
letter and then contacted by tele-
phone to decide where and when the
semi-structured individual interviews
should take place. The 30- to 90-
minute interviews were performed
either in the participants’ homes
(n=13) or at their work places (n=2),
or in the university department
(n=3). The interviews were audio-
recorded and transcribed verbatim.
All interviews were performed by the
first author and followed an inter-
view guide with the topics: The diag-
nosis experience’, ‘Personal experiences of
being il and ‘The development of self-
management’. Examples of questions
were: ‘Please tell me how you experi-
enced the diagnosis of diabetes’;
‘Please tell me about your self-
management activities now and in
the past and your plans for the
future’; and ‘Have you experienced
periods when self-management has
been easier or harder?” The ques-
tions were followed by probing such
as: ‘Could you explain it further?’, or
‘Please, tell me more about it’, and
‘How did you feel then?’

Ethical considerations

The regional ethical review board
approved the study (Dno. 06-126 §
140/06 061107).

The participants were informed
about the study orally and in writing
and gave their informed consent to
take part. They were also informed
about confidentiality and were told
that participation was voluntary and

could be terminated without giving a
reason. The possible risks of the study,
such as transferring feelings of shame
and doubt, or offending integrity,
were seen as low and were considered
to be outweighed by the benefits; for
example, the possibility to improve
care for this group of ill people.

Analysis

The interviews were analysed with
qualitative content analysis, described
by Graneheim and Lundman.!® The
interview text was read several times
in order to get a basic understanding
of the content. Text corresponding to
the aim was identified and separated
(approximately 40% of the tran-
scribed text), constituting the unit of
analysis. Text that did not correspond
to the aim was excluded, but will be
presented elsewhere. In the next step,
this text was divided into meaning
units, and condensed (i.e. the text
was shortened, but the core message
retained), and labelled with codes
that described the content. We then
continued by comparing and con-
trasting codes to find similarities or
dissimilarities in data defining various
aspects of turning points.!? Codes
with similar content were sorted into
themes and sub-themes. Themes are
threads of meaning that run through
the sub-themes on an interpretable
level. The analysis was characterised
by moving back and forth between
the whole text and parts of the text.
The codes, sub-themes and themes
were discussed among the authors in
order to reach consensus, which
sometimes led to rearrangements.
Sub-themes and themes were then
validated in the original text. Finally,
four over-arching themes remained.

Results

The themes - ‘Being in a life and
death struggle’; ‘Being at a cross-
roads with no return’; ‘Being the one
who decides’; and, lastly, ‘Being the
one who can change the outcome’ -
express insights people have had

Copyright © 2012 FEND. Published by John Wiley & Sons 47



Original article

Turning points in self-management of type 2 diabetes

Themes Sub-themes
Being in a life and ¢ |t has become more serious and threatening now
death struggle e |t is heavy and frightening

e |t is too early to die

Being at a crossroads e |t is now or never
with no return ¢ | cannot turn back

e |t is time to change to avoid complications

Being the one who ¢ | have to decide and do something on my own
decides e |, myself, want to change

| have my own motives for change

Being the one who can
change the outcome

Table 1. Themes and sub-themes

when they reached a turning point
in selfmanagement. Emotional as
well as existential expressions were
common in the interviews, which
have influenced the formulation of
the themes. Themes and sub-themes
are presented in Table 1 and also as
running text with exemplifying
quotations from the original text.

Being in a life and death struggle

Reaching a turning point was
described as being in a life and death
struggle. The participants expressed
it as an insight into the seriousness of
the condition. They described this as
heavy and frightening, an existential,
emotionally upsetting experience
due to, for example, earlier experi-
ences of relatives and friends dying of
the disease. T thought of a girl in my
class who actually died... She had had
diabetes since childhood and mismanaged
the diabetes a lot, and she died when she
was only 39 years old... and got every-
thing you can get from diabetes. She was
blind, both her legs were amputated, and
she had heart and kidney disease.’

Some participants expressed that
they were too young to die and that
too many people were dependent on
them. They described no longer
being able to ignore the seriousness
of the disease. ‘Now I understand that I
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| have regained power to change

It is possible for me to manage self-care

| have seen the effect of self-management

| must manage the disease but on my terms

can die of... or the consequences of the
disease. I am more motivated now — it is
about life or death. My children should
not grow up and have no mother.’

Being at a crossroads with no return
Another turning point was described
as being at a crossroads with no
return. This was expressed as: there
was no possibility of postponing the
disease management any longer. The
participants revealed that they had to
make a hasty change in their behav-
iour to avoid the complications and
threat of the disease. Essential and
immediate change was emphasised —
they had reached a point of ‘now of
never’. 1 went from a grey tone to either
a black or white, and I chose the white
because the black one was completely wrong.
It is time to change if I want to have some
good years before I become old and decrepit.’
The participants also revealed that
they had reached a point of no return,
when they realised that this would
cause major consequences for them
and their life, with complications such
as changes in vision and amputations
of extremities. “The values [HbA, and
blood pressure] increased even when I took
my medicines and exercised... then I
realised that this didn’t work if I didn’t
change and try to do something about it. ..
and I must do it now. Now it’s acute... I'm

only 44 and I know that diabetes is serious
and I do not want to have complications.’

Being the one who decides

The participants said that one turning
point was when they realised that they
were the ones who had to take a deci-
sion to make a lifestyle change. Being
the one who decides was expressed
as finding their own motives and
willpower to change. f you don’t wish
to change lfestyle, there is no-one in the
whole world who can convince you. It is
only up to me, who can ensure that this will
turn out well. I realised that when you get
diabetes you must do your best to manage it,
and you have to take these walks even if you
don’t like it.”

The diabetes nurse could seldom
give them impetus for changes; the
motivation had to come from within
themselves. This was described as a
decision that they themselves had to
make; no-one could affect or influ-
ence them, it had to come from them.
They also emphasised that it was their
own responsibility to decide upon
change, and then carry out the behav-
iour change themselves. ‘My wife used
to nag me about eating too few vegetables
and not exercising enough, but her concern
did not help me... When I decided to mod-
iofy my lifestyle, I changed my eating habits
— meals with lots of vegetables with regular-
uty. I also started to exercise regularly. These
habits are no problem; I consider that I can
manage the illness by myself.”

Being the one who can change

the outcome

The last turning point was when the
participants realised that they had a
possibility to change the outcome.
They felt that they had the power to
do so. Having a possibility to change
the outcome was expressed as an
insight about diet and physical activity
as a kind of treatment that one can
control by oneself. However, such a
change demanded power for plan-
ning and performance. Participants
said that they had found a way
to improve their self-management.
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Seeing the effects of improved self-
management — that is, lower blood
glucose levels and increased weight —
gave them a boost to continue.
Getting pep talks and support
from others (e.g, families and health
care professionals) were experienced
as prolonging the behaviour chang-
ing initiatives.

T cannot get rid of the disease but I
can keep it under control for a long time.
When activity resulls in improvement, it
Jeels better and I get the power to continue.’

Participants also said that they had
to arrive at an insight that they had
the disease, but now the disease man-
agement fits into their lives. Things
that previously had felt awkward and
difficult had now become a new way
in which to live. The possibility
of finding such a balance between
life and disease management was
expressed as important in reaching a
turning point in illness integration.
However, the changes had to suit and
be adapted into everyday life, and
sometimes also the identity, of the
person with illness. The disease had
to be managed, but on their own
terms. “To selfmanage the illness goes
smoothly... it rolls on without thinking
about it... To reach wellbeing, the disease
must be managed, but on my terms.’

Discussion

The results demonstrated that the
turning point in self-management
has important elements. These
elements concern: the existential
part of being ill; the personal
decision-making aspect; proceeding
self-management; the power and self-
efficacy important for performance;
and, lastly, the integration of disease
management into daily life, which is
highly related to the personal and
social dimensions of life.

Illness integration and its rela-
tion to selfmanagement are
described by Hornsten et al'? and
are seen as a developmental process
with three phases that precede the
turning point transition.
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¢ The first phase is to be diagnosed as
having diabetes which is not always
a linear process — something other
researchers have also pointed out.5!7
An individual may receive a diagnosis
but not experience him/herself as
someone with diabetes. A person may
also experience or suspect diabetes
years before the diagnosis.?’

¢ The second phase concerns the
explanation of the illness. Such
explanations are, for example, per-
sonal models of illness which often
differ from professional views of the
disease.?122

¢ The third phase concerns the
time-consuming negotiation about
illness and self-management in the
social and personal domain. This
negotiation has been described in
diabetes and other areas of chronic
illness.12:23:24

The turning point, as previously
described, has been defined as a
powerful emotional experience or
insight. This insight leads to a
sudden or gradual fundamental
change in the individual’s life or the
moment when they find out a new
way in which to manage the illness.!
Our findings describe the insights
that are needed for an individual to
step forward to and pass this critical
turning point and come to a more
balanced steady state of disease man-
agement. It concerns the moment
from no longer being a healthy indi-
vidual to the moment where that
person is becoming successfully ill.
It includes not only insights about
threats and personal responsibilities,
but also options and hope for a
future where illness and its manage-
ment are only one aspect of life.
Self-efficacy is the belief in
one’s capacity to acquire cognitive
resources, motivation and required
actions to meet given situational
demands.® It seems important to
strengthen  self-efficacy among
people with diabetes, if we want to
facilitate turning point transitions.

Empowerment approaches in dia-
betes care could support self-efficacy.
Empowerment is a patient-centred
collaborative approach where the
patients are seen as the experts in
living with diabetes, and the health
care providers are the facilitators.?
Empowerment and patient centred-
ness enable patients to express feel-
ings, explore problems, and develop
solutions to their problems. This
approach can also help patients to
identify their problems and their
needs for more knowledge, and to
discuss their opportunities or barriers
to changing behaviour and setting
goals.?”?® However, an empowerment
approach is reported to be hard to
adapt to among health care profes-
sionals, since they must grow into it
and find new roles as facilitators.?
Empowerment is not about con-
vincing people of the way to solve
their problems.*’ Recent studies have
stated that there is a lack of clarity
about what empowerment actually
is, because there is no one definition
that is agreed upon and it is unclear
how health care professionals use
empowerment in  practice.?2
Asimakopoulo®® advocated patient
centredness instead of empowerment
and stated that patient centredness is
the foundation on which patient
empowerment can be built. Patient
centredness is based on an equal part-
nership between the patient and
health care professionals, where the
patient is in the centre of the consul-
tation and the care is planned accord-
ing to the patient’s needs and wants.
Patient centredness in diabetes care
could facilitate turning points and
thereby improve self-management.®*
Beside pharmacological treat-
ment, the focus for health care should
lie in supporting people in their strug-
gle to manage diabetes in daily life.
Self-management support is necessary
but problematic, since it is the person
living with the illness who manages
the disease every day. Patients’ goals,
priorities, health issues and family
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demands, therefore, are also of great
concern for nurses and physicians in
their support of people’s selfmanage-
ment capacities.?"* Diabetesrelated
selfmanagement might be perceived
as burdensome.?*% However, people
with type 2 diabetes who frequently
follow, for example, dietary guidelines
have demonstrated more positive
health outcomes, indicating that
selfmanagement support regarding
dietary change is important,’® but
may need attention concerning the
approach to patient education or
support. Health professionals often
tend to focus on metabolic control
and long-term treatment goals, while
patients focus on day-to-day issues,
such as how they feel, and their ability
to fit treatment into daily routines and
to control their daily lives.®%® Health
care professionals usually diagnose,
prescribe and adjust medications, and
evaluate biomedical laboratory meas-
urements in order identify the process
of diabetesrelated complications in
meetings with patients. The complex-
ity is that most of the daily self-
management decisions are made by
the patients themselves, something
professionals cannot control 2835

Methodological discussion

This study is based on the first base-
line interviews in a prospective study.
All interviews were performed by the
first author and an interview guide
was used. Furthermore, the research
team’s diverse experiences of dia-
betes care have been seen as a bene-
fit and have led to fruitful discussions
about the interpretation of data.
According to Krippendorff,'? there is
never one single meaning of a text.
To achieve trustworthiness of our
interpretation, assigning of the analy-
sis codes, sub-themes and themes was
discussed and reflected upon among
the authors and in seminars with
other researchers to validate the find-
ings. A distinct method description
and use of quotations from the inter-
views are included to help the reader
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to make their own judgements of
the study’s trustworthiness.

Conclusion

Turning points in type 2 diabetes are
insights leading to lifestyle changes.
The results indicate that, when a
turning point occurs, diabetes is seen
as a serious and life-threatening
disease but that there are hope and
options to do something by oneself
to alleviate the consequences;
however, personal responsibility is
needed. The turning point transition
includes emotional and existential
aspects leading to an inner motiva-
tion for change. If more attention in
patient interactions is paid to the
emotional and existential aspects of
having an illness, selfmanagement
could be facilitated. Diabetes special-
ist nurses are ideally placed to iden-
tify turning points in the process of
illness integration and thereby have
the possibility to push people, in that
important phase, over the threshold
to improve self-management.

Clinical implications

Supporting turning points could be
made easier by a patient-centred
approach and the themes in this study
seem to be crucial in the turning
point transition. These themes are
core expressions, which not only
describe particular issues of interest
when someone has come to the
moment where a turning point in self-
management occurs, but can also be
identified by a diabetes specialist
nurse as an important step towards
self-management and illness inte-
gration. Diabetes educational pro-
grammes have previously focused on
diabetes knowledge more than on
patients’ experiences of living with
the disease.*’ Patients also express
that professionals use a compliance-
expecting approach based on a
traditional biomedical view of dia-
betes management.*! To support
turning point transitions and illness
integration, a focus on personal

understandings of illness (i.e. what
people living with diabetes feel and
consider as most important to take
control over in their disease manage-
ment) is an alternative way in which to
counsel people with diabetes that
could be more successful 4243

Many people with diabetes express
the wish to change their lifestyle,
but their motivation and willpower
may be decreased due to barriers
and situations that undermine their
intentions for changed behaviour.*
Motivational interviewing (MI) is
another widespread method of
exploring people’s motivation for
change® It is a method that strength-
ens self-efficacy, where patients are
seen as equal and autonomous, and
should be respected for their well-
informed choices. It is important to
examine and solve patients’ ambiva-
lences for change.*® We consider that
motivational interviewing — despite
national guideline recommendations
stating that MI does not affect HbA,_
after 6-12 months* — would be a use-
ful method in supporting illness
integration and turning points in
selfmanagement among people with
diabetes. 3444749
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