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Type 1 diabetes can complicate the lives of young people. The aim was to describe the experiences of young people
living with Type 1 diabetes when entering adulthood. Nine young people were interviewed. The general principles
of interpretative descriptions were used in the analysis. Results showed that young people with Type 1 diabetes lived
a life like other young people, but they often had to face a lack of knowledge and understanding. Although they
knew how to live, it was not easy to be in control. Even if they took responsibility for their illness, support was
critically important. They did not think so much about how their illness might impact their future life. Overall,
young people described their life situation positively and dealt with their diabetes naturally. To better support
and facilitate the transition to adulthood, health care professionals who are engaged with young people living
with Type 1 diabetes need to have better insight into how they experience their life.
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Background

This study is part of a larger research project focusing on
the experiences of living with long-term illness. The
emphasis in this study is young people living with Type
1 diabetes, which is one of the most common long-term
illnesses in childhood and adolescence, and requires life-
long treatment. The incidence of childhood Type 1 dia-
betes in Sweden is the second highest in the world after
Finland.1

Living with a long-term illness such as Type 1 diabetes
can be a difficult and eventful undertaking. Youth is a
period of life characterized by major physical and
psychological upheavals, and a large part of identity
development occurs during this time.2 Having a long-
term illness during youth can be an additional burden
that makes life more difficult.3,4 Type 1 diabetes affects
the daily life of sufferers both in the present and in the
future, and can therefore make life more complicated
for young people.5 Youth is a time in life that poses
special challenges for treating diseases and promoting
health.6 When providing health care to young people
with diabetes, it is important to recognize that young
people have many tasks to complete as a part of their
development, in addition to managing the demands of
their illness. Some young people may have disruptions
to their personal development as a result of their diabetes
and this may lead to difficulties that need help from
experts.5 Research7,8 shows that adolescents with Type
1 diabetes experience a poorer quality of life than their
friends and that they can oscillate between feeling

normal and being different.9 However, it is important
to highlight that life can be good, even with an illness
such as diabetes, provided that the disease is under
control.10 McDonagh and Gleeson argued that it is
important to remember that young people with diabetes
are primarily young people; treatment should focus on
investing in their futures.11

Young people with Type 1 diabetes can sometimes feel
misunderstood, which is magnified by the inability of
their family and friends to fully understand them and
makes them wish that others had more knowledge.12 To
better manage diabetes, adolescents need support from
parents and friends, as well as from the team of health-
care professionals responsible for their care.9 Support
by healthcare professionals, parents, and friends is a
crucial factor in achieving adherence to treatment in
chronic diseases in adolescents.13 Despite this, research
shows that young people with Type 1 diabetes reported
that healthcare professionals are often controlling at
meetings and that emotional support is not usually
offered.14

The literature review shows that it is important to
increase the knowledge and understanding of what it is
like to be in early adulthood and live with Type 1 dia-
betes. It is critical to review young people’s own descrip-
tions about how they experience their life situation when
entering adulthood. Only through these accounts can we
understand the meaning they give to living with Type 1
diabetes. This insight can help nurses and other
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healthcare professionals provide more appropriate care to
these young people with diabetes.
The intention of this study was to address a gap in the

literature about young people in early adulthood by
investigating how young people living with Type 1 dia-
betes experience their life situation when entering adult-
hood. Developing a deeper understanding of their lives
and experiences can enable the health care community
to meet their specific needs. Thus, the aim of this study
was to describe the experiences of young people living
with Type 1 diabetes when entering adulthood.

Methods

Design
This design of this qualitative research study relies on
interpretive description as developed by Thorne,
Kirkham and MacDonald-Emes.15 Interpretive descrip-
tion was designed by nurses to guide nursing research
with the explicit purpose of developing knowledge for
nursing practice.15 This study attempted to answer the
research question: How do young people describe experi-
ences of living with Type 1 diabetes when entering adult-
hood? The strength of interpretive description is to link
the interpretation of the description resulting from data
to clinical practice,15 making this method well suited to
the research question of this study.

Participants
Nine young people (seven female and two male) diag-
nosed with Type 1 diabetes participated in the study.
The selections of the participants were criterion-based
and the participants were selected specific for the
purpose of the study. Criteria for inclusion were: young
people between 17 and 25 years of age diagnosed with
Type 1 diabetes for at least one year prior to the study.
Participants were recruited through a letter, outlining
the purpose of the study, published on a support group
website that targeted adolescents and young adults with
Type 1 diabetes. Interested participants were asked to
contact researchers for additional information. After
voluntary acceptance for participation, appointments
for interviews were made. Participants were from differ-
ent parts of Sweden and ranged in age between 17 and
24 years (median= 22). They reported having Type 1 dia-
betes for between 1 and 22 years (median= 9). At the
time of the interviews, two of the participants lived
alone, five were cohabiting with a partner and two of
them lived with their parents. Seven of the participants
were studying, university (n= 5) and secondary school
(n= 2), and two of them were working full time.

Data collection
Personal interviews with a narrative approach (cf.
Mishler16) were conducted with the participants. The
interview started with the question, ‘Please tell me
about your experience of living with Type-1 diabetes’.
Although an interview guide was used, the interviews

remained open ended to allow for a full exploration of
experiences and perceptions. The interviews (face-to-
face (n= 3), telephone (n= 5) and real-time videoconfer-
encing (n= 1)) were conducted at a time and in a method
convenient to the participants. The interviews lasted
between 45 and 90 minutes (md= 60), were digitally
recorded with the participants’ permission, and were
later transcribed verbatim.

Data analysis
The data analysis was guided by general principals of
interpretive description which allows to openly drawing
on theoretical, practical and professional knowledge to
guide analytical reasoning, reflection and data interpret-
ation.15,17 The first step in the analysis was reading and
reviewing the interviews to further understand the impli-
cations of the content, first as a whole in order to identify
and interpret broad, overarching narratives and early
articulations about the phenomenon entering adulthood
from the perspective of young people living with Type 1
diabetes. The interpretation process proceeded by
coding each interview line by line. A preliminary analytic
structure developed from this analytic phase formed the
basis for an identification and exploration of commonal-
ities and differences among and between individual
experiences. The preliminary interpretation was collected
as a number of fifteen broad themes, and repeated analy-
sis resulted in the transformation of the initial themes into
six unique themes.

Ethical considerations

The study followed the ethical principles of the Helsinki
Declaration.18 All ethical standards regarding informed
consent and the right to withdraw were upheld. The par-
ticipants were given written information about the study,
and if they showed interest in participating, additional
oral information was given with an opportunity to ask
questions before making a decision to participate.
Informed consent was obtained both through written
and verbal communication prior to all interviews. The
participants were assured about confidentiality regarding
the collected information. They were also reassured that
the presentation of the results will be performed in such
a way that none of the participants would be identified.
To preserve anonymity in the results, we decided to
exclude leading information of the participants.
According to the Swedish law on the ethical review of
research involving humans,19 no ethical review was
required, but ethical guidelines and rules were continually
and carefully considered to do good and prevent harm or
risks.

Results

The analysis of the interviews resulted in six themes:
being like everybody else; facing lack of knowledge and
understanding; needing to be in control; taking full
responsibility; still in need of support; and thoughts on
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the future life. The themes are presented in the following
sections.

Being like everybody else
Young people with Type 1 diabetes reported that they
had a lifestyle like other young people. It was important
to them to be seen as people like everybody else. One par-
ticipant said, ‘I’m not my diabetes; I’m foremost a person
like others’. The participants engaged with school, work
and other interests like ordinary people in their age
group. Participants emphasized that it was important
during childhood to do the same things as their friends
and not be hampered by their parents, despite their
illness. These young people explained that their parents
were supportive and made it possible for them to be
involved in a variety of normal activities. It was
obvious to them that their parents made an effort to
help them live normal lives and not feel different
because of their illness.
Those participants diagnosed with diabetes at an early

age said they had difficulties imagining a life without the
illness, as it was so fully integrated into their daily life.
They thought that it might be more difficult to be diag-
nosed later than earlier in life, as they did not remember
and know about a life without diabetes. One participant
diagnosed in early childhood said, ‘I live my life with dia-
betes and don’t know what it would be like to live
without’. Young people diagnosed in adolescence could
refer to a life before the diagnosis, and were therefore
more aware of the changes they had to make to their lives.
The participants reported that most people close to

them, including their family, friends and workmates,
were well informed of their illness. However, participants
described this as a conscious choice to tell or not tell
others about their diabetes because they did not want
to make diabetes the focus of their relationship. On the
other hand, they said that they wanted other people
around them to be aware of what might happen if they
had reactions to a low blood sugar level. Several of the
participants expressed like this, ‘I have told my close
friend, if something happens and I need help it’s safe
for me that they know what to do’.

Facing lack of knowledge and understanding
These young people living with Type 1 diabetes reported
that they had to face the fact that most of the people
around them did not have much knowledge or under-
standing about their illness. They noted that, generally,
most of the people around them did not understand the
different types of diabetes. A common opinion among
people they met was that diabetes was caused by
unhealthy habits like eating too much sugar. It was a pro-
vocative experience to meet this ignorance from other
people, which sometimes even included health care pro-
fessionals. A participant expressed, ‘it’s provoking to
meet ignorant people and misconceptions about dia-
betes’. The participants said that they often had to
defend themselves by explaining that Type 1 diabetes

was not caused by circumstances under their control.
Many of the participants stressed the importance of
raising awareness about the true nature of Type 1 dia-
betes. They were willing to teach others about their
illness, and a lot of people they met were interested in
learning more. Young people stated that raising aware-
ness of the different types of diabetes should also be an
important task for healthcare professionals.

Participants said that it was not easy for other people
to understand how it felt to live with Type 1 diabetes.
They meant that people living close to them as parents,
siblings and partners could understand to some extent,
but not fully. One participant said, ‘I don’t think
anyone can understand what it feels like to live with it
every day’. As they had to constantly account for their
illness, it was important for participants to be met with
at least some understanding of their situation.
Participants reported that sometimes even the people
closest to them clearly demonstrated that they did not
understand how important it was for the participants to
manage their illness. However, many people around
them also showed great respect and wanted to learn
more about Type 1 diabetes.

Youth people with Type 1 diabetes said that visiting
adult services was more difficult because the diabetes
nurse often focused on how the blood glucose has been
and rarely offered the participants an opportunity to
talk about their daily lives. When the participants com-
pared adult health care providers with child healthcare
providers, the child health care providers were more
capable of considering the total life situation. One partici-
pant expressed, ‘they forget that I’m a human being and
just focus on my blood glucose level’.

Needing to be in control
According to participants, having control of their illness
was an important part of feeling good. They were well
aware of how their bodies reacted, both when they had
control and when they did not have control. They said
that they knew how to live to ensure greater control,
including eating healthy food, exercising regularly, and
having routines for insulin injections and blood glucose
tests. Although participants had this knowledge, it was
not always easy to implement this information like they
should in order to ensure control over their own lives.
Some participants wanted to lose control once in a
while and not live as they normally did. Young people
diagnosed with diabetes as adolescents said that they
were strict about eating healthy and that their blood
glucose level was in balance after onset. However, both
those young people diagnosed as children and those diag-
nosed at a later age reported that living strictly also meant
that they could not be spontaneous; the participants felt
limited and thought they could not do all they wanted
to do.

Participants said that to be empowered to do every-
thing they wanted to do, it was important that they
planned for it. For example, activities like travelling or
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hard physical training was described as fully possible with
enough planning. A participant said, ‘I like to be active
doing different kinds of activity, I just have to plan for it’.
Some participants used an insulin pump, which was

described as a helpful tool that allowed them to maintain
control. None of the participants reported using any
smartphone or computer application to manage their dia-
betes, as they did not find these apps to be necessary.
Several of the participants had previously tried to use dia-
betes apps, but they considered these apps to be more
problematic than helpful. They felt like they had better
control over their illness by taking their own notes, listen-
ing to signals from the body and knowing themselves.

Taking full responsibility
Young people living with Type 1 diabetes said that they
had taken full responsibility for their illness, often
several years before entering adulthood. When growing
up, it was very important for them that their parents
gradually relinquished responsibility and trusted them
to manage their own illness. They explained that it was
often hard for their parents to give up control of the
illness, but it was necessary for the participants to
manage their own lives. Some of the participants reported
having difficult discussions with their parents about
letting them taking responsibility for their own illness.
They described being grateful for having their parents
help during their growth. It’s likely that the illness has
caused these participants to mature faster than normal
young people of the same age because of all the time
and focus they had to dedicate to managing their life
with diabetes. One participant diagnosed in school age
said, ‘I have taken full responsibility since I was 15
years old and it has made me more mature compared
to my friends’. One of the participants was diagnosed
with Type 1 diabetes at the age of 20, which lead to this
participant taking full responsibility from the beginning.
This participant said that the diagnosis at that age was
difficult because of the lack of parental or familial
support and described a feeling of being very lonely.

Still in need of support
Participants emphasized that even if they stood on their
own feet, support from friends and family was critically
important. Participants diagnosed at a very young age
said that the most important support when growing up
was from their parents, especially the mothers. Later in
life, as young adults, family support was still necessary
but not to the same extent, as support from partners
and friends became more essential. Several of the partici-
pants expressed concerns about having low blood glucose
levels and thereby not being able to take care of them-
selves. Because of these worries, they often felt safer
having people nearby who knew what to do.
Participants reported that shifts in their blood sugar
levels seemed to affect their whole body, including their
temper. It was helpful for them to share this with the
people who knew them well so that they could have a

better understanding of their behaviour. Some of the par-
ticipants found it helpful to share and take part in the
experiences from other people with Type 1 diabetes,
from support group websites, blogs and patient associ-
ations, but other did not want to get involved. One par-
ticipant said, ‘I listen to others experiences, it’s
supportive’. Another participant said, ‘I never read
blogs, they affect me in a negative way’.

According to participants, the transition from child
healthcare services to adult healthcare services was a
great change. Several of them had met the same diabetes
nurse and physician since the onset of their illness, and
they felt like they knew each other very well. Compared
to child healthcare services, adult services focused less
on their total life situation and more on their blood
sugar levels. They also noted that adult services required
fewer scheduled visits. One of the participants had only
experienced adult healthcare services, with only a few
visits. This participant wanted to have more frequent
visits, as she experienced her diagnosis as a difficult situ-
ation. She felt very lonely in her illness and was very
much in need of psychological and emotional support.
Despite the need for support, the relationships and
support from healthcare professionals were described by
several of the participants as being in the background
when compared to the support from more significant
people in their lives.

Thoughts on the future life
Young people with Type 1 diabetes said that they felt they
were mostly living the life they wanted to live and did not
have so many concerns about the future. They were aware
of the complications of Type 1 diabetes, but noted that
the available medication and treatment has improved
and will continue to improve, so they tried to not think
about suffering complications in the coming years. One
participant said, ‘to be honest I rarely think about com-
plications’. Several of the participants mentioned the
desire to have children in the future, but knew that it
could be different from an average pregnancy and
riskier for both the mother and the baby. Participants
said that they felt awkward when their diabetes nurse
informed them about the difficulties with pregnancy
and diabetes. Although it was important to them to
receive this information, the unemotional attitude of the
nurses made the situation more difficult than it needed
to be.

Discussion

In this article, we explored how young people describe
living with Type 1 diabetes when entering adulthood.
Results in this study show that young people with Type
1 diabetes describe themselves as similar to other young
people in the same age group, which was good for them
because they wanted to be seen just like everybody else.
This is not uncommon, as young people with long-term
illnesses usually view themselves and their lives similarly

82 Lindberg and Söderberg Original Article IDN December 2015



to their healthy peers.20 It is therefore significant that
nurses are well aware that young people living with a
long-term illness seek normalcy, focus on feeling good,
and resist being defined only by their disease.21

Clinicians need to spend more time on how young
people care for their diabetes than on outcomes of that
treatment. Despite this, a lot of clinical time is still
focused on the devices of diabetes care. Although
testing and treatment are important tools in improving
outcomes, they will have little impact on adolescent
patients until the developmental consequences of diabetes
are addressed.22 Understanding the challenges faced by
young people living with Type 1 diabetes is an important
first step to improving diabetes outcomes for this age
group. The challenge must be addressed to assist youth
in learning to manage their disease and promote
healthy outcomes.23 It is important for healthcare pro-
fessionals to understand the emotional, social and cogni-
tive factors for being able to assist young adults with Type
1 diabetes achieve good health outcomes by prioritizing
goals and plan flexible, timely, individualized and colla-
borative treatment.24

Results from interviews with participants in this study
show that it is significant for young people growing up
with Type 1 diabetes to be enabled to do the same as
their friends and not be hindered by their parents.
Another study identified a challenging aspect of living
with and managing diabetes, which was feeling different
or lonely.23 On the other hand, the young people in this
study who were diagnosed at an early age lived a life
with the diabetes so integrated in their life that they had
difficulties imagining a life without diabetes.
Results show that young people living with Type 1 dia-

betes often have to face a lack of knowledge and under-
standing from the people around them. According to
Carroll and Marrero,22 it is difficult for friends to under-
stand an adolescent’s situation living with Type 1 dia-
betes. It is important for these young people that their
friends and families understand what it means to have
Type 1 diabetes. In order to provide support for young
people with this illness, it is very important to have
knowledge of how they perceive their situation. Young
people in this study stated that raising awareness of differ-
ent types of diabetes is an important task for health care
professionals.
Young people in this study emphasized that feeling

good meant being in control and living a life in which
the illness was integrated into their daily routines. This
is in line with other research,9 showing that adolescent
with Type 1 diabetes feel that living a regular life is the
best way to effectively manage their condition. In
another study, adolescents expressed a desire to have
more control over their lives by being more involved in
making decisions about managing the illness.25

However, the general opinion among adolescents was
that diabetes exerted control over their lives and
thereby required them to take more responsibility than
their friends.22

Young people living with Type 1 diabetes often took
full responsibility for their illness several years before
entering adulthood. In line with this result, other research
highlighted that having diabetes may promote a degree of
maturity earlier than others in the same age group.26,27

Further, results show that personal growth occurs when
these young people are shown respect for their ability,
capacity, involvement and trust. It is worth remembering
that a long-term illness is an additional burden that can
make life more difficult. Another study showed that teen-
agers with Type 1 diabetes alternate between effectively
managing the disease and needing support from
others.28 Feeling confident and receiving confirmation
from others helps them become independent and learn
to better cope with their illness. However, there may be
an emotional struggle for young people with diabetes to
take care of everyday problems and manage self-care
every day for the rest of their lives. Among teenagers
with Type 1 diabetes, the transition toward autonomy is
complex, characterized as hovering between parental
dependency and a willingness to make one’s own
decision. This situation may lead to confusion about
the responsibility of self-management.28 The importance
of autonomy support was shown in a study, there the
result show an indirect relationship between autonomy
support and diabetes distress. Autonomy support was
associated with increased perceived competence, which
was associated with reduced distress. 29 A study shows
that the use of a life skills approach, made outpatient
visits person-specific and meaningful, improving
cooperation patterns by combining reflection sheets and
advanced communication skills. This helped adolescents,
healthcare professionals and parents to discover the ado-
lescents’ resources and reflect on their internal reasons for
behavioural changes.30

For children, particularly the older ones, transition was
a natural and normal part of growing up, looking
forward to the future, moving on, and becoming indepen-
dent about the choices and decisions they faced. Whilst
transition was seen as normal for the children, parents
perceived it as more troubling, as they saw it as both as
a ‘moving on’, which was good, and a ‘moving away’,
which brought with it concerns and fears.31

Support was significant even for young people stand-
ing on their own feet. These results are in accordance
with previous research showing that parental support
was the most important form of support for children
growing up with this illness.22,32 However, as young
adult support from partners and friends became more
important, and parental support became somewhat less
important over time. Friends provide support to young
people with diabetes by accepting them into their
group, treating them as normal people, and at the same
time, worrying about their feeling sick.10

Young people in this study found it hard to decide
whether to inform others about their diabetes, as they
did not want to be treated as outcasts because of their dia-
betes. On the other hand, having people nearby who
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knew what to do if they needed help gave them a valuable
sense of security. This agrees with other research showing
the importance of having friends who understand dia-
betes so they could help in case of sudden fluctuations
in blood sugar levels.25 Friends became a source of
support for young people with diabetes as they became
less dependent upon their families. As noted by Adams,
it is worth bearing in mind that chronic illness has a con-
siderable impact not only on the patient, but also on the
patient’s family, friends, employment and social support
network.33 Part of a nurse’s role is to recognize this
impact and provide support, education and encourage-
ment to the patient and the family.
Young people in this study reported that visiting adult

healthcare services was more difficult because the dia-
betes nurse often focused only on the blood glucose
level and it was rare for the young people to have an
opportunity to talk about their daily life. When compar-
ing adult healthcare services with child health care ser-
vices, the child health care service were generally more
successful in considering the total life situation of these
young people with diabetes. Result indicates that the tran-
sition from child healthcare services to adult health care
services was a great change for young people with Type
1 diabetes. According to another study, adolescents
with chronic illness undergoing healthcare transitions
often have substantial unmet needs.34 Well-organized
healthcare transitions are needed to ensure high-quality
care, so improvements are clearly needed in this area of
health care for young people with diabetes. A literature
review stated that the transition from children and
youth to adult care does not always work well for
young people with diabetes.11 Ultimately, the timing of
transfer to adult care should be determined by patient
readiness rather than age.34 In most research studies, it
is accepted that the transition process should respond to
the needs of the individual young person and, therefore,
has to be participative, flexible and supportive.35

As result shows, young people with Type 1 diabetes did
not worry much about the future. This is in line with
another study showing that young people are more cogni-
zant of the events and their meaning when they occur and
less about the consequences they may bring in the
future.10 This behaviour may be seen as uncommitted
and irresponsible, since no priority is given to preventing
diabetes complications. On the other hand, another study
showed that thoughts about diabetes-related compli-
cations frighten young people, who are more concerned
about becoming independent and being able to plan for
the future and who may not necessarily think about
what life without diabetes would have been like.12

Limitations of the study

One limitation of this study is that this inquiry involved a
limited number of participants; the results might have
been different with more participants. On the other
hand, qualitative inquiry focuses in depth on a relatively

small sample selected purposefully, so there are no cri-
teria or rules for sample size. The sample size should be
large enough to achieve variation of experiences, but
small enough to permit a deep analysis of the data.36

However, one strength of this study was that the partici-
pants were spread out across the country. They were all
interested and willing to share their experiences, which
might have influenced the results to be positive; those
who were not interested in participating might have
different experiences. The researchers were open to iden-
tifying when sufficient density of the data was achieved,
which occurs when the researcher judges that further
data gathering would not contribute to deepening the
understanding of the phenomenon studied. Thorne rec-
ommends follow-up interviews in order to clarify data
meaning.37 In this study, we did not conduct any follow-
up interviews, because our initial interviews yielded a
large amount of richly described data. One challenge of
the analysiswas to find the appropriate degree of interpret-
ation and abstraction without changing the participants’
own descriptions. During the analysis, the researchers
tried to be as open-minded as possible to avoid influencing
the interpretations. The analysiswas guided by discussions
between the researchers in the search for interpretive
descriptions of the phenomenon. The researchers agreed
that the presented description was the most reliable,
although alternative descriptions were considered.
Results from this study are contextual and cannot be gen-
eralized, and this is not the goal of qualitative research, but
the results from this context can be cautiously transferred
to others in similar situations.

Conclusion

The knowledge gained from this study can give health-
care professionals insight into how young people experi-
ence living with Type 1 diabetes when entering
adulthood. It is worth bearing in mind that people with
Type 1 diabetes are in need of lifelong healthcare services
and therefore the relationship with their healthcare
service is of paramount importance to them. In general,
the results show that young people describe their life situ-
ation as positive and they deal with their diabetes natu-
rally. They are skilled in managing Type 1 diabetes and
can thereby get the best out of their lives. They can
experience well being when they live a normal life like
others in their age group. However, the lack of knowledge
and understanding from other people in their life affects
them. From that point of view, it is significant to
change traditional nursing care and to be more open-
minded about meeting them from their perspective and
with a focus on their individual needs, instead of focusing
primarily on treatment and blood sugar levels. It is
important to plan for a smooth transfer to adult health
care services, which indicate the need for a planned tran-
sition programme. For ensuring a smooth transition to
adult health care service it is vital with support and infor-
mation. Development of autonomy helps young people
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to make decisions and take care of themselves. An impor-
tant task is learning the skill that will help them mana-
ging their own lives and make choices. This awareness
is of utmost importance for healthcare professionals
who are engaged in treating young people with Type 1
diabetes, to enable to support and facilitate entering
adulthood with a more complex level of understanding
of their unique experiences. To succeed, it is vital to
meet them and listen to their experiences, identify their
unique needs, give them attention as individuals and
support them by strengthen their autonomy.
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