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ABSTRACT

Background: Europe has the largest number of children and adolescents with type 1 diabetes mellitus, 286,000 in total. One
major goal in diabetes care is to minimise the risk of complications among patients by glycaemic control, medical check-ups and
education to support patients’ self-management and quality of life. The aim of the current study was designed to explore young
adults’ with type 1 diabetes and their motivation for self-care.

Methods: The present study had a qualitative design with a descriptive approach. A purposeful sample of eight (n = 8) young
adults with type 1 diabetes and HbA1c > 70 mmol/mol were interviewed. A semi-structured interview with four open-ended
questions was chosen as the method. The interviews were analysed using qualitative content analysis.

Results: The results revealed factors both promoting and hindering self-care. The first main category was “Factors promoting
motivation for self-care” with three sub-categories: (1) feeling safe and getting support, (2) experiencing control over own life,
and (3) striving for wellbeing and meaning in life. The second main category was “Factors that hindered motivation for self-care”
with two sub-categories: (1) feelings of vulnerability, and (2) feeling excluded.

Conclusions: According to the results, motivation increases with positive response. Therefore a positive approach is of utmost
importance when young adults come to the clinic for check-ups. Trying to always find something positive is of great significance
for motivation and self-care. The focus should be on health and good experiences in life.
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1. INTRODUCTION

Diabetes is one of the biggest health emergencies of the 21st
century, and its incidence has been on the increase. The
estimated number of individuals with diabetes worldwide
is around 415 million in the age group of 20-79 years, and
of these, 58 million are in the Europe region alone. Europe
has the highest incidence rate of children and adolescents
with type 1 diabetes mellitus.!'! In Sweden, 410,528 persons
were registered with diabetes in 2016, and 90% of them had

type 2 diabetes mellitus.[?! Europe has the largest number of
children and adolescents with type 1 diabetes mellitus, with
the number of affected individuals amounting to 286,000 in
total.[!]

A major goal in diabetes care is to minimize the risk of
complications in patients through glycaemic control, regular
medical check-ups and education to support patients’ self-
management and quality of life.*®! The optimal HbAlc
level for patients with type 1 diabetes mellitus is considered
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to be < 52 mmol/mol.""3 According to earlier studies and re-
ports, among diabetes patients, young adults have higher than
average HbAlc levels.'""*% The common complications are
nerve damage, kidney damage and changes in the fundus
oculi. Patients with type 1 diabetes, despite relatively good
glycaemic control, could be at increased risk of premature
death compared with people who do not have diabetes, but
the risk is greater if glycaemic control is poor.[>>7:31 A high
proportion of young adult patients with type 1 diabetes mel-
litus have HbAlc levels over 70 mmol/mol. These patients
may have specific needs and require more frequent visits
with nurses, doctors and other professionals on the diabetes
team. One of the goals in the management of these patients
is to achieve improved glycaemic control, but long periods
between health check-ups can have a devastating impact on
the outcome. In addition, reducing the HbA1c level might be
very demanding for the patients in terms of lifestyle changes
and monitoring of their blood glucose levels several times
a day. This is also demanding for health personnel as it re-
quires additional visits and more education and support for
the patient.*!

Being a young adult who is transitioning from childhood to
adulthood is challenging. This transition involves physical,
psychological and social changes,!®! and this process typi-
cally occurs between the ages of 18 and 25 years. Young
adults have unique needs in comparison with other age
groups in terms of facing challenges.* This transitional
phase in life, which is defined as “emerging adulthood”, is
characterized by anxiety, selfishness, conflicts, disappoint-
ments and emotional crises./> %! Being a young adult with
diabetes mellitus, type 1 is even more challenging. Besides
mastering all the challenges of normal development, there
is also an expected and increased responsibility for self-care
and their own health.®! Inconsistent behavioural patterns
may make it difficult for young adults to follow treatment
regimens and manage their glucose levels.['! Earlier studies
on young adults living with type 1 diabetes mellitus and the
additional care offered have demonstrated poor psycholog-
ical and behavioural outcomes.!'!13! In fact, many studies
have shown deficiencies in the transition from child to adult
care in patients with type 1 diabetes mellitus: It has been
shown that young adults have difficulties complying with the
requirements of traditional diabetes care for adults.[!!-14-16]

Emerging adults might not fit well into the adult or paedi-
atric diabetes care settings. Therefore, researchers and care
providers have called for a new paradigm for the manage-
ment of this age group and indicated the need for specific
transitional clinics to be developed for the emerging adult
population with type 1 diabetes mellitus.[> 417181 However,
there is scarce empirical evidence on the obstacles faced by
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this emerging adult population in diabetes care.’! Earlier
studies have indicated that young adults value social support
through group sessions, collaborative relationships and joint
decision making with care providers. In addition, meeting
the needs of the young adult population calls for more inno-
vative methods and patient engagement. This might include
joint consultation with a multi-disciplinary team, flexible ac-
cess to advice and contact by e-mail or telephone.[* 12 18-20]
Maintaining self-care activities goes beyond knowing the rec-
ommendations. A trustful and supportive relationship with
care providers has been shown to be very important for the
translation of diabetes-related knowledge and skills into be-
haviour and for maintaining regular clinical attendance.!*2!]
Several studies have found that a successful transition is
strongly associated with the quality of the care relationship.
A humanistic and individualized care relationship is one
where the nurse has a holistic approach, recognizing the
young adult as a whole person and not only as a patient with
type 1 diabetes.[?>2! A person-centred care seems to be
an important aspect for empowering and activating patients
for self-management. Difficulties in establishing a trustful
relationship is one of the factors underlying young adults
discontinuing care and being lost to follow up.!>>27! A recent
study found that youth-specific diabetes service reduced the
length of hospital stays caused by diabetic ketoacidosis. The
costs associated with hospital admission were significantly
reduced.!’!

Children with type 1 diabetes mellitus have regular check-
ups with doctors and nurses at child clinics. The care is
family centred and the health care team is interprofessional;
i.e. it includes counsellors, psychologists and dieticians. Dur-
ing childhood, parents are responsible for the diabetes care
of the child.”":3"1 When a patient turns 18 years, he/she is
automatically moved from child to adult care irrespective of
their individual needs in terms of care. This transition means
more responsibility for self-care as a result of increased in-
dependence and less contact with care givers.”!! In Sweden,
the recommendations for young adult outpatients with dia-
betes type 1 are counselling from the doctor once a year and
counselling from the nurse at the clinic at least once a year.
During the visits, the focus is on diet, physical activity, smok-
ing and overall lifestyle. In addition, it is important that the
patient set their own goals and that the goals be evaluated.!>!

At a hospital clinic in western Sweden, a major concern was
that 36% of the young adult patients (age, 18-25 years) with
diabetes mellitus type 1 had an HbAlc level > 70 mmol/mol
compared to patients over 25 years, of whom only 21% had
HbAlc levels > 70 mmol/mol. There is strong evidence to
show that HbAlc levels > 70 mmol/mol increase the risk of
many severe complications and even early death.['-338] In
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an attempt to eliminate or reduce the number of young adult
patients with HbAlc levels > 70 mmol/mol, a project was
launched in 2016.1*3 The medical clinic for patient-centred
care in this project is well developed. The young adult outpa-
tients enrolled in this project have a yearly medical check-up
with the doctor and two visits to the nurse until 25 year of age.
Apart from following the national recommendations for dia-
betes, the focus is on the atmosphere and patient involvement
and collaboration. The patient’s journal is displayed on a TV
screen and made visible to the patient. The patient’s narrative
is at the centre, and the patient’s story is jointly documented
in the patient’s journal based on the patient’s narrative. The
patient’s lifestyle and work and family situation are discussed
as adjustment to everyday life. An assessment of the care
based on glycaemic control is followed by an evaluation.
Based on the evaluation, future care plans are discussed and
the next visit is scheduled.

The current investigation was a sub-study that was conducted
as part of this project with the aim of capturing the voice of
young adult outpatients with HbAlc levels > 70 mmol/mol.
The purpose was to explore the patients’ thoughts about their
daily life and their motivation in terms of self-care and self-
management. The WHO (1986) defines health promotion as
a process that enables people to increase their control over
and improve their health; according to this definition, health
is seen as a resource for everyday life and not the objective
of living.*¥ The faculty at a university in western Sweden
was contacted with a request to undertake this investigation.
The clinic wanted the interviews to be conducted by nurse
students studying for a master’s degree, who had no prior
connection to the clinic, so that the narratives would be as
truthful as possible. The aim of the study was to understand
the motivation for self-care among young adults with type 1
diabetes mellitus.

2. RESEARCH DESIGN AND METHODS

2.1 Design, sampling and participants

The present study had a qualitative design with a descrip-
tive approach based on the general premises of a natural-
istic inquiry. A qualitative design is appropriate when the
aim is to explore the experience of the participants. In this
study, a semi-structured interview with four-open ended
questions was chosen.®>! The interviews were analysed
by qualitative content analysis.*®! Twelve outpatients (age,
18-25 years) with diabetes mellitus type 1 who had HcAlc
levels > 70 mmol/mol were recruited by nurses at the diabetes
clinic from among registered patients at a hospital in western
Sweden. The patients gave their consent to participate and
were informed by the nurses about the study. To ensure the
anonymity of the patients, a sample of eight participants were
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invited to be interviewed. The staff at the clinic were not
informed about which patients participated. The participants
who were selected were between 20 and 25 years of age and
included four males and four females. Their age at the time
of diagnosis varied between 1 and 16 years. All participants
were Swedish natives. Six of the participants were living
together with their boy- or girl-friend and two were living
alone. A semi-structured interview guide was constructed in
close cooperation with the staff at the medical clinic. The
guide consisted of four main questions. The first open-ended
question was: “Can you please tell me what motivates your
self-care?”” The following open-ended questions were about
factors hindering motivation for self-care, experiences of
support from professional care providers and how the partic-
ipants perceived the connection between the HbAlc value
and their health. Based on the participant’s narrative, new
questions were posed to get a deeper understanding of their
self-care.

2.2 Narrative interviews

The participants were sent a letter with information about
the study. The master students contacted the eight chosen
participants and made an appointment for the interview. A
pilot interview showed that the questions were relevant in re-
lation to the aim of the study and did not need to be changed.
The interview was therefore included in the study. The semi-
structured interviews were conducted by using the interview
guide during week 41 and 42, 2016 in a quiet location at the
hospital that was not connected with the medical clinic. The
participants were encouraged to narrate their experiences
in self-care. The emphasis was on creating a relaxed atmo-
sphere where a conversation could take place. All interviews
were audio taped and lasted for 20 to 40 minutes. The inter-
views were transcribed verbatim within one week after the
interviews by the student who conducted the interview. The
participants narrated willingly and provided rich material
as is shown in the quotes. Each quote has an identification
number, 11-I8.

2.3 Ethical considerations

According to Swedish law,7! ethical approval from an ethi-
cal committee was not required for this study. The study was
approved by the head of the medical clinic at the hospital
and conducted in every aspect in accordance with the guide-
lines of the Swedish Research Council.*® The participants
were informed both orally and in writing about the aim of
the study. Furthermore, the participants were informed that
they could end the interview and withdraw without any ex-
planation. They were also assured that the information they
provided would be kept anonymous and confidential.
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3. RESULTS AND DISCUSSION

The aim of this study was to understand the motivation for
self-care among young adults with type 1 diabetes mellitus.
Based on the findings, factors that promote and hinder self-
care were identified. Two main themes emerged from the
findings. Under the first one, “Factors promoting motivation
for self-care”, three sub-themes were identified: (1) feeling
safe and getting support, (2) experiencing control over your
own life, and (3) striving for wellbeing and meaning in life.
Under the second theme, “Factors that hindered motivation
for self-care”, two sub-themes were identified: (1) feeling
vulnerable, and (2) feeling excluded.

3.1 Factors promoting motivation for self-care

Young adults with type 1 diabetes mellitus described several
factors that had a positive impact on their motivation for self-
care. Some factors were perceived as basic conditions, while
others were perceived more as a driving force. Moreover,
there were factors that affected the attitude towards the ill-
ness and how self-care was managed, and this was mirrored
in their experience of motivation.

3.1.1 Feeling safe and getting support

Motivation for self-care among the young adults interviewed
was not constant but varied over time, and self-care was
reported as an experience that required time and space. Moti-
vation differed according to specific situations and the overall
life situation, and was also dependent on certain prerequisites.
Factors that were experienced as promotive were feeling safe,
receiving support in everyday life and having control over
your own life. In addition, personal maturity and a structured
life created possibilities for managing self-care, as did having
access to the right aids. According to one of the interviewees,
being open about the disease and being able to express per-
sonal needs promoted motivation and made self-care easier
in everyday life:

“During the last two to three years I've become more open
and that’s very nice and I feel relieved. .. I have maybe not
accepted it quite yet. .. But I have become more open about
the disease and. . . I.. . take better care of myself.” (I5)

The acceptance level of the interviewees differed, and they
were all in different stages of the acceptance process. Accep-
tance was a major factor in relation to the will and motivation
to take care of one self and one’s health. It mirrored how
self-care was managed in everyday life. Feeling safe was
about receiving practical support from close relationships
to take care of the household, to make a sandwich in the
middle of the night or to receive a reminder about medication
and medical checkups. As in earlier studies®®°! and in this
study, the need to not be left alone and feeling alone with the
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disease and self-care were clearly expressed. To be able to
feel safe, it was necessary to have at least one person who
knew about the disease, understood it and had knowledge of
it, and was supportive and helped with daily life activities.

“You need to have with you at least someone who knows
about it. Otherwise it’s a little tough. It gives me safety
that there is someone that will help with my self-care. .. no
matter what. . . I have a very good boyfriend who helps me
with this. . . It’s a fulltime job to have a chronic disease. . . you

need to be two about it. . . you can’t manage it all by yourself.
16)

Emotional support was, above all, about understanding and
having someone to talk to without having to explain every-
thing. It was about having someone close by and available
when life became difficult or if something unforeseen hap-
pened that required a helping hand, for example, if the blood
sugar level was too high or low at home, at work or at school.
Emotional support was indispensable for the management
of the psychological strain associated with a chronic disease
such as diabetes type 1. The young adults in this study con-
firmed that such psychological strain existed and explained
that it manifested itself, for example, in the form of mental
exhaustion and agony at night, and also the feeling of being
different and feeling powerless when the body was affected
by weight gain as a result of the insulin treatment. Having
someone close was described both as motivational and as
supportive when one’s own motivation was diminished, as
described in Johnson and Melton’s study, where sharing the
burden was emphasised as being supportive for managing

everyday challenges.!!]

The results showed that the interviewees felt motivated after
the visit to the nurse at the diabetes clinic. The duration of
motivation varied among the interviewees, but none of the in-
terviewees stated that it lasted for more than one month. The
diabetes nurse was considered to have in-depth knowledge
about diabetes and was able to answer different questions.
The nurse gave them sufficient time, and they felt that they
could always turn to the nurse for support and guidance.
Such continuous support was important, and it was also im-
portant for the relationship to be honest and for the nurse
and patient to have a good rapport. Even as the interviewees
expressed their need to not be left alone with the disease, they
mentioned that they wished to be independent and expressed
a will to manage on their own. According to Karlsson et al.,
the development towards an independent adult includes this

oscillation between autonomy and seeking relief.[*"!

3.1.2 Experiencing control over your own life
A structured life was a prerequisite for being able to manage
self-care in everyday life as well as enhancing motivation,
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as it permitted the space needed to care for the disease and
to integrate self-care into routine life. Not having a routine
was a hindrance to positive self-care. Sometimes, the per-
sonality of the patient was a hindrance, when the will to
live an unstructured life took over and had negative conse-
quences. Different helping aids promoted feelings of safety.
For example, the ability to check blood sugar levels or hav-
ing an alarm for low levels during night time promoted a
good night’s sleep. Different helping aids contributed to
having control, such as the monitor for blood sugar levels
over time, which helped to maintain stable and good control.
This helped the patients manage everyday life, as the aids
mirrored their bodily functions and reactions. In that sense,
they helped and made it possible to lead a more free life, for
example, having meals when they desired. With the right
helping aids, the chances of choosing the right occupation
or activities based on individual desires were better. Help-
ing aids contributed to feelings of being powerful enough
to make the right choices in life and enhanced motivation
for self-care. If the user found the aids helpful and enjoyed
using them, it was easier for them to keep their motivation
levels high.

“... it somehow builds on a motivation. ..the more control
you have the more. .. I can adjust the lowest and the highest
level and then it’s almost like a competition. Can I keep it in
between? For how long or how many hours? So this must be
counted as a motivation I suppose...” (I7)

The interviewees appreciated active participation and the
planning of the care according to the patient’s narrative, work
and family situation. Furthermore, they appreciated that their
individual wishes were taken into account and that care was
based on a holistic assessment. Together with the staff, they
tried to find solutions and made a care plan. Being able to
affect the number of checkups and the fact that the diabetes
nurses were considerate of whether an individual wished for
more frequent visits were considered as positive aspects of
the plan. In addition, the visits to and conversations with
the diabetes nurses were strongly motivating. The intervie-
wees mentioned that the conversation with the nurse could
be brought up in mind between the visits and strengthened
the motivation. However, finding words for and expressing
individual needs was not always possible, and the responsi-
bility of making another appointment could sometimes be
overwhelming. It was important for the interviewees to be
able to make their own decisions regarding which helping
aids were needed, and selecting the right helping aid that
suited their individual life situation was very motivational.
Finally, it was highly appreciated if nursing care was at the
cutting edge with regard to technique and if the patients had
the opportunity to test new helping aids.
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3.1.3 Striving for wellbeing and meaning

Striving for wellbeing in the present moment was considered
as a driving force that motivated self-care. This included
both physical and psychological wellbeing. Feeling better
and more positive was motivational for the patients. One
of the driving forces for this was the ability to participate
in social contexts and having the strength to participate in
different activities. The interviewees pointed out that their
motivation was enhanced when they approached it from the
perspective of taking care of themselves for their own sake.
Another dimension that was apparent was finding wellbe-
ing in connection to the body and appearance. As much
as wellbeing was connected to motivation for self-care, it
was also about feeling good, and this might be considered
as the greatest motivational factor in taking care of one self
and the diabetes. The interviewees mentioned that if their
blood sugar levels were too high or too low they felt tired and
anxious, had difficulty concentrating, and experienced mood
swings, irritability, anger and trembling. In addition, high
levels may affect their nightly sleep negatively as a result of
nightmares.

With regard to complications that affect wellbeing from the
long-term perspective, the interviewees had different opin-
ions about whether they were motivational factors or not.
Wellbeing in the long run was considered as the absence of
complications for as long as possible by some interviewees,
and this was seen as a driving force. Thinking about their
own health from a long-term perspective was considered as
a very abstract concept by some interviewees, and in that
sense, they did not find it to be a motivational factor. The
cognitive maturity in this particular group of patients may
mean that they have different values and views concerning
how complications can be avoided in the long run. It is
therefore important that the care is adapted to the degree of
maturity and development of the patients. For some inter-
viewees, the HbAlc value seemed very abstract. In these
cases, it is important to focus on short-term indicators such
as optimal blood sugar levels. Young adults with diabetes
are sometimes left in between because their maturity level
is not considered when they are moved from child to adult
clinics.[?! Therefore, care should be customized according to
individual needs, and specialists in youth medicine as well
as those with knowledge of the psychosocial field should be
utilized for this particular patient group.[®

Some interviewees revealed that fluctuations in blood sugar
levels did not affect their wellbeing at all, and in these cases,
wellbeing was not considered as a driving force. However,
all the interviewees agreed that positive results were motiva-
tional factors. Puberty, which is characterized by fluctuating
and transitioning hormones, is a strenuous period in which it
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is difficult to control blood sugar levels. When the teenage
period is over and the blood sugar levels are more stable, the
fluctuations become milder. This was expressed as feelings
of manageability followed by increased motivation for self-
care. According to one of the interviewees, not being able to
manage blood sugar levels may have negative consequences:

“...I have difficulties getting lower levels. So I sometimes
need to take a little extra dose of insulin without any results.
And that affects motivation very much I think. .. You really
feel frustrated.” (15)

The interviewees described how periods of uncontrollable
blood sugar levels affected motivation and how this was ac-
companied by insight about the need for self-care. When
feelings of hopelessness appeared, it was managed by a short
break that helped them gather new strength and to manage
self-care again. Pursuing planned activities created feelings
of success that led to motivation. In addition, a positive spiral
of weight loss together with lower doses of insulin was ex-
perienced as a highly motivational factor. The interviewees
emphasised on the importance of diabetes nurses focusing
on the positive results to create motivation. Focusing on neg-
ative results created an opposite effect, which might lead to
a bad conscience. Responding to challenges was considered
as a good way of changing a negative trend. This might
for instance be an attempt to maintain the blood sugar level
within a certain limit over a certain period. In addition, it was
important for the interviewees to have positive experiences
of success with small endeavours.

The interviewees wished to belong to a context or to a fam-
ily, and having people who would be there for them created
motivation for self-care. It is possible that being free from
complications for the sake of the family or being able to see a
future together with others created a sense of meaning. Feel-
ing a sense of responsibility for the wellbeing of their close
ones in the present moment also gave them meaning. By
taking care of themselves and their diabetes, they found that
their surroundings were affected in a positive way. Family
and close friends contributed to feelings of motivation just by
being there, and also by encouraging them. Another factor
that motivated self-care was participating in work life or in
an association. Being able to work and take care of one’s
own finances was considered very important. Participating
in exercise or leisure activities together with others was also
important, as stated by one of the interviewees:

“Being able to play football motivates me to keep a good
blood sugar level.” (I3)

According to the interviewees, the diabetes nurse played an
important role by encouraging and placing diabetes in the
right context so as to create meaning through self-care.
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“It feels as the diabetes nurse cares about all of me and that
feels good. They are good at pep talk. They are good at being
objective and to explain how things are and to talk seriously.”
a3)

The joint plan was, according to the interviewees, adapted
to their everyday life by taking into account their specific
conditions. The interviewees found that they were treated in
a holistic way, which made them feel motivated after their
visits to the clinic.

3.2 Factors that hindered motivation for self-care

The vulnerability of young adults to stress, worry and anxi-
ety were expressed as factors that hindered self-care. Their
concern about their wellbeing with regard to both appear-
ance and behaviour did not only hinder motivation but also
made self-care difficult. Stereotypes and ignorance about
the disease were also hindering factors. In particular, feeling
vulnerable and feeling excluded were hindering factors for
motivation and self-care.

3.2.1 Feeling vulnerable

According to the young adults who were interviewed, be-
ing part of a stressful society had a negative impact on their
self-care. In the face of stressful life events, diabetes was
given less importance and their motivation for self-care was
affected. That is, self-care was not always given the most im-
portant place if other aspects of life seemed more important.
In addition, diabetes self-care was considered as a fulltime
job in itself, as it was time consuming and constant. This
posed a huge mental strain and sometimes even resulted in
burn out.

“...there are many thoughts. .. so I often feel that it can be
like a mental fatigue. . . diabetes thoughts all the time. .. More
mental than physical fatigue. .. When I feel mentally worn-
out because it is too much, I don’t have strength to control
myself.” (I5)

As reported in an earlier study, the interviewees stated that
they had different strategies that they had developed both
unconsciously and consciously in order to manage everyday
life with diabetes.*?! One strategy was to consciously skip
insulin injections when snacking by thinking that it would
be compensated for at the next meal. Another strategy to
avoid hypoglycaemia and ‘unnecessary’ injections was to
consciously maintain blood sugar at a higher level. Helping
aids were highly appreciated, since they facilitated everyday
life activities. The interviewees expressed the need for men-
tal rest, as it helped them avoid thinking about the disease all
the time. One way of doing this was to keep busy and keep
thoughts about the disease away by engaging in fun activities
that occupied the mind. In this regard, helping aids that were
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not connected to the body provided a sense of freedom for a
while.

To some extent, the interviewees ignored the disease and
their needs. This might occur in different situations but
might also be connected with the individual transition from
denial to acceptance. The interviewees narrated about feel-
ings of injustice and rebellion and how denial and not being
open about the disease might have a negative impact both on
motivation and self-care.

“Normally I don’t think that I am sick or anything, but. .. that
makes it a little difficult sometimes when I realize. .. oh my
blood sugar is so low and I have not even told anyone here
that I have diabetes. .. just because I don’t think or care so
much about it. .. ” (I7)

Not bothering to measure the blood sugar level but trusting
their own feelings might indicate that the interviewees were
ignoring the disease. This always has negative consequences,
since feelings about blood sugar levels can be misleading
when the body has gotten used to increased levels. An-
other consequence of denial was that the interviewees were
reluctant to accept the risk of complications in the future.
However, the knowledge that there might be a need for quick
life-changing measures on account of the chronic nature of
the disease created worry and anxiety. Fear of death during
the night could also occur, especially fear of hypoglycaemia.

“I had a period when I couldn’t sleep at night. .. I was terrified
because nobody was awake. So I lay in my bed and. . . tonight
1 will die. Those were my thoughts every night.” (16)

One strategy to avoid this fear was to consciously have high
blood sugar levels at night to be on the safe side. In such
cases, fear became a hindrance for the motivation to keep
blood sugar levels at an acceptable level. The interviewees
felt that helping aids that raised an alarm if the blood sugar
level was too low were very helpful. Feelings of being alone
with the disease were prominent. Thoughts about how dif-
ficult it was for relatives and the diabetes nurse to really
understand the life situation of each individual were also
revealed. According to the interviewees, it is not enough for
someone to be at hand or to have expert knowledge in the
field. To fully understand how it really is requires personal
experience with the disease.

The importance of helping aids in enhancing motivation was
emphasised by all the interviewees in this study: they might
therefore contribute to better blood sugar control and lower
HbAlc in this young adult patient group. For individuals
with diabetes, this means enhanced wellbeing, less compli-
cations and a better quality of life. It presents them with
the possibility of engaging in work and social life, and is in
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that sense, a step towards sustainability. An earlier study!**
stated that increased HbA1c levels are associated with high
costs to society on account of hospitalization, increased need
for insulin and care in relation to complications. In addition,
reduced use of insulin and medications have positive effects
on the environment.

3.2.2 Feeling excluded

Feelings of wanting to fit in and be included had a negative
impact on motivation and self-care. This might be reflected
in attempts to hide the syringe in public and resultant diffi-
culties in self-care. Helping aids reduced feelings of being
special and enabled more discrete self-care. The attempt
to “fit” in and follow the norm could be related to the idea
of having an ideal body and body image. One interviewee
talked about how “insulin buns” at the injection sites made
them feel like they were sticking out in the crowd. This was a
factor that reduced motivation, as did taking enough insulin,
since an increased need for insulin resulted in weight gain.

“... I have had diabetes for a very long time and I have been

insulin-resistant and I have had to increase my doses even
more. .. one can follow a curve. .. the more I have increased
my insulin doses the more weight gain. .. it’s so incredibly
dull.” (16)

Meeting with others who are in the same situation might feel
liberating and give individuals a sense of being one with the
crowd. Feelings of belongingness and not being treated as
a diabetic or given any special treatment were considered
as important by the interviewees. In some situations, the
disease might lead to special treatment and restrictions. The
disease might, for example, be a hindering factor in terms of
choice of career.

“I applied to the fire brigade. .. I managed all tests. .. I don’t
know how they missed it...I have diabetes...So I had to
quit. .. That pulled me deep. .. (I8)

The disease could prevent individuals from participating in
different activities, which can cause feelings of alienation.
The fear of ignorance among the public might be a hindrance
to motivation. On the other hand, it was inspiring when pub-
lic persons with diabetes demonstrated that difficulties could
be overcome and that it was possible to lead a normal life. In
some cases, the interviewees thought that to be able to lead a
normal life, they would not have enough time or space for
self-care. The attitude of other people could be perceived as
a hindrance to motivation. The interviewees stated that peo-
ple often commented and questioned them about their meal
situations. They also expressed how ignorance in connection
with the handling of syringes made self-care difficult.

“Yes, I feel a little ashamed. I have been bawled and ques-
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tioned by pub guards. .. because they have thought that it’s
drugs...” (12)

The quote shows how the disease can create a feeling of not
being welcome in some situations. It describes how precon-
ceived opinions and stereotypes can prevent individuals with
diabetes from participating on the same terms as others. The
interviewees talked about how they felt that they were in the
limelight when others cast glances at them when they were
using their helping aids. They also expressed a fear of being
met by ignorance, especially in situations where they were
hypoglycaemic but mistaken as being drunk. According to
the findings from the interviews, motivation increases with
positive responses from care providers. Therefore, it is very
important that doctors and nurses have a positive approach
when young adults present for checkups. Trying to identify
and point out positive changes is of great meaning for moti-
vation and self-care.!*!! The focus should be on health and
the good experiences of life. The interviewees emphasised
on the possibility of being able to participate in different
activities, so perhaps this should also be the focus in care -
to maximize conditions that create opportunities.

Limitations of the study

A limitation of this study is that only eight informants par-
ticipated and all were between twenty and twenty-five years
old. However, all participants narrated willingly, and the
interviews provided rich material as is shown in the quotes.
The findings in this study are consistent with earlier studies,

which strengthens the evidence and the trustworthiness of
this study.

4. CONCLUSIONS

The findings in this study confirm, in many aspects, the re-
sults in earlier studies, but also new information occurs. The
great importance of a caring and supporting relationship with
the care providers is evident. Continuity and regular check-
ups play an important role in promoting the motivation for
self-care. The young adults have specific needs and want
an individualized and holistic care where they are seen as
a whole person and not solely as a patient with type 1 dia-
betes. To belong to a family or a context and to be able to
take part in social activities is important. Young adults value
emotional support generated in group sessions, collaborative
relationships and joint decision-making with care providers.
Diabetes self-care is time consuming and a mental strain.
Different helping aids enhance motivation and are highly
valued, since they help the patients manage everyday life
and provide relief and a sense of control. To meet the needs
of the young-adult population calls for more innovative and
flexible methods and patient engagement.
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