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dia-bet-ik-er [-bet-] substantiv ~n; pl. ~
« person som lider av diabetes
Visa mer @

A "diabetic” is “a person suffering from diabetes”, according
to the Swedish Academy Dictionary. This piece of
information came to me early in my PhD process, and |
guestioned it. | believe that healthcare professionals and
society in general should strive not to place people living
with type 1 diabetes in a standardised group and make
assumptions regarding similarities in terms of physical,
emotional, social, and existential experiences. The term
“diabetic” often implies a focus on the disease itself, and
seeing us as people who are living with it is at risk of
becoming in second place. In healthcare, | want us to
continue to highlight the people we are and the lives we live,
and make efforts to support illness integration, particularly
in emerging adulthood.
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Abstract

Background: Type 1 diabetes (T1D) is a lifelong disease. Handling self-
management, adapting to self-care behaviours, and dealing with illness
integration are reported as complex. In Sweden, the T1D patients are
transferred from paediatric to adult diabetes care based on their age. In
emerging adulthood, i.e. age 18—29, treatment outcomes are commonly
sub-optimal, with decreased well-being. Emotional and existential
aspects have a major impact, particularly in emerging adulthood due to
the multiple concurrent transitions. The transfer is at the age of 18 in
Sweden, and is commonly experienced as abrupt. Diabetes specialist
nurses (DSNs) are described as having central support roles in this
process. Parental support is valuable to maintain and sustain well-being;
however, when EAs living with T1D move from paediatric to adult care,
their parents are no longer automatically involved in the care. The
literature on the transfer focuses mainly on preparations undertaken
within paediatric care, with less consideration of the adult care
perspective. The overall aim of this thesis was to highlight experiences
and advocate for improved support for emerging adults living with T1D
and their parents after the transfer to adult care.

Method: A total sample of 53 participants: EAs living with T1D (Study
1), parents (Study Il), and DSNs (Study I11) was recruited via
convenience and purposive sampling. The data collection began in the
spring of 2021 and ended in the autumn of 2024. Both individual
interviews (Studies I1-111) and focus-group discussions with all three
stakeholder groups (Study 1V) were conducted, mainly digitally.
Qualitative content analysis was used to analyse the data in Studies 1—
I11. Constructivist grounded theory was used in Study 1V. Additionally, I
conducted a secondary analysis of all of the results that was inspired by
qualitative content analysis.

Result: Overall, the emotional and existential aspects of living with T1D
during emerging adulthood are not sufficiently included in the support
provided to EAs and parents after the transfer from paediatric to adult
care. EAs living with T1D (Study I) were dreaming of being nurtured
towards self-reliance. They struggled to find balance in their daily lives,
dealt with feelings of being different, wanted to be supported to
gradually achieve independence, and wanted to be treated as unique
people in healthcare. The parents (Study I1) struggled to accept the loss
of control and slowly loosening the ties of the close parent—child
relationship. They relinquished the priorities of supervision, cherished



their relationships, and progressed that EAs “flown the nest”. They also
felt abruptly cut off after the transfer. The DSNs (Study I11) had
ambitions to optimise individual support but with hands tied by
structural barriers. They concentrated on the individual and the caring
relation and emphasised long-term objectives in self-management
support while they struggled to provide accessible care. The “Transition-
friendly transfer to adult care model” (Study 1V), provided with a
gathered understanding of support, highlighted a fundamental need to
integrate transition aspects into the transfer process, and to do so using
four key properties: flexible and person-centred care; emotional and
existential attention; uniform and comprehensible organisation; and
accessible everyday communication. The results are discussed in relation
to the theoretical frameworks of transition theory, as developed by
Meleis, and reconciliation based on the work of Eriksson and
Gustafsson.

Conclusion: My thesis contributes with a synthesis of the results of the
four previous papers, i.e. the support guidance Transition-friendly
support after the transfer to adult diabetes care. This provides
comprehensible and bridge-building care structures, assisted
development of independence, a flexible and person-centred approach,
and attention to reconciliation and existential processing. A transfer-
related Swedish clinical decision support tool for transitional care was
introduced in 2025, but the results of this thesis suggest that
reconciliation and existential aspects are important during multiple
transitions in emerging adulthood, and further emphasise how crucial
support after the transfer is. DSNs are recommended to highlight
reconciliation processes in T1D to support and guide EAs living with T1D
and their parents so that they can reconcile with the consequences of the
disease, particularly during transitions and transfer. During emerging
adulthood, support that addresses personal strengths and that creates
hope for the future is concluded as equally important to support in
personal vulnerabilities. Organisational shifts towards more accessible
and flexible care are suggested as being crucial to providing targeted
support. Professional development for DSNs is suggested, particularly as
regards emerging adulthood, developmental psychology, and
reconciliation processes in T1D.

Keywords: Adolescent, adult care, diabetes specialist nurse, emerging
adult, emotional, existential, grounded theory, nursing, parents,
qualitative content analysis, reconciliation, self-management, support,
support guidance, transfer, transition, type 1 diabetes



Sammanfattning pa svenska

Bakgrund: Typ 1 diabetes &r en komplex och multidimensionell
livslang sjukdom som kraver egenvard och beteendeanpassningar nar
sjukdomen behover integreras i alla delar av livet. Under det unga
vuxenlivet ("emerging adulthood”), 19—29 ars aldern, ar det vanligt
forekommande med samre valmaende och icke-optimala
behandlingsresultat. Kénslomassiga och existentiella aspekter spelar stor
roll, speciellt under unga vuxenlivet da manga olika och stora
overgangar/livsforandringar sker samtidigt. | Sverige sker dverforingen
fran barn- till vuxendiabetesmottagning vid 18 ars alder och
overforingen upplevs ofta som abrupt. Diabetessjukskdterskor beskrivs
ofta ha en viktig stodjande roll i diabetesteamet. Stod fran foraldrar ar
ocksa viktigt for unga vuxna for att sakerstalla valmaende, men pa grund
av skillnader mellan barn- och vuxensjukvard ar féraldrarna inte langre
sjalvklart inkluderade i pa vuxenmottagningen. Tidigare forskning
gallande 6verforingen har till stérsta del sin bas i barnsjukvarden och
fokuserar pa forberedelser. Vi vet inte lika mycket om stod efter
overforingen, fran ett vuxensjukvardsperspektiv. Det 6vergripande syftet
med denna avhandling var att belysa upplevelser for att férbattra och
starka stodet som erbjuds under unga vuxenlivet efter éverféringen till
vuxenmottagningen for unga som lever med typ 1 diabetes samt deras
foraldrar.

Metod: Totalt 53 deltagare, unga vuxna som lever med typ 1 diabetes
(Studie 1), foraldrar (Studie 11) och diabetessjukskoterskor fran
vuxensjukvard (Studie 111) samt alla tre samlade perspektiv tillsammans
(Studie IV) rekryterades genom tillganglighet- och andamalsenligt urval.
Datainsamlingen startade under varen 2021 och avslutades under hosten
2024. Vi genomforde bade individuella semistrukturerade intervjuer (i
Studierna I-I111) och fokusgruppdiskussioner med flera perspektiv (i
Studie 1V) framst digitalt. Analysmetoderna som anvandes var kvalitativ
innehallsanalys (i Studierna I-111) och konstruktivistisk grounded
theory (i Studie 1V). Jag genomforde dven en sekundaranalys (en syntes)
av alla resultat inspirerad av kvalitativ innehallsanalys.

Resultat: Sammanfattningsvis, emotionella och existentiella aspekter
av att leva med typ 1 diabetes under det unga vuxenlivet behdver starkas
i stodet som ges till unga vuxna och deras foraldrar efter dverféringen
fran barn- till vuxenmottagning. Unga vuxna som lever med typ 1
diabetes, i Studie I, drémde om att bli stéarkta mot 6kad sjalvtillit. De
kdmpade med att hitta en balans i vardagslivet, kdnde sig annorlunda



jamfort med andra, stéttades i en gradvis sjalvstandighetsprocess och de
onskade att bli bemotta som unika personer i diabetesvarden. Foréldrar,
i Studie 11, kAmpade for att acceptera kontrollférlust och sakta lossa
banden i den hart knutna barn-foraldrarelationen. De slappte pa
Overvakning, vardesatte relationerna till sina vuxna barn, hanterade att
de unga lamnade boet, men kande sig pl6tsligt avklippta fran
diabetesvarden efter 6verforingen. Diabetessjukskdterskor, i Studie 111,
hade ambitioner att optimera det individuella stddet men med handerna
bakbundna av strukturella barriarer. De fokuserade trots detta pa
individen och vardrelationen samt foresprakade stod med langsiktiga
egenvardsmal, samtidigt som de hanterade hinder for att ge tillganglig
diabetesvard. Modellen "(Transitions-/ eller) Overgangsvanlig
overforing till vuxensjukvard” (Studie 1V) belyste ett grundlaggande
behov att integrera 6vergangsaspekter i dverforingsprocessen inom
ramen for fyra huvuddelar: flexibel och personcentrerad vard,
uppmarksamhet kring kdnslomassiga och existentiella aspekter, en
enhetlig och begriplig organisation och tillganglig
vardagskommunikation. Resultaten diskuterades i relation till
transitionsteori utvecklad av Meleis och férsoning enligt Eriksson och
Gustafsson.

Slutsats: Syntesen av alla studier resulterade i radgivningsstodet
"Overgangsvanligt stod vid éverforing till vuxendiabetesmottagning”. |
radgivningsstodet rekommenderas att diabetesvarden erbjuder
begripliga och brobyggande vardstrukturer, ger guidning i utvecklingen
av sjalvstandighet, erbjuder ett flexibelt och personcentrerat bemdtande
med fokus pa férsoning och existentiella aspekter under processen. Ar
2025 publicerades ett kliniskt kunskapsstod gallande transitionsvard for
unga personer som lever med typ 1 diabetes. Med avstamp fran min
avhandling, skulle detta kunskapsstod kunna uttkas med starkare
implikationer gallande forsoning och existentiella aspekter som &r
betydelsefulla under unga vuxenlivet och efter dverféringen med hansyn
till att det sker manga 6vergangar i livet samtidigt.
Diabetessjukskoterskor rekommenderas belysa forsoningsprocesser och
stddja och guida personer som lever med typ 1 diabetes samt deras
foraldrar att férsonas med sjukdomens konsekvenser sarskilt i samband
med Overgangar efter 6verforingen. Under unga vuxenlivet ar det viktigt
att ocksa stddja styrkor och framtidstro, likaval som stod gallande
sarbarheter. Organisatoriska férandringar behovs for att erbjuda mer
tillganglig och flexibel diabetesvard och sakerstélla individuellt och riktat
stod. Professionell utveckling for diabetessjukskoterskor, gallande
exempelvis 6kad kunskap om unga vuxna och utvecklingspsykologi samt
forsoningsprocesser i samband med typ 1 diabetes foreslas.
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Nyckelord: Diabetessjukskoterska, egenvard, existentiellt, férsoning,
foraldrar, grounded theory, kvalitativ innehéallsanalys, kanslomaéssigt,
omvardnad, stéd, support, stodjande radgivning, typ 1 diabetes, ung
vuxen, ungdom, vuxenmottagning, éverforing, 6vergang
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Abbreviations and definitions

Al
ADA
AID
CGM
DSN
EA

GT
HbAlc

HCP
IDF
Parent

QCA
TI1D

Transfer

Transition

WHO

Artificial intelligence

American Diabetes Association

Automated insulin delivery

Continuous glucose monitor

Diabetes specialist nurse

Emerging adult; a person aged 18 to 29
Grounded theory

Haemoglobin A1C test which represents the
average blood glucose value for the last two to
three months

Healthcare professional

International Diabetes Federation

Legal guardian; the idea of “parents” should not
normatively presume two parents to a child
Qualitative content analysis

Type 1 diabetes

Procedures in healthcare where the care relocates
from paediatric to adult care

A movement from one phase, condition, or status
to another, including aspects of process, time
range, and perception

World Health Organization
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Preface

I remember being nervous before introducing myself to the first
participant in my first study. | sat at my desk in my living room, in front
of my laptop screen, and clicked “Start the meeting”. | was about to
interview an emerging adult (EA) living with type 1 diabetes (T1D) about
experiences of both life transitions and the transfer from paediatric to
adult care. Two people were about to meet in a video-conversation
setting, with separate experiences and life stories but who had been
diagnosed with the same disease. | was an EA living with T1D too.

I had previously discussed with my supervisors the importance of telling
the participants that I also live with the disease, and they agreed. We
were strangers to one another, but | was able to make her feel safe
enough to share information and be vulnerable during the interview. Her
insulin-infusion system beeped, and my continuous glucose monitor
(CGM) did too. It was not disruptive; only silent empathy was present in
the virtual space. Several times during the interview, she referred to she
and | as “us”. Two total strangers had, for 57 minutes, created an
alliance, and | had been able to create a safe environment in which she
felt able to share thoughts that she had previously kept to herself. The
EA felt powerful when given the opportunity to contribute to improving
the support available in healthcare, and I felt powerful too — as well as
proud of myself.

This thesis is dedicated to the EAs struggling with their multiple
transitions after the transfer to adult care.

Alta, Sweden, September 2025

Sara Olsson
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Introduction

In 2024, Finland had the highest incidence of type 1 diabetes in children
in Europe, followed by Estonia and Sweden (IDF, 2025). Type 1 diabetes
(T1D) is a lifelong disease, which means that the demands of self-
management will impact all phases of life after onset of the disease (IDF,
2025; Libman et al., 2022). Self-management involves self-care
behaviours, such as taking medication, monitoring, problem-solving,
healthy coping, healthy eating, being physically active, and reducing
risks (Kolb, 2021). It is challenging being an adolescent or emerging
adult (EA) aged 18 to 29 (Arnett, 2024; Gregory et al., 2022b), and a
lifelong disease adds further vulnerability (Ahmed et al., 2026; Bajaj et
al., 2026; Gregory et al., 2022b; Heil et al., 2025). During adolescence, a
natural separation from parents is initiated, and transitions in several
areas developmental, situational, health—illness, and organisational
follow concurrently (Meleis, 2010; Pehr-Szeliga et al., 2025). The
overlapping transitions that occur during emerging adulthood are
complex (Meleis, 2010), and often result in sub-optimal treatment
outcomes and decreased well-being (Draznin et al., 2022; Peters &
Laffel, 2011). EAs living with T1D may need healthcare support to
integrate the illness into their everyday lives and to improve their
emotional health, since their everyday lives are often experienced as
being in constant change (Young-Hyman et al., 2016).

From my point of view in this thesis, | distinguish between “transition”
and “transfer”. | use the definition of “transition” reported by Meleis
(2010): a movement from a phase, condition, or status to another,
including aspects of process, time range, and perception. “Transfer”
refers to procedures in healthcare where care is relocated from
paediatric to adult care. In general, the transfer from paediatric to adult
care of Swedish EAs is performed at the age of 18 (Jansson et al., 2025).
In the Swedish setting, the common reason for transferring is age, rather
than personal needs, and many interventions are undertaken within
paediatric care to prepare adolescent for their upcoming transfer (Bajaj
et al., 2026). However, few interventions are undertaken once the
transfer to adult care has been made, in the period immediately
following the transfer.

In this thesis, | present experiences of multiple transitions in several
areas of life living with T1D during emerging adulthood and after the
transfer from paediatric to adult care. Individual interviews were

performed with EAs living with T1D, parents, and diabetes specialist
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nurses (DSNs) in Studies I—I11 and the resulting data were analysed with
gualitative content analysis (QCA). Focus group discussions (Study V)
were analysed with grounded theory (GT), allowing an understanding of
stakeholders’ perspectives on support to be integrated into a model:
“Transition-friendly transfer to adult care”. This model is intended to be
used shortly after the transfer from paediatric to adult care has been
performed. A secondary analysis (the synthesis of all of the results) was
used to produce the support guidance Transition-friendly support after
the transfer to adult diabetes care, which can be used by DSNs and
other healthcare professionals (HCPs) in the diabetes team. The support
guidance integrates the emotional, existential, and psychosocial factors
of transitions that impact self-management during emerging adulthood
and after the transfer has been performed. The support guidance also
highlights reconciliation processes in T1D.
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Background

Type 1 diabetes

In this background section, both national and international perspectives
on the incidence and prevalence of T1D are described. A description of
the disease and its treatment is provided, the role of the DSN is
introduced.

Incidence and prevalence

Internationally, approximately 9.15 million people are living with T1D,
and 1.81 million of those are under 20 years of age (IDF, 2025). Almost
2.1 million people living with T1D live in Europe which has the highest
prevalence compared to all other regions of the world (IDF, 2025). The
Swedish National Diabetes Register reports 49.750 people living with
T1D in Sweden, and of these, 9370 are EAs (aged 18 to 29) (Swedish
National Diabetes Register, 2025b).

Diabetes can develop at any age but generally T1D has its onset in
childhood or emerging adulthood (IDF, 2025). T1D is one of the most
common lifelong diseases in children (Libman et al., 2022). In many
countries, including Sweden, 10—14 is reported as the peak age range of
onset (IDF, 2025; Libman et al., 2022). Incidence is increasing
worldwide overall, but — according to the International Diabetes
Federation (IDF) (2025) — seems to have stabilised or even dropped in
several countries, including Sweden (Libman et al., 2022).

The disease and treatment

Diabetes is a complex long-term disease that develops when the
body cannot produce sufficient (or any) insulin, or essentially use the
insulin it produces, which leads to hyperglycaemia (IDF, 2025; Libman
etal., 2022). There are several types of diabetes, but the major type in
young people is T1D (IDF, 2025; Libman et al., 2022). In most cases of
T1D, beta cells; — which are primary producers of insulin in the pancreas
— are destroyed by the immune system, resulting in absolute insulin
deficiency (IDF, 2025; Libman et al., 2022). The cause or causes are still
unknown, but are thought to be multifactorial (IDF, 2025; Libman et al.,
2022). T1D is diagnosed by high blood glucose concentration and
symptoms such as excessive thirst, frequent urination, unexpected
weight loss, lack of energy, constant hunger, blurred vision, and/or
ketoacidosis (IDF, 2025). Diabetic ketoacidosis (blood glucose >11

17



mmol/L, venous pH <7,3 or serum bicarbonate >18 mmol/L,
ketonaemia or ketonuria) is an acute diabetes complication that results
from a lack of circulating insulin and elevated levels of counterregulatory
hormones (Glaser et al., 2022). Symptoms include nausea, vomiting, and
drowsiness, and acute management is required (Glaser et al., 2022).
Ketoacidosis is often caused by new-onset diabetes, lack of insulin
injections, interruption of insulin delivery via insulin-infusion systems,
or insufficient management of infection (Glaser et al., 2022). Insulin
treatment, as well as self-monitoring, are fundamental parts of self-
management of T1D.

Insulin treatment is generally administered by multiple daily
injections, and people living with T1D generally need combinations of
short and long-acting insulin (Cengiz et al., 2024). Calculations of bolus
insulin dosages are complex and are based, among other things, on
carbohydrate content and blood glucose levels (Cengiz et al., 2024). An
appropriate dosage will achieve and maintain glycaemic control, but a
formulaic treatment plan consisting of predefined dosages does not
work; instead, treatment must be adjusted and flexible (Cengiz et al.,
2024). Related to acute conditions, insulin treatment is always
connected to a risk of hypoglycaemia (<3.9 mmol/L) and severe
hypoglycaemia (<3 mmol/L), with symptoms such as confusion,
tachycardia, and shakiness (ElSayed et al., 2025). Concerning insulin-
infusion systems, there are conventional and automated insulin delivery
(AID) systems available (Biester et al., 2024). AID systems adapt the
insulin delivery based on data from continuous glucose monitors
(CGMs) (Biester et al., 2024; Tauschman et al., 2024). Insulin treatment
using insulin-infusion systems is associated with more optimal
treatment outcomes, such as lower mean Haemoglobin A1C (HbALc)
(represents the average blood glucose value for the last two to three
months) and insulin dosages (Biester et al., 2024). Greater use of
automation is correlated with improvements in treatment outcomes, and
the use of AID systems is strongly recommended for young people living
with T1D (Biester et al., 2024). However, access to systems for both
insulin infusion and self-monitoring varies greatly internationally
(Conway et al., 2025; IDF, 2025).

Self-monitoring of blood glucose is undertaken via blood glucose
monitoring or using a CGM (ElSayed et al., 2025). For young people
living with T1D in high-income countries, the standard method is CGM
(ElSayed et al., 2025; Tauschman et al., 2024). Manual blood glucose
meteres that use the finger-prick method are being further developed,
with e.g. built-in bolus consultants for insulin dosage (Tauschman et al.,
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2024). In real-time CGM systems, the data are automatically transferred
to display devices, such as insulin-infusion systems, smartphones, and
receivers. These enable continuous tracking, alerts when glucose levels
are outside the target range, and trend arrows (Tauschman et al., 2024).
There are several advantages of using CGMs, such as lowering HbAlc,
reducing glucose variability, improving time in range, decreasing
hypoglycaemia, and improving quality of life (Tauschman et al., 2024).
Barriers to their use include risk of negative skin reactions due to
adhesives and device materials, wearer discomfort, and too many alerts
(Tauschman et al., 2024). Overall, the data generated by self-monitoring
devices are analysed as treatment outcomes.

Treatment outcomes are commonly evaluated with HbAlc (ElSayed
etal., 2025). The goal is <53 mmol/mol for adults who are not pregnant
and not experiencing frequent and severe hypoglycaemia that impact
their quality of life (ElSayed et al., 2025). Treatment outcomes are also
measured with time in range based on data from a CGM. The goal is
maintaining glucose values of 3.9-10 mmol/mol in >70% of the time; the
time spend below 3.9 mmol/mol must be below <4% to prevent
hypoglycaemia (ElSayed et al., 2025). Long-term hyperglycaemia
(blood glucose >11 mmol/mol) can lead to severe complications such as
cardiovascular diseases, neuropathy, nephropathy, retinopathy, and
cognitive decline (IDF, 2025). Complications can be prevented or
delayed if optimal blood glucose levels are maintained (IDF, 2025).
Taken together, glycaemic targets and treatment outcome goals should
be decided upon and discussed in terms of needs, risks, benefits, and
preferences, and decision-making should be between the diabetes team
and the person living with the disease (ElSayed et al., 2025).

The diabetes specialist nurse

In Sweden, diabetes teams consist of HCPs with multiprofessional
backgrounds, such as DSNs, physicians, dieticians, podiatrists, and
medical social workers. Most people living with T1D are treated at
hospital clinics that specialise in medicine and endocrinology (The
National Board of Health and Welfare, 2018). The National Board of
Health and Welfare (2018) provides guidelines for general diabetes care,
with a focus on providing equal access to the care provided by educated
HCPs. All HCPs involved in diabetes care have important roles. In
international contexts, the physician mainly has a leadership
responsibility (IDF, 2025); however, in the Swedish setting, DSNs often
have a central role in the diabetes team (The National Board of Health
and Welfare, 2018).
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The central role of DSNs in T1D care involves regular contact with
people living with T1D, and responsibility for self-management support,
education, and follow-up (SFSD & SFF, 2013). Central competencies for
DSNs are nursing science, medical science, pedagogy/education,
leadership, and research and development (SFSD & SFF, 2013). The
nursing and pedagogical competencies involved include supporting and
educating people living with the disease based on their needs and
preferences, and providing recommendations using a person-centred
approach, highlighting ethical care aspects (SFSD & SFF, 2013). As has
been mentioned, the self-management technologies for diabetes have
advanced over the last few decades. Because of this, DSNs must possess
competence in interpreting and analysing data from CGMs in order to
improve treatment regimens and treatment outcomes in people living
with T1D (Tauschman et al., 2024). The DSN has overall knowledge of
diabetes and self-management, and the patient has specific knowledge of
living with their diabetes (SFSD & SFF, 2013). These perspectives need
to be closely linked in diabetes care (SFSD & SFF, 2013).

EAs living with T1D stress the importance of having trust in and
continuity from HCPs (Heil et al., 2025). The National Board of Health
and Welfare (2018) states that exploring health status, how living with
diabetes is going, and whether healthcare is providing the support
needed are all central concerns for DSNs. The Swedish National Diabetes
Register is continuously employed to register patient-reported outcome
measures and patient-reported experience measures, which has
advantages on both national and individual levels (The National Board of
Health and Welfare, 2018). Taken together, the central role of DSNs in
the diabetes team allows for discussions of the experiences of living with
T1D.

Living with type 1 diabetes

Living with T1D during adolescence and emerging adulthood is
challenging, as the condition, besides affecting the body function and
organs, also impacts emotional and existential health. It is complex
adhering to self-management and self-care behaviours, with efforts to
integrate the illness into daily life. The context of emerging adulthood
adds vulnerabilities due to the multiple concurrent transitions.
Moreover, the natural progression of autonomy that begins in
adolescence forces parents to learn to adapt to new roles in diabetes
management. In this section, the differences between paediatric and
adult care of T1D are introduced.
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Emotional and existential health

According to the World Health Organization (WHO), health is a state of
physical, mental, and social well-being, and not simply the absence of
illness (WHO, 2020). In this thesis, | take the perspective that one can
experience health and well-being despite living with a lifelong disease.
From an international perspective, the term “spiritual health” is often
used, but in a Swedish context and in this thesis the overarching concept
“existential health” is used to describe meaningfulness, connection,
participation, and spirituality relating to health (The Public Health
Agency of Sweden, 2024).

In connection with T1D and emotional and existential health, the
American Diabetes Association (ADA) describes diabetes distress as a
psychological reaction to the emotional burden of living with diabetes
(Draznin et al., 2022), and argues that it should therefore be viewed as
an unfortunate but essentially expected response to the complexity of the
disease, and not as an additional mental-health state (de Wit et al., 2022;
Gregory et al., 2022a). Diabetes distress is common in both young
people living with T1D and parents (Sattoe et al., 2021; Young-Hyman et
al., 2016). Negative impacts on emotional and existential health play a
role in self-management and required self-management behaviours
(Eriksson & Gustafsson, 2022; Gustafsson, 2008). Emotional and
existential health implications of T1D are described in the next section in
relation to self-management and self-care behaviours in the context of
fear of being viewed as different to peers.

Self-management and required self-care behaviours

Several theoretical perspectives on the self-management of lifelong
disease have been suggested. In this thesis, | focus on those of Barlow et
al. (2002) and Kralik et al. (2004). Barlow et al. (2002) state that self-
management involves the daily tasks that people living with long-term
diseases are obligated to undertake to control or reduce the impact of the
disease on their health status. The goal is maximum function, through
biological, psychological, and social interventions (Barlow et al., 2002).
Many people with a wide variety of health conditions require supportin
integrating self-management into their daily lives (Barlow et al., 2002).
Kralik et al. (2004) argues that self-management strategies can start to
develop when HCPs and EAs pay attention to what is important to the
person living with the lifelong disease. Kralik et al. (2004) describes
actions as creating order, and notes that the strategies behind actions
can be learned by seeing reactions to daily life experiences as outcomes
of trial and error. Adolescents and EAs often feel overwhelmed,
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struggling with self-management responsibilities (Lv et al., 2025). The
Swedish general diabetes care guidelines (The National Board of Health
and Welfare, 2018) state that people living with diabetes may have
different views on health and illness, and that these should be explored
in depth with an emotional and existential focus in self-management
support.

In emerging adulthood, embracing self-management as a part of life
often conflicts with a significant fear of being viewed as different to
peers, which can prevent EAs from achieving optimal self-management
(Ahmed et al., 2026; Gregory et al., 2022b; Heil et al., 2025; Mazur et
al., 2017; Peters & Laffel, 2011). EAs tend to hide self-management, for
example by skipping insulin doses in public, in an effort to fit into social
contexts (Leocadio et al., 2023; Lv et al., 2025). When they reflect on
self-management and their many other competing priorities, many EAs
place self-management at the very bottom of the list (Ahmed et al., 2026;
Heil et al., 2025). In addition, parents often worry about acute and long-
term complications when EAs find it hard to adhere to self-manage
during emerging adulthood (Pehr-Szeliga et al., 2025). Diabetes-related
conflicts are common in families with EAs living with T1D (de Wit et al.,
2022; Gregory et al., 2022b). It is important to acknowledge that parents
and adolescents or EAs do not necessarily share the same views of self-
management. EAs living with T1D report understanding the importance
of taking ownership of diabetes and incorporating self-management into
their lives, but struggle to balance this reality with the multiple
transitions inherent in being an EA (Ahmed et al., 2026; Heil et al.,
2025). Embracing self-management can be seen to involve developing a
sense of agency regarding living with T1D as an EA, and integrating T1D
in ones self-identity without letting it control one’s life. This is theorised
to have strong implications for successful self-management (Leocadio et
al., 2023).

Self-management of T1D also involves self-care behaviours. The
ADCES?7 self-care behaviours framework for diabetes, developed by Kolb
and the American Association of Diabetes Care and Education
Specialists (Kolb, 2021), lists the following self-care behaviours as being
important: healthy coping, healthy eating, being active, taking
medication, monitoring, reducing risk, and problem-solving. Healthy
coping with psychosocial factors is stated as the core component of self-
management by Kolb (2021), highlighting the importance of aspects
beyond practical factors in self-management. EAs can experience
difficulties developing self-care behaviours since living with T1D requires
learning how to independently undertake complex self-management
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around the clock (Pehr-Szeliga et al., 2025). EAs often report increased
satisfaction with illness control when they incorporate self-care
behaviours into their lives (Heil et al., 2025).

IlIness integration relates to self-management and self-care
behaviours being sustainable long-term (Hernandez, 1996). Hernandez
(1996) describes living with diabetes as being characterised by three
phases: having diabetes, the turning point, and personalised science. In
the first stage, the person has a focus on living as “normal” a daily life as
possible. Next, a turning point occurs when the person with T1D is
forced to reevaluate living with the disease due to new knowledge and
the self-management involved. In the last phase, personalised science
creates a gradual progression, where the person attempts to understand
diabetes while simultaneously focusing on living with the disease and
dealing with its psychosocial aspects. Overall, self-management and self-
care behaviours are particularly challenging during early adulthood due
to the many competing priorities these individuals deal with.

Emerging adulthood

I conceptualise the lives of 18 to 29-year-olds using the framework of
emerging adulthood described by the American psychologist Arnett
(2024). Emerging adulthood, and the lives of EAs living in high-income
countries, were shaped by the technological and sexual revolutions, as
well as the women’s and youth movements. Today, EAs tend to postpone
the structural commitments of adult life — such as graduating from
education, seeking long-term employment, entering stable relationships,
getting married, and becoming parents — compared to earlier
generations. Emerging adulthood can be seen as a new life stage, but
with possibilities to explore many different future pathways concerning
self-development and beliefs. Arnett (2024) describes five characteristics
of EAs; exploring identity, instability, self-focus, feelings of being in-
between, and possibilities viewed with optimism. Psychosocial
challenges and competing priorities are factors that play significant roles
in self-management of T1D during transitions (Biester et al., 2024).

Transitions

Arnett (2024) discusses the vulnerability of experiencing multiple
transitions concurrently during emerging adulthood. The implications of
the different types of transitions for living with T1D and diabetes
management are further illustrated by the theoretical framework of
transitions produced by Meleis (2010). Clinical nursing practice is used
to care for individuals who experience everyday life changes that impact
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their health. Living with a lifelong disease like T1D, and maintaining
well-being introduces multiple transitions that require nursing
interventions which occurs at various stages and critical points in life
(Meleis, 2010).

Meleis (2010) discusses four different types of transition:
developmental, situational, health—illness, and organisational.
Developmental transitions are generally experienced by one individual
(Meleis, 2010). During adolescence and emerging adulthood, EAs living
with T1D transition to becoming independent in self-management with
decreased parental support (Leocadio et al., 2023). In addition, the
physiological changes of emerging adulthood can cause insulin
resistance (Vitale et al., 2025), making it harder to achieve glycaemic
balance. Situational transitions are explained as changes in educational
and professional roles (Meleis, 2010). In a T1D context, moving from
secondary school to university studies involves new responsibilities and
psychosocial challenges, such as the desire to be perceived as “normal”
by peers (Olsson et al., 2023). Situational transitions can also be
explained as geographical changes, such as in transfers from paediatric
to adult care settings. Meleis (2010) emphasises that geographical
transitions also include cultural aspects. Health—illness transitions are
defined by Meleis (2010) as having a great impact on individuals and
families. In a family context, parents can experience grief over the loss of
a “normal” life and feel overwhelmed by perceived lifelong
responsibilities (Carlsund, Olsson, & Hérnsten, 2025). Meleis (2010)
argues that organisations can also experience transitions. Organisational
transitions can relate to environments and impact on HCPs, for example,
who work within the organisation, and people living with lifelong
diseases as clients (Meleis, 2010). The management of new practices and
policies can be explained as organisational transitions, and some EAs are
dissatisfied with the legal shifts that occur when they turn 18 (Vallmark
etal., 2025).

Progression of autonomy

The progression of autonomy, which starts in adolescence, in living with
T1D needs to be considered when facilitating in transitions during
emerging adulthood, since parental involvement is key to self-
management (Bajaj et al., 2026). A natural separation from parents is
initiated during adolescence (Leocadio et al., 2023; Pehr-Szeliga et al.,
2025). However, parental involvement is still significant for maintaining
and sustaining well-being as well as for optimal treatment outcomes in
emerging adulthood (Gregory et al., 2022a; Gregory et al., 2022b;
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Johansen et al., 2020; Leocadio et al., 2023; Pehr-Szeliga et al., 2025;
Peters & Laffel, 2011). Young people living with T1D need to develop
specific healthcare skills, such as learning self-management and how to
speak to HCPs about the disease (Pehr-Szeliga et al., 2025). They also
need to develop abilities and confidence in relation to integrating self-
management into their daily routines (Heil et al., 2025). Discussions
regarding shared responsibilities are beneficial for assessing the
progression of autonomy (Pehr-Szeliga et al., 2025). Assessments using
instruments — such as the Readiness for Independent Self-Care in
Adolescents with T1D survey, available in versions for adolescents and
parents, RISQ-T and RISQ-P respectively (Goethals et al., 2020) — are
recommended before the transfer takes place. Shared decision making
can also be visualised for pedagogic purposes, for example using the
model of shared management developed by Kieckhefer and Trahms
(2000). DSNs have an important role in the gradual progression of
autonomy, such as delegating self-management assignments, handling
disagreements between adolescents or EAs and parents, and reducing
conflicts (Pehr-Szeliga et al., 2025).

Several researchers stress the value of interdependence, which involve
co-management, teamwork, and parents and HCPs providing supportive
guidance (Leocadio et al., 2023). Interdependence also emphasises a
relational perspective that extends beyond parents and to the significant
others, peers, and extended family (Leocadio et al., 2023). Feelings of
being in-between are present during emerging adulthood (Arnett, 2024),
reflecting the changes in roles and responsibilities. An interdependent
approach during the transfer to adult care is important as parents and
HCPs are valuable supporters of EAs when they latter engage in the
transfer process (Heil et al., 2025). As adolescents and EAs naturally
become more distant from parents, DSNs provide crucial support, both
practically and emotionally (Pehr-Szeliga et al., 2025). However, the
literature often also highlights independence, generally understood as
full autonomy, as the ultimate goal of self-management responsibilities,
particularly when EAs are transferring from paediatric to adult care
(Leocadio et al., 2023).

Parents often struggle to let go of self-management responsibilities,
even if they believe that it is important to decrease parental involvement
during adolescence and emerging adulthood (Ahmed et al., 2026). After
the transfer from paediatric to adult care, many parents struggle to adapt
to their new roles and express feelings of uncertainty, or believe that they
are not welcome to participate in adult care (Ahmed et al., 2026). In
paediatric care, parental involvement in self-management is not
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guestioned (Bajaj et al., 2026), and EAs often express a desire for
parental involvement to continue soon after the transfer to adult care has
been performed, feeling safe to rely on their parents (Heil et al., 2025).
However, some EAs prefer to demonstrate autonomy in self-
management and navigate healthcare independently, but albeit with
their parents available for guidance (Ahmed et al., 2026; Heil et al.,
2025). When parents are comfortable to stand back, they often then
support EAs in the development of independence (White & Cooley,
2019). HCPs should ideally ask EAs how and when they want their
parents to be involved in self-management and healthcare (National
Institute for Health and Care Excellence, 2016).

Family-centred vs person-centred care

Family-centred care views the family and the person living with T1D as a
unit, and healthcare in turn as affecting all family members (Jolley &
Shields, 2009). In paediatric care, family-centred care is seen as
particularly important during the transition to independence of the part
of EAs (Leocadio et al., 2023; Pehr-Szeliga et al., 2025). All family
members are involved when self-management is integrated into daily life
(de Wit et al., 2022; Draznin et al., 2022; Gregory et al., 2022b). Kneck
et al. (2024) emphasise a family-centred approach that addresses the
needs of all family members. However, family-centred care can be a
challenging approach in the period during which adolescents' and EAs'
naturally separate from parents. In the context of adult care, the family-
centred care can also involve issues relating to confidentiality when
parents are involved in care of their EAs (Mazur et al., 2017).

Person-centred care is described as having three foundational care
routines (Ekman et al., 2021). HCPs are recommended to initiate caring
partnerships by listening and highlighting personal narratives,
integrating the partnership in co-developed health plans, and
maintaining and documenting these plans (Ekman et al., 2021). HCPs
should acknowledge emotions, beliefs, expectations, and goals, and
trusting caring relations are essential (Ekman et al., 2021). In paediatric
care, trusting caring relations are often positively described, depending
on enablers such as diabetes duration (Peters & Laffel, 2011). In adult
care, some experience caring relations as less personal, with too much
focus on maintaining treatment outcomes (Heil et al., 2025) and
addressing diabetes complications, which can be distressing for EAs
(Vitale et al., 2025). Many EAs value trusting caring relations with HCPs
and being approached as equal partners in decision-making (Ahmed et
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al., 2026). Some EAs living with T1D value a trusting caring relation
more highly than the diabetes care itself (Heil et al., 2025).

Transfer from paediatric to adult care

In Sweden, the transfer from paediatric to adult care in generally
performed at age 18. The main condition are age (Swedish Agency for
Health and Care Services Analysis, 2019) and health economic
regulations (Jansson et al., 2025), but other considerations are the
person’s readiness and capabilities (National Institute for Health and
Care Excellence, 2016; Peters & Laffel, 2011). The transfer timing aligns
with the high-risk period of emerging adulthood. The transfer is often
connected to sub-optimal treatment outcomes and self-management and
self-care behaviours, mental-health problems, and loss to follow-up care
for EAs living with T1D (Heil et al., 2025). Purposeful transfer planning
involves early preparations for new roles, responsibilities, approaches,
and care settings (Ahmed et al., 2026). During the transfer process, EAs
should become empowered as regards self-management skills and
autonomy, with continuous support from parents and HCPs (Ahmed et
al., 2026). The transfer from paediatric to adult care can be referred to as
a transfer from family-centred to person-centred care, which can be said
to be a family matter (Meleis, 2010). It is recommended that the transfer
is led by a written care policy that is accessible to all stakeholders (Mazur
etal., 2017).

Transfer guidelines

In the USA and some European countries, several international
transfer guidelines are published. Such guidelines must be flexible so
as to be possible to adapt to the requirements of individuals and their
parents, in terms of personal needs and goals, developmental stages, and
expectations (Mazur et al., 2017). International guidelines recommend
that the transfer is person-centred with respect to viewing the EAs as co-
creators, and highlighting the importance of agreed realistic goals (de
Wit et al., 2022; Gregory et al., 2022a; Mazur et al., 2017; National
Institute for Health and Care Excellence, 2016; Peters & Laffel, 2011).
They generally recommend that adolescents are prepared and supported
in their development of independence in relating to self-management
and progress in healthcare skills before the transfer, through
independent healthcare visits to paediatric care, for example (National
Institute for Health and Care Excellence, 2016; White & Cooley, 2019).
All preparations should ideally start during early adolescence (Mazur et
al., 2017; National Institute for Health and Care Excellence, 2016; White
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& Cooley, 2019), but there is no consensus regarding age. Preparations
should be guided by the adolescent, personal meanings connected to the
transfer and emerging adulthood, and a personal transfer folder, which
gathers together experiences, and resources (National Institute for
Health and Care Excellence, 2016). A transfer care coordinator is
advantageous, providing continuity and collaboration between HCPs in
paediatric and adult care in coordinated care meetings, together with
ensuring family- and person-centred care during the transfer process
(Brorsson et al., 2020; National Institute for Health and Care Excellence,
2016).

Unfortunately, from a national perspective, the general Swedish
guidelines on diabetes care, published by The National Board of
Health and Welfare (2018), do not mention the transfer to adult care.
The Swedish Agency for Health and Care Services Analysis (2019) issues
a report recommending the development of national transfer guidelines,
with key interventions such as a transfer coordinator, improved and
adapted information before and after the transfer, education in self-
management, support for the development of independence, and
coordinated care meetings with involved HCPs from both paediatric and
adult care. The report also recommend that the transfer process should
start early in adolescence and follow stepwise (Swedish Agency for
Health and Care Services Analysis, 2019). In 2025, Swedish clinical
decision support for diabetes in transitional care for young
individuals living with T1D in Sweden (Jansson et al., 2025) was
published by Swedish physicians who specialise in endocrinology. This
information on clinical decisions suggests that transfers should be
structured and adapted to individual factors, relating to self-
management and other life transitions, and managed by a transfer
coordinator (Jansson et al., 2025). The publication focuses on medical
aspects of healthcare for adolescents and EAs during the transfer, and
recommends the use of referral routines, including medical referrals,
and a personal transfer referral folder, where the EAs' own voice can be
heard, and a coordinated care meeting with HCPs from both paediatric
and adult care. However, from my point of view, this clinical knowledge
support system has a, yet important, medical perspective, and | believe
that nursing implications should be added so as to include important
emotional and existential aspects of emerging adulthood in transitional
care. Transfer guidelines should preferably be implemented together
with transfer support programmes supporting EAs, parents, and
significant others (Ahmed et al., 2026).
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Transfer experiences and support programmes

After the transfer, many EAs living with T1D feel unsupported,
abandoned, and disengaged in adult care, as do many parents (Ahmed et
al., 2026; Lv et al., 2025). EAs also sometimes feel lost in the transitions
that occur during emerging adulthood (Heil et al., 2025), and the
burdens of self-management and living with T1D can be barriers to
navigating the new healthcare setting (Leocadio et al., 2023). However,
some EAs describe the transfer as a natural step forwards, and many are
ready to be transferred without targeted interventions (Ahmed et al.,
2026; Lv et al., 2025). Lv et al. (2025) emphasises the importance of
emotional focus and exploring psychological shifts from the perspectives
of EAs in person-centred care during the transfer from paediatric to
adult care. There is evidence that transfer support programmes are
needed to bridge the gaps between paediatric and adult care (Heil et al.,
2025; Soliman et al., 2022). Positive transfer experiences are often
connected to personal connections to peers who provide support during
the transitions that occur during emerging adulthood (Heil et al., 2025).
Several transfer support programmes involve networking with peers,
which provides opportunities to learn from others, share experiences,
and obtain support in the new roles and responsibilities of self-
management (Heil et al., 2025). EAs living with T1D can therefore
benefit from peer support in the initial period of being in adult care (Heil
etal., 2025).

Several different types of transfer support are available to EAs living
with T1D, both before, and after the transfer from paediatric to adult
care. To the best of my knowledge, most transfer support programmes
are paediatric care-based interventions. These programmes focus on
adolescents and EAs, on HCPs, or on service delivery (Ahmed et al.,
2026). Multidisciplinary transfer support models stress
paediatric and adult HCPs collaborating in structured preparation and
planning being shared with all stakeholders, parental involvement is
stressed, peer support is provided in groups, transfer meetings are
cooperative, and there is a transfer coordinator (Zurynski et al., 2023).
In Sweden, STEPSTONES-DIAB transfer programme (Brorsson et al.,
2020; Brorsson et al., 2019; Vallmark et al., 2025) has shown promising
results. This person-centred transfer support programme empowers
adolescents living with T1D to become active partners in health and
diabetes care (Brorsson et al., 2020; Brorsson et al., 2019). A core
component is the implementation of transfer coordinators (Brorsson et
al., 2020; Brorsson et al., 2019). However, this programme exists only
within paediatric care, potentially signalling that the transfer process is
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“done” when the EA is transferred from paediatric care. EAs living with
T1D claim that a foundational care system for coordinated healthcare
and education is needed, and this should continue after the transfer to
adult care, rather than only preparing for the transfer (Heil et al., 2025).
Some transfer support programmes based in adult care exists, for
example the Transition and Patient Empowerment Innovation,
Education and Research (TIER) (2021) in the United Kingdom who runs
the “Ready, Steady, Go, and Hello”-programme for EAs living with long-
term conditions.

In the report “Prepared and seen: Prerequisites in the transfer from
paediatric to adult care” the Swedish Agency for Health and Care
Services Analysis (2019) underscored the need for improvements before,
during, and after the transfer from paediatric to adult care, highlighting
that support in the period after the transfer is as important as support
before. It is important to acknowledge that it can be challenging to
provide targeted support to EAs living with T1D in adult care, since
DSNs provide healthcare for people living with diabetes across a wide
range of ages and life stages. Furthermore, when there is no national
consensus regarding transfer strategies, HCPs can feel uncertain about
what interventions they should adopt (Ahmed et al., 2026). In a review
on the experiences of EAs living with T1D who had transferred to adult
care, Heil et al. (2025) concluded that transfer support programmes
should include three key components: pre-transfer care and preparation,
transfer to adult care, and post-transfer care.
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Rationale

In the Swedish context, access to T1D treatment and supportive
technologies for self-management enables children and adolescents to
become EAs living with the lifelong disease, and to reach their full life
potential. The timing of the transfer from paediatric to adult diabetes
care in Sweden is based on age and not individual readiness, which
reinforces the need for targeted support in the period after the transfer
has been performed. Self-management, adapting to self-care behaviours,
and illness integration during this period have been identified as
particularly complex, and are often not prioritised by EAs. In general,
treatment outcomes are sub-optimal during emerging adulthood,
leading to decreased well-being and diabetes distress. The emotional and
existential aspects of living with this lifelong disease have a major impact
on self-management and well-being, particularly during emerging
adulthood, where multiple transitions occur concurrently.
Unfortunately, when they move into adult care, EAs are easily lost
among the general adult population. Healthcare visits to the diabetes
team are less frequent and there is less continuity compared to in
paediatric care. DSNs are described as central in Swedish diabetes team
due to the support they provide to EAs, but they do not have optimal
organisational prerequisites to communicate efficiently with the EAs.
Further, support from parents, significant others, and friends is valuable
for maintaining and sustaining well-being during emerging adulthood,
but is not a core component of adult T1D care — in contrast to previous
paediatric care experiences. Research regarding the transfer from
paediatric to adult care is mainly based on paediatric care, and focuses
on preparations. Much less is known regarding EAs in adult diabetes
care, meaning that there is a knowledge gap regarding how to support
EAs after the transfer has occurred. Structured transfer programmes
with support models based on adult care are sparse. When | started my
doctoral project in 2021, Swedish guidelines on the transfer from
paediatric to adult diabetes care did not exist, however Swedish clinical
decision support for diabetes in transitional care for young individuals
living with T1D documents were published in 2025 (Jansson et al.,
2025). Despite research on experiences of EAs and parents’ have been
conducted, emotional and existential support is not sufficiently provided
after the transfer.
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AIims

Overall aim

The overall aim of this thesis was to highlight the experiences of and
advocate for improved support for EAs living with T1D and their parents
after the transfer from paediatric to adult care. Studies I-I11 aimed to
explore and describe personal experiences from the perspectives of three
stakeholder groups — EAs living with T1D, parents, and DSNs —, and
Study IV aimed to gather their understandings together and develop a
support model to be used after the transfer to adult care.

Specific aims

l. To explore young adults’ experiences of living with T1D in the
transition to adulthood, including experiences of the transfer
from paediatric to adult care

. To describe experiences of being a parent to a child living
with type 1 diabetes during adolescence and emerging
adulthood, including the transfer from paediatric to adult
care

1. To describe diabetes specialist nurses’ experiences of
supporting EAs living with type 1 diabetes mellitus after the
transfer from paediatric to adult care

V. To gather understanding of stakeholders’ perspectives on
support during transitions and transfer to adult care for EAs
living with T1D, and to develop a support model to be used in
early adult care
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Methods

Methodological assumptions

This is a doctoral thesis in medical science with an orientation towards
nursing research. Ontologically, | adopt a being-in-the-world perspective
(Heidegger et al., 2008), holding that human existence cannot be
approached by separate observers, but is essentially rooted, active, and
engaged with in a meaningful context. This perspective contrasts with
traditional epistemology, which views knowledge as a subject that map
an external object; instead, Heidegger et al. sees understanding as
emerging from our active engagement within the world.

Qualitative design

This thesis consists of four qualitative studies and so, an overall
gualitative design was used. Data were collected via individual interviews
and focus group discussions, and analysed with QCA (Graneheim et al.,
2017; Graneheim & Lundman, 2004; Lindgren et al., 2020) and GT
(Charmaz, 2024). The qualitative design suited the overall aim of
highlighting experiences and improving support, including emotional
and existential aspects. An overview of the studies is presented in Table
1.

Table 1. Overview of the studies

Studies and | Participants Data-collections and periods
methods
I. Qualitative 10 EAs Individual semi-structured interviews,
content analysis | 19—-29 yrs digital (May 2021 to May 2022)
I1. Qualitative 14 parents Individual semi-structured interviews,
content analysis | 47—69 yrs digital (February 2022 to February 2023)
I11. Qualitative 10 DSNs Individual semi-structured interviews,
content analysis | 29—62 yrs digital and face-to-face (May 2023 to
December 2023)
1V. Grounded 8 EAs, 1926 yrs Focus group discussions (June 2024 to
theory 6 parents, 47—69 October 2024)
yrs
5 DSNs, 31—45 yrs
(n=19)
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Settings

The EAs that were interviewed in Studies | and IV had been transferred
from paediatric to adult diabetes care at 18 years old, as mandated by the
Swedish healthcare service. The EAs and, in some cases, their parents
(interviewed in Studies Il and 1V) accessed adult diabetes care in a
variety of Swedish hospitals, located in both rural areas and larger cities.
The research settings were mainly based in Véasterbotten region of
Sweden, and further north. For some of the participants who lived in
rural areas, their nearest hospital was as much as 250 km away. The
specialised diabetes care clinics where the DSNs (interviewed in Studies
111 and worked were also geographically distributed, but the majority
were in Vasterbotten and Vastra Gotaland, where approximately 70-190
EAs living with T1D are treated.

Inclusion criteria

The inclusion criteria for the EAs living with T1D in (interviewed in
Studies I and 1V) were being aged 19 to 29, having been transferred from
paediatric to adult diabetes care, and diabetes duration for a minimum
of one year. The inclusion criteria for parents (interviewed in Studies 11
and IV) were being parents of EAs living with T1D aged 19 to 29 who had
been living with diabetes with a minimum of one year. The inclusion
criterion for the DSNs (interviewed in Studies 111 and 1V) was experience
of supporting EAs living with T1D in adult diabetes care.

Sampling and participants

In total 53 participants were recruited for Studies I-IV via convenience
sampling and purposive sampling. Recruitment of EAs and parents took
place in adult diabetes care, where potential participants who met the
inclusion criteria were supplied with oral and written information by
HCPs. For Study I, the first two EAs living with T1D were recruited via
convenience sampling, and the following eight EAs were recruited via
purposive sampling by HCPs in the diabetes team. The EAs who
participated in Study | asked their parents of whether they had interest
to participating in Study 11, and some contact information was provided,
which led to the recruitment of eight parents via convenience sampling.
The six additional parents in Study Il were recruited via purposive
sampling by a physician in the diabetes team. For Study |11, the DSNs
were recruited via department heads responsible for adult diabetes
teams in Swedish hospitals. Information emails were sent to potential
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participants. In Study 111, ten DSNs were recruited with purposive
sampling. Some of the 19 participants — eight EAs, six parents, and five
DSNs — in Study IV had previously taken part of one of the Studies I, 11
and 111, using the similar sampling paths, described as initial purposive
and theoretical sampling (Charmaz, 2024).

In Study I, the EAs living with T1D were aged 19 to 29 (median 22) with
diabetes durations of 5 to 19 (median 11) years. All had been diagnosed
during childhood or adolescence. The majority had moved away from
their parents’ homes, but two had not. Some had a professional
occupation other were university students. In Study 11, the parents were
aged 47 to 69 (median 53) and had EAs that had been diagnosed with
T1D during childhood or adolescence; they had experience in diabetes
management ranging from 4 to 19 (median 10) years. The majority of the
parents had a professional occupation, but two were retired; in addition,
five worked as HCPs and five had a partner who worked as an HCP. In
addition, one parent had been diagnosed with T1D, and one had a
partner who had been. Seven parents shared homes with their EAs. In
Study |11, the DSNs were aged 29 to 62 (median 43) and had 1 to 18
(median 11) years of experience of professionally supporting EAs living
with T1D in adult diabetes care. In Study 1V, the eight EAs were aged 19
to 26 (median 24), the parents were aged 47 to 69 (median 53), and the
DSNs were aged 29 to 45 (median 41). Some of the EAs had a
professional occupation, and others were university students. The
majority of the parents were working, although one was retired.

Data collection

The data collection started in the spring of 2021 and ended in the
autumn of 2024.

Individual interviews

Individual interviews were performed for Studies I-111, which suited the
purpose of exploring and describing experiences. Individual interviews
were chosen in an effort to ensure that the participants felt safe sharing
vulnerable experiences (Brinkmann, 2022). The interviews were semi-
structured, and interview guides were used. After my first two
interviews, | requested feedback from the interviewed EAs regarding the
guestion topics and my interview technique, which resulted in self-
reflection and improvements in terms of focusing the conversation more
closely on the topics of interest. Interview guides were used to stay close
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to the study aims, but permitted to deep exploring and probing of the
areas that were important to the participants (Brinkmann, 2022).

The individual interviews with the EAs and parents in Studies | and 11
were performed digitally via Zoom. | conducted the digital interviews in
my home office, and the participants were not asked to report their
settings. | noticed by coincidence that two of the parents conducted their
individual interviews while the EA living with T1D whom they cohabited
with was present in the same room. In Study 11, the DSNs could choose
whether to participate digitally or face-to-face. Six DSNs participated in
digitally and four DSNs participated face-to-face while at their
workplaces. The individual interview varied in lengths from 16 to 75
minutes, with a median of 50 minutes in Study I, 48 minutes in Study 11,
and 31 minutes in Study I11. The interviews were recorded, both audially
and visually, and transcribed verbatim. The videos were used to interpret
nonverbal communication that contributed to the underlying meanings
during the transcription phase, and later deleted to ensure the integrity
of the participants. I transcribed all of the interviews conducted during
Studies | and 11 and half of the interviews conducted during Study I11;
the other half was transcribed by the second author of that publication.

Focus-group discussions

Data collection in Study IV was performed through focus-group
discussions. All of the focus groups were held digitally via Zoom. The
data collection suited the purposes of gathering together understanding
and developing a support model. During the focus-group discussions,
participants from three different stakeholder groups — EAs living with
T1D, parents of EAs living with T1D, and DSNs — shared their
experiences and insights. When coordinating the group interviews, we
made sure that EAs and their parents were assigned to separate sessions.
Similarly, DSNs and EAs who had a caring relationship were separated.
The participants were not asked to provide information regarding the
setting in which they digitally attended the focus group. During the
discussions, the participants were asked to turn on their front cameras,
but not all of the EAs did.

During focus-group discussions, the participants share their experiences
and listen to, reflect upon the experiences of, and interact with others, as
part of a synergistic process that lead to insights on a profound and
considered level (Brinkmann, 2022). A semi-structured interview guide
with several topics was used and refined from one session to another. As
an example, the term “digital support” was initially used as a topic for
data collection, but the “digital” component was taken out to so as to
avoid restricting the perspectives. Charmaz (2024) states that the use of
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an interview guide ensures that focus and attention stay on the topics of
interest, while simultaneously allowing open-ended inquiries, and that
this approach characterises GT analysis. The focus-group discussions
varied in length from 70 to 100 (median 80) minutes. They were
recorded, both audially and visually, and transcribed verbatim. The
videos were used during the transcription phase to interpret nonverbal
communication that contributed to the underlying meanings, and later
deleted to ensure the integrity of the participants. The two first focus-
groups were moderated by both me and the first author of the
publication Asa Carlsund, and the last two were moderated by her alone,
since at that time | gave birth to a daughter and went on parental leave.
The data collection was extended with ideas and patterns documented
via memo writing during and after the focus-group discussions in
relation to the analytical process of GT.

Analyses

Qualitative content analysis

In Studies I-I11, we used QCA, based on the work of Graneheim and
Lundman (2004), Graneheim et al. (2017), and Lindgren et al. (2020).
QCA focuses on describing variations in experiences, on various levels of
abstraction and interpretation, within manifest and latent content
(Lindgren et al., 2020). All analytical processes were undertaken an
inductive approach, which focuses on a data-driven search for patterns
by finding similarities and differences (Graneheim et al., 2017).
Interview data and interpretations are seen as co-creations of the
participant and the interviewer; further, the interpretations during the
analytical process are co-creations of the research team and the text
(Graneheim et al., 2017). The analytical processes were not linear, as we
moved iteratively between transcribed interviews, code sorting,
interpretation, and abstraction (Graneheim et al., 2017; Graneheim &
Lundman, 2004; Lindgren et al., 2020).

All of the phases of QCA made use of both de-contextualisation and re-
contextualisation (Lindgren et al., 2020). During the de-
contextualisation phase, the interviews were read several times to obtain
an overview. Later, they were read line by line and divided into meaning
units. These meaning units were condensed based on content and given
codes, preserving the meaning. During QCA processes, we kept the codes
longer and closer to the texts. During the re-contextualisation phase, the
codes were contrasted and organised into groups based on similarities
and differences to create categories (Study 1) or subthemes (Studies II
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and I11), which were further abstracted into themes. Finally, a main
theme was interpreted that covered all relevant data in all of the studies.
The processes and the movements back and forth were carried out in
collaboration with the research team and discussed during digital
consensus meetings, until all research members agreed on the final
results. The QCAs were performed in Swedish; translation to English
started when the final overviews were agreed on, and the writing of the
results sections started.

The results produced in Study I, that underwent QCA and the inductive
analysis leaned more towards detailed transcriptions of manifest
content, and the codes were sorted into categories. | classify the results
on a lower abstraction level as well as a lower interpretation level
(Graneheim et al., 2017). In Study I1, both the interpretation and
abstraction levels were higher, but the analysis was still relatively close
to the text and described subthemes. The subthemes involved higher
interpretation levels of latent content (Graneheim & Lundman, 2004). In
Study 111, the interpretations and level of abstraction were lower. This
can be explained by the study's aim of describing the support provided
by DSNs, compared to experiences of living with a lifelong disease.

Secondary analysis

Following the completion of all of the studies, | performed a secondary
analysis of the results of Studies I-1V, inspired by QCA. This was
synthesised into the support guidance Transition-friendly support after
the transfer to adult diabetes care, which was intended to help DSNs
support EAs living with T1D and their parents. To reach a sufficiently
comprehensive understanding, | started by highlighting all of the
categories, subthemes, themes, and main themes from Studies I-1V and
approached them as “codes”. These codes were compared, sorted, and
clustered into categories that were interpreted as key areas in the
overarching main theme Transition-friendly support after the transfer
to adult diabetes care. In the next step, | re-visited the codes (the
categories, subthemes, themes, and main themes) in the studies that this
thesis is based on. The gathered experiences were further interpreted,
abstracted, and arranged, highlighting processes, structures and
contents that related to the stakeholders’ perspectives. In the last step,
the key areas and experiences were further synthesised. The synthesis
was discussed and revised in collaboration with my supervisors. The
support guidance Transition-friendly support after the transfer to adult
diabetes care is aimed to be used foremost by DSNs, but can also be
useful to other HCPs in diabetes teams in supporting EAs living with
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T1D and their parents after the transfer from paediatric to adult care has
been performed. The support guidance integrates emotional and
existential aspects and highlights reconciliation processes in T1D. The
synthesis is reported in the results section.

Grounded theory

In Study IV we used constructivist GT method based on the work of
Charmaz (2024). This acknowledges the involvement of the researcher in
the construction and interpretation of the data. The method was iterative
and abductive.

We made efforts to learn about the participants’ views, actions, and
perspectives (Charmaz, 2024), and gathered rich data over the course of
several sessions. We wrote memos continuously; this increased the level
of abstraction of our ideas, and encouraged us to stop, focus, compare,
reflect, and engage in critical observations of our preconceptions. We
line-by-line coded the transcribed texts and the memos and interpreted
and labelled the data with initial codes that were data-grounded. During
the initial coding, we were open to all potential theoretical directions.
The theoretical integration began when the initial codes were abstracted
to produce focused codes. GT prompted us to interact with the data over
and over again. The initial coding also allowed us to find gaps in the
data, leading to follow-up questions regarding how support could be
delivered and received. The initial codes were compared with the
transcribed texts, revised, and later developed into focused codes at a
deeper analytical and theoretical level.

The second coding phase involved focused coding (Charmaz, 2024).
Focused codes were related to one another in the theoretical directions
that emerged: for example transition and transfer being considered to be
early were placed in a core category when we analysed the first focus-
group discussions. We synthesised and conceptualised the data.
Comparison of the initial and focused codes led to the creation of
categories, and we continuously compared the codes with the
transcribed texts, on the basis that Charmaz argues that this clarifies the
theoretical centrality. The theoretical centrality of transitions connected
to the transfer from paediatric to adult care led to further exploration of
the connected ideas and categories through additional theoretical
sampling. The focused coding revealed patterns, such as the need to
focus on processing emotions and existential meanings in support
during emerging adulthood. The categories that emerged were later
organised into properties and dimensions, which Charmaz states can be
referred to as connecting emergent strategies and links that clarify the
understanding of the data.
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We engaged in theoretical sampling to organise the focused codes into
emerging categories, and continued to collect and analyse data
(Charmaz, 2024). We re-evaluated, revised, and added questions to the
interview guide during the process. For example, questions on managing
supportive technologies and smart applications were added. We
continued to explore issues, patterns, and ideas, as the focus-group
discussions allowed us to ask questions from different perspectives.
During the theoretical sampling, the relationships between the
categories became more robust, the focus narrowed, we identified
variations in processes, and the logical links between the four key
properties of the support model were elaborated. The theoretical
sampling stopped when no new categories emerged and the categories
were saturated with data. We assessed the categories as robust and
concluded that the established properties described the patterns in our
data; on that basis, saturation was achieved when we had defined and
explained relationships, and variation in and between categories.

During the theoretical sorting, we categorised the properties, and we
compared categories on a more abstract level (Charmaz, 2024). We also
arranged the properties and dimensions within the model in a figure,
and elaborating several ideas diagrammatically. In addition, we
organised the properties and dimensions in a table to provide an
overview of the structures. We constructed and wrote a theoretical
framework describing the needs of EAs living with T1D and those of their
parents after the transfer from paediatric to adult care. The process of
writing the theoretical framework involved back-and-forth movements,
and several versions of the draft were created as a results of discussions
with the research team. The “Transition-friendly transfer to adult care
model” based on gathered understandings of support, was developed for
use in the early stages of adult care for EAs living with T1D.

Trustworthiness

Deliberations regarding the applicability of QCA include reasoning on
the credibility, dependability, and transferability of the method and
results to ensure trustworthiness (Graneheim et al., 2017; Graneheim &
Lundman, 2004; Lindgren et al., 2020). Regarding credibility in
Studies I-I111, we recruited groups of participants with a wide range of
ages, diabetes duration; there was also variation in terms of gender,
geographical location, occupation, and work experience in the case of
DSNs. All of the participants in Study 11 were females, however. All of
the participants had experience of T1D in emerging adulthood and
support. Whether there is an optimal number of participants to include
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in qualitative research is a topic of discussion; and Graneheim et al.
(2017) believe that any such assessment should be made during the
process, and not beforehand. We concluded that there was considerable
variation in experiences when new categories and subthemes stopped
emerging in the re-contextualisation phase. We presented the most
probable interpretations of meaning of the experiences that the
participants described (Graneheim & Lundman, 2004). Additionally, as
regards the synthesis of all of the results inspired by QCA; the
elaborations on credibility are connected to the reflections on Studies I—
111 since the purpose was to achieve a comprehensive understanding of
the overall results via a secondary analysis, rather than based on new
interview data. My supervisors and | agreed regarding the presentation
of all of the results in the synthesis. Individual interviews were felt to be
appropriate for describing variation in experiences (Studies I1-I11). We
considered factors that improved the dependability of our method and
results. All of the research team members had pre-understandings of
living with diabetes in emerging adulthood and support. These were
thoroughly discussed both before and during the processes of analysis
and reporting the results. We reflected on the risks and benefits of
widespread pre-understandings, and acknowledged that results can
always have multiple meanings (Graneheim & Lundman, 2004). All
codes were kept relatively long and close to the transcribed texts in the
de-contextualisation phase, in order to prevent over-interpretation
(Lindgren et al., 2020). Experiences are complex and overlap with other
experiences, which means that it is not possible to construct exclusive
categories or subthemes without overlap (Graneheim & Lundman, 2004;
Lindgren et al., 2020). All experiences, despite sense of proportion, were
considered equal and presented with quotations in the results.
Additionally, as regards the secondary analysis, which was inspired by
QCA,; the elaborations on dependability were also connected to these
reflections. My pre-understandings during the secondary analysis were
continuously discussed. We also ensured trustworthiness by reflecting
on the transferability of our methods and results (Studies I-I11). We
provided detailed descriptions and rationales for our decisions
concerning the procedures, in order to give readers means to evaluate
whether the results are transferable to other contexts (Graneheim &
Lundman, 2004). This also concerned the secondary analysis, which was
inspired by QCA, and regarding which | provided information relating to
my decisions.
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The application of GT involved reasoning regarding the credibility,
originality, resonance, and usefulness of the method and results
(Charmaz, 2024). Regarding credibility, we recruited participants with
diverse background characteristics. We further collaborated within the
research team on systematic comparisons of interview data, properties,
and dimensions to ensure a logical link throughout the analytic process
and data coverage in the results. Research regarding the transfer to adult
care for people living with T1D generally focuses on paediatric care, and
preparations. Study 1V focused on stakeholder perspectives on support
after the transfer to adult care and provided new insights, e.g., the focus
on emotional and existential processing, thereby adding originality.
With regard to resonance, quotations were used to illustrate the
connection between individual and collective experiences of support.
Both collective and individual experiences were reported. The
“Transition-friendly transfer to adult care model” acknowledges
importance of support for EAs living with T1D and their parents in the
early stages of adult care as a vital component of transitional care,
indicating the usefulness of the research.

In Studies 1-1V, the consolidated criteria for reporting qualitative
research (COREQ), consisting of a 32-item checklist (Tong et al., 2007)
was used to strengthen the reporting of the results. This led to
improvements in terms of extra information being added in the
manuscripts, ensuring trustworthiness. In the discussion section,
additional methodological considerations are provided.
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Ethical considerations

This section describes the ethical approval and standards that
constituted the foundation of this research, as well as the assessment of
the possible risks and benefits of the research for the participants. The
main concerns regarding the data-management plan used and its
relation to the Findability, Accessibility, Interoperability, and Reuse
(Cengiz et al.) principles are discussed. Finally, my use of Al, in the form
of a large language model, is declared and reflected upon.

Ethical approval and standards

All of the studies in this thesis received ethical approval from the
Swedish Ethical Review Authority (Dno 2021-02873 for Studies I, 11 and
1V; Dno 2023-03027-01 for Study I11). All of the participants provided
written informed consent. The studies were conducted in line with the
ethical standards of the World Medical Association’s Declaration of
Helsinki (World Medical Association [WMA], 2014). Important ethical
principles such as provision of information about the study’s purpose
and possible risks and benefits, and ensuring that the participants were
aware that they were free to end their participation at any time, were
conveyed to the participants. No participants chose to end their
participation. It is crucial to treat research participants, their lifeworlds,
and their interview situations with respect (Charmaz, 2024).

Risks and benefits

The most prominent possible risks for EAs and parents who participated
in the studies was discomfort during the interviews. Several parents
shared strong emotions and cried. | reflected on my approach during
Study I and attended a course on research ethics, and as a result asked
participants who had shared strong emotions during Study 11 to reflect
on their participation at the end of the interview. All of the participants
stated that it felt great to speak about their experiences, and that they
were happy to have shared their experiences, and contributed to
advocating for improved support for EAs and other families. The study
information letters included contact information for HCPs outside the
research team, who could provide emotional support if needed. All of the
participants were pseudonymised to protect their identities and
integrity. We made a decision not to share the data supporting the
results for ethical reasons and to safeguard the integrity of the
participants, and statements to this effect are included in the articles.
This decision was made out of respect for the EAs and parents who
participated in the studies. The benefits for the participants of

43



contributing their experiences outweighed the risks. The Ethical Review
Act (Swedish Code of Statutes, 2003:460) and the General Data
Protection Regulation (European Union, 2016) highlight the importance
of speaking to participants about efforts to protect their confidentiality
and integrity. However, it was not possible for the participants to be
anonymous during the studies.

The possible risks for DSNs included participation adding work-related
stress due to the heavy workload in Swedish diabetes care. There was
also a risk of feeling professionally criticised, especially during the focus-
group discussion (Study 1V). The research team sent follow-up emails to
a group of DSNs whom the moderators suspected may have felt criticized
during a discussion, but we did not receive answers. Charmaz (2024)
stresses the importance of being aware of questions that might elicit
participant distress. Further, we reflected on the possibilities of
department heads influencing whether the DSNs participated or not. The
possible benefits to the DSNs outweighed the risks. According to the
research team members, HCPs are generally pleased to contribute and
efforts to improve healthcare and support. It is important to have one’s
voice heard, and it can be motivating to highlight potential development
areas. We estimated the risks of emotional discomfort during the
interviews as low in Study 111, since the DSNs shared their experiences
from a professional perspective.

Data-management plan and the FAIR principles

| created a data-management plan through careful reflection on ethical
considerations; this concerned, for example, confidentiality when
collecting data via video communication, documentation, storage of
research material, and taking operational responsibility for the data. It
takes time and effort to prepare and structure data and supplementary
materials (Jones, 2011). The documentation connected to the studies
extended beyond transcripts. Sensitive information was shared with
research team members via secure digital services at Umea University.
The data-management plan gave structure to the complexities
concerning research regarding human experiences.

The FAIR principles help researchers to reflect on practices relating to
digitally publishing and the principles concern findability, accessibility,
interoperability, and reusability (Wilkinson et al., 2016). They argue that
the principles do not simply concern data, but practices, norms, and
work structures that lead to data and supplementary materials. | have
applied the four FAIR principles to my research results. In order to make
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the results findable, | made efforts to describe the (meta)data that
describe the data; the data is assigned a globally unique identifier, and it
is findable in a searchable resource. With regard to accessibility, the
protocols (for both the manuscripts and, in some journals, the peer-
review processes) are open, free, and universally implementable. |
believe that it is an ethical statement to publish results with open access
and make them available to everyone. In Sweden, most higher-education
institutions have open digital archives, which is positive, but the public
should also have access (The Swedish Research Council, 2023). Open
peer-review processes provide transparency in terms of the ethical
aspects of publishing results. To be interoperable, we used English as
the language for knowledge representation, and the scientific articles
include references. As regards reusability, the (meta)data are described
with domain-relevant standards, which in my case relate to qualitative
research using QCA and GT. When looking ahead and taking an
international perspective, a structured data management plan and
mindful decisions regarding the use of digital resources can benefit the
academic community at large (Wilkinson et al., 2016).

Artificial intelligence and large language models

In this section, I disclose my use of artificial intelligence (Al) during my
work on this thesis. For Studies | and 11, we employed a professional
English language editor to review and improve the grammar and
readability of our manuscripts before publication. For the Studies 111 and
IV, we used the large language model Grammarly® for this purpose. The
professional editor helped us to sort out possible misconceptions, and
asked valuable questions for clarification. However, the employment was
provided with delay and economically burdensome compared to the free
version of Grammarly® which provides writing assistance in an instant.
When writing this thesis, | used Grammarly® while writing, but | also
sent the final version to a professional language editor. In my work, Al
was only used to assist in writing; it was not used to perform other
scientific assignments, such as creating content for interpretation,
abstraction, or drawing conclusions. Today, some researchers use Al to
assist in the process of transcribing interviews, but I did not. The time-
consuming work of transcription had a positive impact, in terms of
helping me to obtain a comprehensive overview of the data. In line with
recommendations from The Lancet’s (2026) information for authors and
the Karolinska Institute’s advice to doctoral students (Karolinska
Institute, 2025), I disclose my use of Al, in the interest of transparency
and accountability. Large language models can be used to refine well-
written texts, but it is crucial to edit carefully and word by word to
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ensure that one important concept is not exchanged for a more
commonly used word (Karolinska Institute, 2025). Al should only be
used with human oversight and under human control (The Lancet,
2026). Hereby, | take full responsibility for the text that constitutes this

thesis.
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Theoretical frameworks

In this thesis, the theoretical frameworks of self-management (Barlow et
al., 2002; Kralik et al., 2004) and self-care behaviours (Kolb, 2021) have
been used in the background. The theoretical framework of transition
theory (Meleis, 2010) was significant when exploring the literature on
T1D experiences during emerging adulthood, thereby introduced in the
background and further explored in the discussion section. Through out
the analytical processes and the synthesis of the results an additional
framework — reconciliation (Eriksson & Gustafsson, 2022; Gustafsson,
2008) — became prominent and is therefore discussed in relation to the
results in the discussion section. All of the qualitative analyses began
inductively, and the theoretical connections emerged later.

Transition and reconciliation

Transition theory (Meleis, 2010) was used prominently in all results of
the studies (I-1V), and the synthesis of the results. Transitions are, as
stated by Meleis (2010), multidimensional. Transitions involve changes,
periods of time, critical events, engagement, and awareness. There are
circumstances attached to transitions that should be recognised, such as
preparations, knowledge, individual conditions, attitudes, meanings,
cultural beliefs, and social networks. It is recommended that the
importance of transition is acknowledged by HCPs.

The results of Studies 1-1V, and the synthesis of these were also related
to the concept of reconciliation (Eriksson & Gustafsson, 2022;
Gustafsson, 2008). In 2008, Lena-Karin Gustafsson published her thesis
exploring reconciliation in relation to caring, health, and suffering.
Gustafsson presents a deep understanding of how long-term diseases
affects existence of individuals as well as how caring for people living
with lifelong diseases affects carers. Reconciliation can be explored as a
reconstruction of self, as a process that starts with improvements in the
inner world of feelings and thoughts, and later results in reconciliation
with the outer world. Eriksson and Gustafsson (2022) further illustrate
reconciliation processes in relation to living with diabetes and being
treated with insulin. They describe the process as losing one’s foothold
momentarily before adjusting and experiencing hope again.
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Results

In this section, | provide short summaries of the main results of each of
the four studies, as well as a synthesis of all of the results is presented.

EAs were dreaming of being nurtured towards
self-reliance

Study I found that EAs living with T1D were dreaming of being
nurtured towards self-reliance. The EAs struggled to find balance in
daily life, dealt with feelings of being different, were supported to
gradually achieve independence, and wished to be treated as unique
people in healthcare during emerging adulthood and the transfer from
paediatric to adult care.

The struggle to find balance in daily life involved a life-changing
disease onset and a major family transition. Living with T1D during
emerging adulthood was not always straightforward. They reflected on
the transition to becoming an EA, and perceived it as a much larger step
retrospectively. There was a lack of preparation for emotional
consequences and geographical healthcare collaboration, and frustration
when many things in life happened at once. A major transition was
moving from the parental home. The future was both light and dark, as
hopeful thoughts were mixed with anxiety.

The EAs dealt with feelings of being different. They compared
themselves to others. The social environment marked them as different.
They were challenged drinking alcohol, but prioritised the social benefits
before diabetes. They were ambivalent regarding being open about living
with T1D and tended to hide it and make efforts to be “normal” in new
social environments. They were marked as “ill” by wearable supportive
technologies. They struggled to make peace with themselves living with
the lifelong disease and described reconciliation struggles when trying to
integrate T1D into their daily lives. They wanted to become the “owner”
of the disease and tried to be kind to themselves.

The EAs were supported to gradually achieve independence.
Early responsibility for self-management was highlighted. They
occasionally imposed responsibility on parents and anticipated being
totally independent in adult care. They felt secure with the familiar after
years of dealing with the responsibilities. Supportive technology was felt
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to enhance well-being, but it also brought issues. The EAs lacked smart
applications for diabetes management. They were naturally separated
from their parents but still needed support. They tried to break free from
their parents when they felt controlled by them. Peer supportin
community networks was felt to be powerful.

The EAs wished to be approached as unique people in
healthcare. The transfer between paediatric and adult care was abrupt
and disappointing. Practical preparations were prioritised. Discussions
on expectations and maturity were lacking. The EAs asked for slow and
gradual transfer, and often received standardised treatment despite
having individual needs. The significant differences between paediatric
and adult care related to approaches, empowering environments, and
interventions when experiencing sub-optimal treatment outcomes.
Individualised care and continuity were key concepts in trusting caring
relations. For some EAs, a lack of trusting caring relations in adult care
led to emotional discomfort and false illness acceptance when they tried
to suppress their feelings.

Table 2. An overview of the results of Study |

Main theme

Themes

Categories

Dreaming of
being nurtured
towards self-
reliance

Struggling to find
balance in daily life

Life-changing disease onset.
Not always straight forward.

Hopeful and challenging future.

Dealing with
feelings of being
different

Not like everyone else.
Ambivalence regarding
openness.

Efforts to make peace with
oneself.

Being supported to
gradually achieve

Early responsibility for self-
management.

Security with the familiar.
Separations from family

independence members but still in need of
support.
Wishing to be Abrupt transfer between clinics.

approached as a
unique personin
healthcare

Standardised treatment despite
individual needs.

Importance of trusting caring
relations.
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Parents were struggling with loss of control and
slowly loosening the ties in the close parent-child
relationship

Study Il found that the parents of EAs living with T1D were
struggling with loss of control and slowly loosening the ties in the close
parent-child relationships. The parents gradually reconciled with the
illness that had turned their worlds upside-down and made efforts to
become close-knit family teams. They relinquished the priorities of
supervision and instead cherished the relationships that they had with
the EAs, along with processing that the EA fled the nest. They felt
abruptly cut off after the transfer to adult care.

The parents gradually reconciled with the illness that turned the
world upside down. They wondered why this happened to them and
were deeply moved by existential trials. They invested a lot of resources
to “normalise” family life with integrated disease management. They re-
evaluated the situation over time, and some had even forgotten what a
life without diabetes was like.

They made efforts to become close-knit family teams. They tried
to be sufficient for all family members, but were self-critical and felt
guilt. They tried to act strong when somebody else in the family was
weak. For some, portraying themselves as acting content while they
carried emotional burdens even led to absence from work. Disease
management interfered with the parents’ own relationships. They
willingly shared and compared experiences with others in paediatric
care, but this did not always lead to shared understanding.

The parents relinquished the priorities of supervision in disease
management and instead cherished the relationships with the
EAs. They struggled to initiate discussions regarding burdens and tried
to be good parents during emotional storms, which was prominent
during puberty. They were continually on guard despite revolutionary
supportive technology. They demanded personal and emotional feedback
from the EA if they were allowed to view shared blood glucose data. They
tried to respect the EA’s integrity. They balanced showing concern
avoiding being perceived as supervising. They struggled to understand
that the pleasures of emerging adulthood outweighed the demands of the
disease, especially when the EAs travelled.
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The parents processed that the EAs fled the nest. They had to
reconcile with the EAs' own choices of lifestyles. For some, the idea of
not letting the disease be a limitation in life conflicted with perceiving
EAs as taking too many risks. They struggled to stand back and hand
over responsibility. They wanted to be like shadows that followed the
EAs. They made sure that the EAs received support via community
networks when the EAs changed social environments.

The parents felt abruptly cut off by healthcare during the
transfer from paediatric to adult care. They missed the long-term
caring relations from paediatric care, and wanted to meet the new HCPs.
The parents lost their personal impact after being included and involved.
They anticipated not being involved in adult care. They wanted HCPs to
consider the EAs' individual conditions. The timing of being transferred
at 18 years old was a sign to them to “let go” of their children.
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Table 3. An overview of the results of Study 11

Struggling to
accept the
loss of
control and
slowly
loosening the
ties in the
close parent-
child
relationship

world upside
down

Main theme Themes Subthemes
Gradually
reconciling ) .
with the illness Wondering why this happened.
that was “Normalising” family life and re-
. evaluating the situation over time.
turning the

Making efforts

Trying to be sufficient for all family

to become a members.
close-knit Acting strong when somebody else is
family team weak. _ _
Sharing and comparing experiences
with others.
Striving to be good parents during
Relinquishing emotional storms.

the priorities
of supervision

Continually on guard despite
revolutionary supportive technology.
Learning to respect the emerging

and !nsFead adults’ integrity.
cherishing the | Understanding that the pleasures of
relationship emerging adulthood outweigh the
demands of the disease.
. Reconciling with the adolescents’ own
Processing choice of lifestyle.
that the Struggling to stand back and hand
emerging adult | over the responsibility.
is flying the Making sure that the emerging adults
nest get social support in community
networks.
Feeling
abruptly cut I\/!issing long-term carir_1g relations
off by W|th_ healthcare p_rofessmnals. _
healthcare Losing personal impact after being
; included and involved.
during the Wanting healthcare to consider the
transfer to emerging adults’ individual conditions.
adult care
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DSNs had ambitions to optimise individual
support but with hands tied by structural barriers

Study 111 found that the DSNs working in adult diabetes care had
ambitions to optimise individual support but with hands tied by
structural barriers, when they supported EAs living with T1D after the
transfer from paediatric to adult care. They concentrated on the
individual and the caring relation with them, and emphasised long-term
objectives in self-management support while struggling with obstacles
providing accessible care.

The DSNs concentrated on the individual and the relationship
when they supported EAs in adult care. They explored the people behind
the diseases and their perspectives on living with T1D. They made efforts
to build trusting caring relations in a welcoming environment. They tried
to adapt care to individual needs, with efforts to gather information via
evaluations. Related to the first meeting in adult care, they either
reviewed medical records rigorously or viewed the EAs as clean slates.
They struggled to involve significant others wisely. Parental involvement
was viewed as beneficial, but there was conflict due to situations where
parents found it hard to let go.

The DSNs emphasised long-term objectives in self-management
support. They struggled to show patience and understanding, while
simultaneously motivating EAs towards more optimal treatment
outcomes. DSNs made efforts not to blame or lecture. They instilled
future hope and paid attention to positive factors. Their personal feelings
were affected in cases where EAs really struggled to live with their
diseases. They supported the development of gradual independence and
evaluated levels of parental support and EA maturity. The importance of
continued support was emphasised in relation to the multiple transitions
characterising emerging adulthood.

The DSNs were struggling with obstacles to providing accessible
care. They managed the distance from paediatric care and felt like they
were staring uphill. They aimed to improve the collaborations but
struggled with limited availability. They dealt with organisational
challenges in taking care of more patients than recommended leading to
ethical challenges. They lacked education in mental health and
experienced deficiencies within multiprofessional teams. The DSNs
attempted to implement updated contact pathways, but were restricted
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by regulations. They wanted to provide availability to send direct
messages, as well as offer drop-in office visits and after-hours care.

Table 4. An overview of the results of Study 111

Main theme

Themes

Subthemes

Ambition to
optimise
individual
support but
with hands
tied by
structural
barriers

Concentrating
on the

Exploring the person behind the disease.
Building a trusting, caring relationship.

individual Adapting care to individual needs.
andthe Involving significant others wisely.
relationship

Emphasising

long-term

objectives in
self-

Showing patience and understanding.
Instilling hope for the future.
Supporting gradual independence.

management

support

Struggling Managing the distance from paediatric
with obstacles | care.

to providing Dealing with organisational challenges.
accessible Attempting to implement updated
care contact pathways.
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The “Transition-friendly transfer to adult care
model”

Study IV gathered understandings of support during transitions and the
transfer from paediatric to adult care from the perspectives of three
stakeholder groups: EAs living with T1D, parents, and DSNs. The
“Transition-friendly transfer to adult care model” is based on this
gathered understanding, and designed to benefit EAs living with T1D
and their parents after the transfer, in the early stages of adult care, and
to be used by DSNs as well as other HCPs. This model of support is
adaptive. By adaptive, meaning that the key properties can be adapted to
suit the individual needs of the EA.

The model has four key properties (Figure 1). The stakeholders
reported a fundamental need to integrate transition aspects into the
transfer processes. Flexible and person-centred care needs to be
focused on individual clinical resources, long-term caring relations, and
adapted self-management support. The stakeholders emphasised
emotional and existential attention, relating to constantly
navigating emotional demands, the assisted development of
independence, and the availability of peer-mentorships. These two key
properties concerned support at an internal and interpersonal level. A
need for a uniform and comprehensible organisation was also
highlighted with understandable care structures, geographical equity,
and overlap between clinics. Additionally, the stakeholders required
accessible everyday communication through convenient chat
forums, user-friendly online resources, and continuous technical
support. The latter two key properties concerned support at a
healthcare-service level.
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+ Individual care resources
» Longterm caring relations

+ Adapted self-management
support

Flexible and
person-centered
care

+ Constantly navigating
emotional demands

+ Assisted development
of independence

+ Offered peer-mentorships

Emotional and
existential
attention

Transition-friendly transfer to adult care

Accessible
everyday
communication

» Convenient chat forums
+ User-friendly online resources
+ Continuous technical support

Uniform and
comprehensible
organisation

+ Understandable care
structures

+ Geographical equivalence

+ Overlap between clinics

Figure 1. The “Transition-friendly transfer to adult care model”, based
on gathered understandings of support from the perspectives of three
stakeholder groups: EAs living with T1D, parents, and DSNs.
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The support guidance Transition-friendly
support after the transfer to adult diabetes care

The synthesis of all of the results led to the production of the support
guidance Transition-friendly support after the transfer to adult
diabetes care, intended to be used by DSNs, and other HCPs in the
diabetes team who support EAs living with T1D and their parents after
the transfer has been performed. The support guidance integrates
emotional and existential factors relating to transitions that impact self-
management during emerging adulthood, and highlights reconciliation
processes in T1D. The emphasis on reconciliation processes in T1D
during emerging adulthood after the transfer from paediatric to adult
care was derived the results of all of the studies, both in overview and in
relation to the groups of stakeholders. Regarding reconciliation
processes in T1D, EAs living with T1D and parents (Studies | and I1)
experienced existential trials following being diagnosed, regarding
iliness integration, in relation to reconciling with new roles in self-
management. DSNs (in Study I11) made efforts to see the person behind
the disease, demonstrated patience and understanding, and tried to
instil hope for the future during emerging adulthood, all important parts
of reconciliation processes. In the “Transition-friendly transfer to adult
care model” (Study 1V), emotional and existential attention was
underscored with a key property. The support guidance Transition-
friendly support after the transfer to adult diabetes care, described
below, is important since | believe that such support can strengthen self-
management, illness-integration, and well-being via highlighting
reconciliation processes in T1D.

The support guidance Transition-friendly support after transfer to
adult diabetes care synthesises all of the results of this research. The key
areas — Comprehensible and bridge-building care structures, Assisted
development of independence, Flexible and person-centred approach,
and Attentiveness to reconciliation and existential processing — are listed
in Table 6 and depicted in Figure 2. These were viewed as essential by
both EAs living with T1D, parents, and DSNs.
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Comprehensible
and bridge-
building care
structures

Attentiveness to

Assisted

P Transition-
:ﬁg?;?sltlggtc;:l Sfriendly development of
support independence

processing

Flexible and
person-centred
approach

Figure 2. The key areas in the support guidance Transition-friendly
support after the transfer to adult diabetes care, intended to be used by
DSNs supporting EAs living with T1D and their parents.

Provide comprehensible and bridge-building care structures

In the support guidance Transition-friendly support after the transfer
to adult diabetes care, providing comprehensible and bridge-building
care structures is highlighted as a key area.

HCPs need to help EAs prepare for the transfer and discuss the
differences between paediatric and adult care with them. EAs and
parents commonly describe great differences and contrast the new care
structures and approaches. The transfer is often described as abrupt, and
can be emotionally demanding. Swedish transfer guidelines covering
practical, and emotional aspects, are requested. Overall, preparation and
perceived differences impact experiences of adult diabetes care. DSNs
should elaborate on important parental involvement during this
overwhelming period, to provide calm and safety. DSNs describe
situations where they are struggling uphill trying to meet expectations
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stemming from paediatric care, and to support parents who feel abruptly
cut off or anxious about exclusion after the transfer. The view of the
transfer as abrupt can be contrasted with DSNs, who can provide a step
forwards with opportunities for a new start; several EAs describe feeling
empowered by the new approach. DSNs should recognise that EAs and
parents may have different transfer experiences.

DSNs have to develop strategies for extended collaboration with
paediatric care, building bridges via structured transfer meetings with
HCPs in paediatric and adult care, with parents, and with significant
others. To further improve collaboration, EAs should be involved in
evaluating the transfer process structurally. In Sweden, the transfer is
generally performed at age 18, but HCPs should preferably consider what
timing would be ideal for the transfer for each individual. A fixed age can
be problematic, as responsibilities and independence are not age-
dependent. On the other hand, most EAs still live in their parents’
homes, which implies having access to parental support at this age.
HCPs should help to facilitate an extended and gradual transfer. From
the perspective of society, multiple relocations are common during
emerging adulthood, and DSNs should address inequalities in the
national standard of care for EAs. There is a lack of national
collaboration, with several EAs describing cancelling healthcare visits
and thus being lost to follow-up after the transfer. A major challenge in
adult diabetes care is inefficient information exchange between clinics,
causing further inequality.

Assisted development of independence

In the support guidance Transition-friendly support after the transfer
to adult diabetes care, the assisted development of independence is
highlighted as a key area.

DSNs should according to the results facilitate skill development in
gradual steps. EAs living with T1D need support to gradually achieve
independence, considering factors such as age, diabetes duration,
maturity, and parental involvement. Distribution of T1D-related
responsibilities among family members needs to be addressed, and
independent healthcare skills need to be highlighted. The assisted
development of independence extends beyond the mentioned factors,
and DSNs should help EAs to dare to believe in themselves and to build
their overall confidence. Notably, DSNs describe a shift in perspectives
on parental involvement in adult diabetes care, in terms independence
not being a quality that is automatically conferred on people when they
reach the age of 18. EAs are legally viewed as adults but not always
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perceived as adults — by themselves, their families, and DSNs. EAs seek
recognition, and DSNs need to acknowledge the emerging adult. One
possible avenue for this is separate health services for EAs.

During emerging adulthood, DSNs must support both EAs and parents
to reconcile with new roles and responsibilities. Close parent—child
relationship ties are loosened, and parents often struggle to accept the
loss of control. DSNs should recognise these transitional processes, since
family dynamics impact EAs. When EAs are encouraged to develop their
independence, parents are encouraged to stand back. DSNs should
therefore involve significant others sensitively; and close friends for
example. Several parents struggle with handing over responsibilities, but
not all, stressing the importance of providing support that corresponds
to the unique dynamics of each family. Parental participation in adult
diabetes care is encouraged, but the privacy of EAs is always prioritised.
DSNs should make efforts to gain parental trust and acknowledge their
burdens. Furthermore, DSNs ought to recognise the emotional factors
and privacy issues involved in the use of supportive technologies.
Supportive technologies play a significant role in the development of
independence. However, the data generated goes beyond mere statistics,
and there is an emotional burden that must be acknowledged. In
addition to shared statistics and alerts, parents seek personal feedback
from EAs, which often leads to discussions regarding privacy that should
be addressed by DSNSs.

Flexible and person-centred approach

In the support guidance Transition-friendly support after the transfer
to adult diabetes care, a flexible and person-centred approach is
highlighted as a key area.

It is important to respect the person behind the disease in support
efforts, using a flexible and person-centred approach. This can involve
asking about their interests, vulnerabilities, and challenges, exploring
their views, and healthcare experiences. DSNs need to implement
strategies that move away from standardised treatment and towards
personalised support since EAs living with T1D describe standardised
treatment despite having individual needs. DSNs should explore the
knowledge, strengths, individual circumstances, needs, and goals of EAs.
Further, DSNs should create trusting caring relations, a sense of equal
power, and a welcoming atmosphere. In adult care, frequent healthcare
visits in the first year are crucial for future care. DSNs can build trust by
creating relaxed atmospheres, sharing personal details, encouraging
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open discussions, and patiently waiting for EAs to express their
opinions.

DSNs must be more flexible when communicating. EAs need more
flexible healthcare communication options, as traditional phone hours
are outdated. These options could include spontaneous, such as drop-in
visits, after-hours care, and digital appointments. There is a need to
enable direct messaging via healthcare platforms to instantly meet
needs, particularly in evenings and at weekends. Continuous support is
vital during multiple transitions. The Swedish digital healthcare
platforms mainly supports one-way communication. Furthermore, HCPs
should according to the results provide user-friendly online resources for
EAs, e.g., yearly calendars to help EAs coordinate new interventions.
Smart applications could constitute user-friendly online resources, but
EAs report only using these to track and report blood glucose levels. In
the context of digital platforms, DSNs need to discuss the impact of
social media, and DSNs need to recognise the positive and negative
impacts on EAs and role in support. For EAs, communication via social
media is common; despite being aware of regulations, some DSNs also
describe contact occurring through this. Chat forums can be a valuable
tool for EAs and parents in flexible everyday communication.

Attentiveness to reconciliation and existential processing

In the support guidance Transition-friendly support after the transfer
to adult care, attentiveness to reconciliation and existential processing is
highlighted as a key area.

DSNs must acknowledge that being diagnosed with a life-changing
diagnose is an existential trial for not only the EA, but their whole family.
T1D turns the whole worlds upside-down, and EAs and parents try to
reconcile with this step by step. DSNs are encouraged to highlight the
battling of emotional demands, since living with T1D can be
overwhelming. DSNs need to develop specialised skills and coordinate
multiprofessional teams in mental health to support EAs in managing
the mental and emotional challenges associated with T1D. EAs
emphasise that emotional well-being should be prioritised more by
DSNSs. More extensive collaboration with medical social workers,
psychologists, and occupational therapists is required. DSNs must
continuously support EAs, as well as parents, in efforts to reconcile with
the lifelong disease. EAs often struggle with self-management and their
emotions during major transitions in emerging adulthood. DSNs also
need to recognise the effect of T1D on the health of parents. Providing
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parental support, independently from their EAs, could be beneficial in
adult care. Parents often hide their burdens, feel obligated to stay strong,
and report worry. It would be beneficial to organise and moderate
support groups and peer-mentorship, as these help people to be
understood by their peers. Further, DSNs need to discuss ambivalence
regarding openness, and dare to speak about body image and sexual
relationships in relation to living with T1D and wearable supportive
technologies. In new social environments, several EAs describe a
tendency to hide self-management with opportunities to be “normal”.

DSNs ought to demonstrate patience by focusing on long-term goals in
self-management support. DSNs should try to convey understanding of
the lower priority of self-management, considering the burden of living
with T1D as an EA during multiple concurrent transitions. Despite
showing patience, DSNs can still encourage EAs to work on their well-
being. It is important to support EAs to have positive experiences and
hope for the future. DSNs can help EAs to be kind to themselves and
recognise improvements. Positive experiences relate to future hopes and
doubts, particularly in family planning. Lastly, DSNs, should reflect on
their own emotional reactions, notably when interventions and support
do not improve the well-being of EAs. DSNs may feel uncomfortable in
paediatric transfer meetings because EAs and their families may resist
leaving trusted caring relations. Additionally, organisational challenges
such as managing more patients than is recommended can create ethical
challenges for DSNs, as prioritising one EA may mean not supporting
another.
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Table 6. Overview of the support guidance with key areas and assisting
guiding points

Transition-friendly support after the transfer to adult diabetes
care

Comprehensible and bridge-building care structures

« Prepare for the transfer and discuss the differences between paediatric and adult
care

Facilitate important parental involvement in this overwhelming period

Provide a step forwards and opportunities for a new start

Develop strategies for extended collaboration with paediatric care

Consider the ideal transfer timing for individuals

Address the inequality in the national standard of care for EAs

Assisted development of independence

« Facilitate skill development in gradual steps

Help EAs to dare to believe in themselves

Acknowledge the emerging adult

Foster separate EA-friendly health services

Support both EAs and parents to reconcile with new roles and responsibilities
Engage significant others sensitively

Recognise emotional factors and privacy issues in the use of supportive
technologies

Flexible and person-centred approach

« Respect the person behind the disease

« Implement strategies moving from standardised treatment

« Create trusting caring relationships with sense of equal power, and a welcoming
atmosphere

Meet the requirements for improved flexibility in communication

Enable direct messaging via digital healthcare platforms

Provide user-friendly online resources for EAs

Discuss the impact of social media

Attentiveness to reconciliation and existential processing

« Acknowledge being diagnosed with T1D as a life-changing transition with
existential trials

« Highlight the battling of emotional demands

« Attain specialised skills and coordinate within multiprofessional teams in mental

health

Support EAs and parents in efforts to reconcile with the lifelong disease

Recognise the effect of T1D on the health of the parents

Organise and moderate peer support groups and peer-mentorships

Discuss ambivalence regarding openness and dare to speak about body image and

sexual relationships

- Demonstrate patience by focusing on long-term goals in self-management

« Address positive experiences and inspire hope for the future

« Reflect on own emotional reactions
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Discussion

Overall, this thesis highlights experiences and perspectives of three
stakeholder groups: EAs living with T1D (Study I), parents (Study I1),
and DSNs (Study I11). It also integrates these stakeholder perspectives
together in the “Transition-friendly transfer to adult care model” (Study
IV) for EAs living with T1D and parents soon after the transfer from
paediatric to adult care has been performed.

The support guidance Transition-friendly support after the transfer to
adult diabetes care (which is the synthesis of all of the results of Studies
I-1V) has four key areas (Table 6 and Figure 2).

Comprehensible and bridge-building care structures
Assisted development of independence

Flexible and person-centred approach

Attentiveness to reconciliation and existential processing

The support guidance is developed to be used primarily by DSNs, but
could also be used by other HCPs in the diabetes team as part of
advocating for improved support for EAs and parents. It integrates
emotional and existential aspects relating to transitions and other
aspects that impact self-management and well-being during emerging
adulthood, after the transfer from paediatric to adult care has been
performed. The results presented in this thesis add to the literature on
transitional care. In this discussion section, the results are discussed in
relation to the four key areas of the support guidance. The results (of
both Studies I-1V and the synthesis) are further discussed in relation to
the theoretical frameworks of transition theory (Meleis, 2010)
embedded, and also in relation to reconciliation (Eriksson & Gustafsson,
2022; Gustafsson, 2008) in the key area of flexible and person-centred
approach, but largely in a separate dedicated section in attentiveness to
reconciliation and existential processing.
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Comprehensible and bridge-building care
structures

The necessity to provide a step forwards with opportunities for a new
start after the transfer to adult care is underscored in the support
guidance Transition-friendly support after the transfer to adult
diabetes care (the synthesis), as part of offering comprehensible and
bridge-building care structures. My thesis presents experiences and
discusses the implications of improved support during emerging
adulthood after the transfer from paediatric to adult care. However,
there is still an unanswered question: how do we define a successful
transfer? Views on which primary outcomes are most valuable can differ
depending on which perspective is adopted. In Study 1V, the
stakeholders suggest that psychosocial outcomes might be more
important than others. Previous research has concluded that some EAs
evaluate the transfer in terms of glycaemic balance, while others feel that
it is problematic that the healthcare system evaluates success based on
numbers (Heil et al., 2025; Leocadio et al., 2023). Adopting a “needs led
research” standpoint — as in the Bridge Building Model developed by
Ormstad et al. (2021), which aims to connect health and social care
needs with evidence-based practice and research — we can argue that
research and primary outcomes should reflect both evidence gaps and
the needs and priorities of users and society. Taken together, previous
research concluded that the perspectives of all three stakeholder groups
— EAs, parents, and HCPs — should be considered when designing
transitional care models as interventions to improve outcomes (Got
Transition, 2020).

The support guidance (the synthesis) highlights the important role of
preparing for the transfer. The results show that discussing differences
between paediatric and adult care can be beneficial in efforts to empower
EAs and their parents in relation to new settings and demands (Studies |
—1V). My support guidance does not address the question of who should
be responsible for extended collaborations between paediatric and adult
care. The STEPSTONES-DIAB programme, implemented at several
Swedish paediatric diabetes clinics, uses a transfer coordinator to ensure
alignment in preparation efforts (Ahmed et al., 2026; Brorsson et al.,
2020; Vallmark et al., 2025).

With regard to parental experiences of loss of control and lost ability to

influence their child’s healthcare (Studies 11 and 1V), my support
guidance (the synthesis) emphasise the importance of DSNs facilitating
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parental involvement in this overwhelming period, from the perspectives
of both EAs’ and parents’. Zurinski et al. (2023) report that the “right”
level of parental involvement is beneficial, although what is “right” is
typically not stated in research. Some parents need to be supported in
their own transitions to becoming a parent of an EA living with T1D
(Ness & Saylor, 2025; Ness et al., 2020; Pritlove et al., 2020; Yi-Frazier
etal., 2022).

My support guidance (the synthesis) highlights the importance of
addressing inequalities in national standards of care for EAs as part of
providing comprehensible and bridge-building care structures. My thesis
also contributes by discussing the emotional and existential aspects of
living with T1D during transfer (Study I). Inequality in the national
standard of care is especially clear to EAs who tend to move cities
frequently (Studies I, 11, and 1V). Transfer guidelines are important in
safeguarding transfer structures and equal care standards. The Swedish
clinical decision support for diabetes in transitional care for young
individuals living with T1D (Jansson et al., 2025), can be used as a
transfer guideline, having been developed by medical experts. In relation
to emotional health in the context of transfer and transitions, this
clinical decision-support text described posits resilience as a concept for
achieving optimal treatment outcomes (Jansson et al., 2025). | argue
that this can be extended to encompass emotional and existential health
in relation to nursing, due to the complexities of navigating and
supporting EAs and parents during overlapping transitions in emerging
adulthood.

Our “Transition-friendly transfer to adult care model” (Study 1V) is
suggested to provide structure and build bridges between paediatric and
adult care in transfer support. It can also be interpreted in relation to
Meleis’s (2010) transition theory. Essentially, our model (Study 1V) is
adaptive, meaning that EAs need varying levels of support in to the key
properties depending on their circumstances, in line with Meleis’s
(2010) description of the dynamic nature of transition processes. As
mentioned in the background section of this thesis, there are four types
of transitions: developmental, situational, health—illness, and
organisational. The four key properties in our model correspond to
Meleis’s (2010) explanations of these types of transitions. Meleis’s
(2010) illustration of developmental transitions within relationships can
guide our understanding of the complexities of the new roles in parent —
child relationships during emerging adulthood, as well as in relation to
neurocognitive growth during emerging adulthood, which has
implications for the professional development of HCPs regarding
developmental psychology. In light of Meleis’s (2010) views on
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situational transitions, my support guidance (the synthesis) highlights
the importance of DSNs reflecting on their own emotions while
supporting EAs and their parents. Study 111 found that, the DSNs had
ambitions to optimise individual support but with hands tied by
structural barriers, requiring DSNs to adjust to new conditions and
resources. Meleis (2010) argues that health —illness transitions are
complex processes with existential trials and important implications for
diabetes practice and the support provided by DSNs. This is consistent
the with the framework of reconciliation (2022), in terms of T1D having
implications for not only for EAs living with T1D but for significant
others. The health —illness transition of being diagnosed with a lifelong
disease also affects family members beyond parents, such as
grandparents whose lives are also turned upside-down when their
grandchildren are diagnosed with T1D (Carlsund et al., 2026). Finally,
organisational transitions (Meleis, 2010), are prominent in my support
guidance in terms of the perceived differences between paediatric and
adult care (the synthesis).

We can learn from existing transitional care models, even if transfer
programmes based in adult care are more rarely discussed. This thesis
contributes to the literature. The “Transition-friendly transfer to adult
care model” was designed as a stand-alone intervention, without a
connection to a programme of important transfer preparations, which
may be a limitation. Even so, the support guidance (the synthesis)
involves efforts relating to preparation. In the United Kingdom, the
“Ready, Steady, Go, and Hello”-programme was developed for young
individuals living with long-term conditions (TIER, 2021). This
programme incorporates sections following the transfer process from
initial preparations to adult care, emphasising the entire transfer
process. The adult care-focused part of this transfer programme focuses
on EAs' knowledge, self-advocacy, health, lifestyle, daily living,
education, work, future, leisure, and emotions of EAs in an easy-to-use
instrument (TIER, 2026). The mentioned focused parts are in a manner
consistent with Arnett’s (2024) views of emerging adulthood
characteristics and needs of support when experiencing multiple
overlapping transitions. In the United States, the DiaBetter Together
programme, developed by Hilliard et al. (2026), functions as a
randomised controlled trial with a twelve-month, strength-based
intervention involving educated peer mentors. The aim of this
transitional care model is to help adolescents and EAs to navigate the
transfer by supporting optimal treatment outcomes, reducing the time to
follow-up in adult care, and improving psychosocial outcomes. However,
no significant differences between the interventions and standard care
were found, except modest benefits regarding psychosocial outcomes.
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The mean age of participants was only 20 (Hilliard et al., 2026). Our
“Transition-friendly transfer to adult care model” included experiences
of EAs aged 19—26, and with the age inclusion criteria even set higher
covering the age span of emerging adulthood defined by Arnett (2024).

Assisted development of independence

The importance of acknowledging the EAs living with T1D as emerging
adults is underscored in my support guidance (the synthesis) in relation
to the assisted development of independence. The results presented in
this thesis — particularly those that relate to the EAs feeling in-between
(Studies | and V) — point to the importance of understanding emerging
adulthood as a new life stage in order to improve support for EAs living
with T1D after the transfer from paediatric to adult care. EAs are
positioned as legally adults, but not always perceived as such, by
themselves, their parents, and DSNs. This can lead to uncertainty
regarding identity, responsibility, and targeted support. This
interpretation can be understood through Arnett’s (2024) view of
emerging adulthood, and how he positions EAs. Arnett (2024) argues
that we should not refer to this group (18—29 year olds) as “late
adolescents”, since most have reached physical maturity, have generally
left the parental home, and have adult legal rights. Consistent with this
perspective, | suggest moving away from the term “transition to
adulthood” (used in Study I), which implies a link between two life
stages instead of establishing emerging adulthood as a separate life
stage. Instead, emerging adulthood should be understood as a period
marked by several parallel transitions (Arnett, 2024). In addition, the
experiences of feeling in-between can be viewed in connection to
Meleis’s (2010) transition theory. According to Meleis (2010),
transitions occur in periods between relatively stable states and, involve
complex interactions between processes and outcomes. From this
perspective, the results of Studies | and IV suggest that EAs living with
T1D are not moving through a single transition, but rather navigating
multiple overlapping transitions related to health, independence, and
identity. This underlines the importance of conceptualising transitions in
plural, rather than as a singular pathway towards adulthood. These
theoretical insights have implications for diabetes care practice. My
support guidance (the synthesis) emphasises the necessity of
acknowledge EAs as emerging because their care needs are shaped by
their in-between positions.

However, most healthcare services in Sweden, tend to position

individuals aged 18—29 as adults, which risks overlooking specific
characteristics of emerging adulthood (Forsberg et al., 2024). Therefore,
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supporting HCPs' to better understand emerging adulthood and
developmental psychology via professional development may contribute
to targeted support (Bajaj, 2026; Mazur et al., 2017; National Institute
for Health and Care Excellence, 2016). My support guidance (the
synthesis) can be viewed as a foundation for professional development
and targeting support towards needs. Moreover, the Swedish general
diabetes care guidelines underscores the importance of group education
for people living with diabetes with cultural adaptions (The National
Board of Health and Welfare, 2018), and the need to educate educators
(Bajaj et al., 2026; Benton et al., 2023; Lindholm Olinder et al., 2022), in
line with my suggestions regarding professional development of DSNSs.
Related to the assisted development of independence, it is particularly
important, for both EAs’ and parents’, that HCPs integrate targeted
support in correlation with developmental stages in transitional care
(Aljohani et al., 2024; Farrell et al., 2018; Forsberg et al., 2024; Pehr-
Szeliga et al., 2025; Pritlove et al., 2020). My thesis can contribute to the
development of transfer guidelines that integrate the overlapping
transitions experienced during emerging adulthood, making use of the
perspectives of both EAs’ and parents’ in relation to, for example,
adapting to new roles in self-management (Studies I, 11, and 1V),
balancing daily life and dealing with feelings of being different (Study 1),
moving out of the parental home (Studies I, 11, and 1V), being a
university student or professional (Studies | and 1V), and finding new
social networks (Studies I, 11, and 1V).

EAs living with T1D, and also parents, emphasised EAs being
approached age-appropriately (Studies | and 1V), underscoring the fact
that age-specific healthcare services can play important roles in
addressing the needs of both EAs and their parents. Previous research,
and the results of my thesis suggest that transitional care models, such
as age-specific healthcare services are often experienced as beneficial, as
HCPs are able to recognise the specific needs of EAs and provide the
targeted support that this group of individuals often needs (Colver et al.,
2018; Heil et al., 2025; Levy-Shraga et al., 2016; Mazur et al., 2017;
Sawyer et al., 2026). The benefits of providing age-specific healthcare
services can be related to implications from Meleis’s (2010) transition
theory, which holds that the most important aspect of transitional care
should be creating healthy transitional environments. The enabling of
healthy transitional care environments is important not only for EAs
living with T1D, but for stakeholders such as parents and DSNs (Studies
I1-111 and the synthesis). Baird et al. (2025) further highlight the overall
benefits of investing in the well-being of EAs, which is particularly
important given today’s youth are the leaders and decision-makers of
tomorrow. From a global standpoint, the WHO (2025) advocates for
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adolescent-friendly healthcare services that address what young people
need in order to thrive, including mental, sexual, and reproductive
health. Further, also in line with results in emphasis on professional
development in emerging adulthood (the synthesis), global initiatives
underscore the importance of HCPs having specialised competence in
working with young individuals (Baird et al., 2025; Sawyer et al., 2026;
WHO, 2025).

Moreover, my support guidance (the synthesis) also emphasises
supporting both EAs and parents to reconcile with new roles and
responsibilities and stresses that DSNs must involve significant others
sensitively in healthcare. These results suggest that including parents in
transitional care processes is important. In connection with Meleis’s
(2010) concept of role supplementation, transitions during emerging
adulthood and the transfer to adult care involve adaptation to new roles,
where parents reduce their involvement and EAs assume increased
responsibility for self-management (Studies I, 11, and 1V). Role
supplementation involves processes such as role clarification, role
rehearsal, and the use of reference groups, all of which intended to
contribute to role mastery (Meleis, 2010). From this perspective, both
EAs and their parents can require support in reconciling with new roles
and responsibilities in the assisted development of independence. My
support guidance (the synthesis) suggests facilitating a healthy
transitional environment that supports individuals during periods of
change that are characterised by instability and adaptation. Markedly,
such environments are not only relevant for EAs, but for significant
others, such as parents —who, in Study 11, described the relevance of
peer support. Therefore, age-specific care services should also address
parental needs as part of support guidance Transition-friendly support
after the transfer to adult diabetes care (the synthesis). However,
organisational and legal structures in adult care, particularly those that
relate to confidentiality and secrecy, may hinder parental involvement
(Swedish Code of Statues, 2009:400, 2010:695). Nonetheless, parental
inclusion can be facilitated when it is guided by the needs and
preferences of the EA, and based on consent. Taken together, these
results suggest that age-specific transitional care services should strive to
create supportive environments that address not only the medical, but
the developmental and relational aspects of emerging adulthood and role
mastery. Such approaches may strengthen the capacity of both EAs and
their significant others to navigate the complex transitions associated
with living with T1D.
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Flexible and person-centred approach

The need for a flexible and person-centred approach to diabetes care that
supports EAs and parents after the transfer from paediatric to adult care
was evident in all of the results. This suggests that support needs to
extend beyond medical aspects, must respond to identities, everyday
lives, relationships, and changing life circumstances of EAs (Studies I-
1V). Further, my support guidance (the synthesis) underscores HCPs
respecting the person behind the disease. In Study I, the EAs
emphasised the importance of being acknowledged as unique people in
healthcare. Respecting the person behind the disease is often described
as a foundation of person-centred care, relating to the importance of
listening to patient narratives in healthcare (Ekman et al., 2021; Ekman
et al., 2011). This can be further emphasised through Gustafsson’s
(2008) concept of reconciliation, where this is underlined as supporting
reconciliation processes. Eriksson and Gustafsson (2022), in a study of
people living with insulin-treated diabetes, conclude that people living
with diabetes want to be approached as unique individuals. This was also
shown during this research, for example when an EA stated that she did
not want to simply be a name on a piece of paper in healthcare (Study I).

Previous research describes experiences of being diagnosed as a battle to
not become one’s illness (Johansson et al., 2009). The results of this
thesis, particularly as relates to managing the demands of self-
management without fully integrating T1D into their identities and daily
lives (Study I), can be further understood in the light of the theoretical
framework of reconciliation (Eriksson & Gustafsson, 2022; Gustafsson,
2008). From a reconciliation perspective, a delicate balance must be
achieved between the demands of the disease and what is viewed as
acceptable for the self and daily life. Further, in line with Arnett’s (2024)
views on emerging adulthood, this balance is particularly complex
during this life stage, as EAs explore their identities and often experience
instability in general life. In Study I, the EAs discussed making peace
with themselves and living with T1D as a deep, existential matter.
Delmar et al. (2005) describe the process of achieving harmony with
oneself by reconciling with a lifelong disease, and underline the
existential dimension. Achieving harmony with oneself while living with
a lifelong disease can be described as a challenging goal (Delmar et al.,
2005), especially during emerging adulthood — as reported in Study I.
However, there can be a degree of denial in accepting T1D and self-
management, but not a “real” reconciliation, since the illness is not
described as fully integrated into existence (Johansson et al., 2009).
Previous research on experiences of T1D see the adopting of avoidant
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behaviours to be the result of the heavy emotional burden of living with
the disease, commonly referred to as diabetes distress, which
complicates self-management and results in sub-optimal treatment
outcomes (Ahmed et al., 2026; Bajaj et al., 2026). The insights on
respecting the person behind the disease have implications for diabetes
care practice, in terms of drawing attention to the personal views of EAs
on existential matters in reconciliation processes regarding living with
the disease. In Study 111, the DSNs highlighted conflict regarding
showing patience relating to long-term objectives and self-management
goals, while still motivating EAs to work towards better treatment
outcomes. This is also highlighted in previous studies (Holmstrom et al.,
2021).

My thesis contributes with views on implementing strategies for moving
away from standardised treatment (the synthesis), such as concentrating
on the individual and the caring relationship after the transfer has been
performed (Study I11). Flexible and person-centred approaches are
important due to the characteristics of emerging adulthood, where both
EAs and parents are adapting to overlapping transitions and, new roles
in both self-management and healthcare settings in adult care (Studies
I-1V), in line with previous studies (Eriksson & Gustafsson, 2022).
Trusting caring relations play an important role in person-centred care,
providing opportunities for seeing the person behind the disease, and
the partnership can involve co-creating, and documenting personal
health plans (Ekman et al., 2021; Ekman et al., 2011). A person-centred
approach is stipulated in the national guidelines for diabetes care (2018),
as well as in several international transfer guidelines (Mazur et al., 2017;
National Institute for Health and Care Excellence, 2016; White & Cooley,
2019; Peters, 2011; Bajaj, 2026). Further, the relevance of partnerships
underscored by reflecting on care norms, which often place HCPs in
higher positions than patients (the synthesis), as power relations play
important roles in shared decision-making (Chen et al., 2024). The
results of Studies | and 1V, as well of previous research, suggest that lack
of trusting caring relations hinders communication, and can even lead to
the absence of essential support if EAs cancel their healthcare visits
(National Institute for Health and Care Excellence, 2016). This
particularly important soon after the transfer has been performed.

Moreover, the access to trusting caring relations has received attention
in the support guidance Transition-friendly transfer to adult diabetes
care (the synthesis) in relation to efforts to meet the requirement for
flexibility in communication targeting the needs and lifestyles of EAs.
Regarding the experiences presented in this thesis, my support guidance
(the synthesis) emphasised the importance of DSNs providing accessible
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and user-friendly online resources for EAs. EAs highlighted the
significance of being able to discuss topics that might otherwise be seen
as sensitive or taboo, such as alcohol use (Peprah et al., 2024; Tilden et
al., 2026) and concerns regarding weight which were mentioned in
Study IV. This underscores the need to create safe and suitable forums
where EAs can communicate openly with both HCPs and peers
(Litchman et al., 2019; Ng et al., 2022; Yakubu et al., 2025).

In my support guidance (the synthesis) | address the need of enabling
direct messaging in digital healthcare platforms in order to meet the
requirements of flexibility that EAs emphasised as important with regard
to accessing support, particularly during evenings and at weekends. The
results of Studies | and IV indicate that EAs do not have access to
Swedish smart applications that are adapted to their needs for
communication purposes, perhaps due to the national regulations that
can prohibit the use of smart applications in diabetes care. Previous
research imply that the use of smart application in transitional care
models can be useful in diabetes care to endorse flexibility, such as using
patient portals for EAs (Marsh et al., 2020). A Swedish research team
enabled a virtual care platform for EAs living with T1D, where they
concluded that maintained chat functions are important to EAs as they
benefit from having short contacts with HCPs, providing the support and
information that they need at that moment (Husdal et al., 2026).
Although, they emphasised a hybrid model with combined digital and in-
person interactions (Husdal et al., 2026). In line with person-centred
care, HCPs are recommended to offer communication outside office
hours, e.g., digital communication via personal messages or social media
(Ekman et al., 2021). I reflect on the possible socioeconomic benefits of
providing flexible care, which may be key to reducing healthcare costs
through investing in the well-being of EAs via preventative measures,
such as providing flexibility in healthcare communication so that EAs are
supported when this is most needed. This could mean being able to
overcome “small”, but still significant obstacles before they have a major
impact on long-term prospects. From a worldwide perspective, health
expenses due to diabetes for adults aged 20—79, regardless of whether
care is self-, privately, publicly, or governmentally-funded, were more
than one trillion USD (approximately 9.4 billion Swedish kronor) in
2024 (IDF, 2025). These direct diabetes costs have increased by 338%
over the last 17 years (IDF, 2025). Europe, has the third-highest
diabetes-related health expenses in the world, and the second-highest
diabetes-related health expenses per adult living with diabetes (IDF,
2025). These major costs is believed to underscore the importance of
implementing preventative efforts in emerging adulthood with a flexible
and person-centred approach.
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Attentiveness to reconciliation and existential
processing

The results presented in this thesis underscore that the use of supportive
technologies for diabetes self-management has emotional impacts
(Studies I-1V) and is therefore strongly connected to attentiveness to
emotional processing (the synthesis). My thesis describe experiences of
the positive medical impact of supportive technologies on the daily life of
EAs living with T1D. On the other hand, it also discusses negative
emotional impacts (Studies I-1V), for example EAs experiencing
performance anxiety (Study I), parents being particularly stressed
regarding the importance of getting emotional feedback when receiving
alerts from CGMs (Study I1), and DSNs struggling not to blame EAs for
sub-optimal treatment outcomes (Study I11). The results showed that the
impact of using supportive technologies for diabetes self-management
goes far beyond numerical values and statistics (Study 1V). These results
have important implications for diabetes care practice, particularly in
emerging adulthood, when sub-optimal treatment outcomes are
commonly experienced due to the complexity of overlapping transitions
and the transfer to adult care. In Sweden, the use of digital and advanced
supportive technologies for diabetes self-management is widespread,
with 92% of the adults registered in the Swedish National Diabetes
Register, using CGMs and 40% using insulin-infusion systems (Swedish
National Diabetes Register, 2025). This shows the importance of
underscoring such technologies. The use of CGMs and insulin infusion-
systems depends not only on the technology itself, but also on the user,
device, and context (Biester et al., 2024), further emphasising the
emotional elements of clinical diabetes practice. The use of supportive
technologies can also have negative psychosocial impacts, with previous
research underscoring the importance of DSNs exploring vulnerabilities
relating to EAs’ wearing devices on their bodies (Tauschman et al., 2024)
and stigma with EAs being marked as "ill” and different to peers (Biester
etal., 2024; Eriksson & Gustafsson, 2022; Kneck et al., 2012; Ng et al.,
2022). In my support guidance (the synthesis), ambivalence regarding
openness and daring to speak about body image and sexual relationships
was highlighted. In addition to the bodily dimension (Kneck et al., 2012),
the impact of using wearable supportive technologies for diabetes
management should be elaborated in the context of romantic
relationships.

Furthermore, it is significant to highlight the role of parents in relation
to the usage of supportive technologies and privacy (Study I-1V). From a
paediatric healthcare perspective, international guidelines promote
constructive discussions on data sharing, in term of when and how
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parents, other family member, partners or friends should respond to
alerts. This is particularly important in periods of progression in the
development of independence, since EAs still benefit from parental
support (Polonsky & Fortmann, 2022). These insights are also highly
relevant in adult care particularly in the period when the transfer to
adult care has recently been performed. The use of supportive
technologies should preferably lead to a reduction in the diabetes burden
(Tauschman et al., 2024), however despite supportive technologies that
facilitate self-management, many people living with T1D still struggle to
achieve and maintain well-being and optimal treatment outcomes
(Gregory et al., 2022b; Lindholm Olinder et al., 2022). This highlights
the emotional and existential aspects of self-management in diabetes
care and supporting EAs and parents. Based on these insights and the
emotional burden of T1D, it is emphasised that DSNs use strength-based
and person-centred communication when interpreting data and
statistics (Tauschman et al., 2024). Because nursing care in general has
become more task-oriented, it is essential that emotional aspects are not
de-prioritised in healthcare (Hoeck & Delmar, 2018), to ensure that the
emotional and existential aspects of living with T1D are not placed in the
background relative to supportive technologies and analysing treatment
outcomes in diabetes care (Marks et al., 2025), consistent with efforts to
not introduce with questions concerning glycaemic targets during
healthcare visits (Ng et al., 2022). In relation to the emotional impact
and battling of emotional demands prominent in all the results
presented in this thesis (Studies 1-1V) as well as in previous research,
there are implications regarding access to multiprofessional diabetes
teams, including mental health specialists (Bajaj et al., 2026; Benton et
al., 2023; Biester et al., 2024; Tauschman et al., 2024), as experiencing
diabetes distress is common living with T1D (Bajaj et al., 2026; Benton
et al., 2023; Sattoe et al., 2021; Stenov et al., 2025).

My support guidance (the synthesis) underscores the importance of
demonstrating patience by focusing on long-term goals in self-
management. This is crucial for EAs due to the emotional burden
connected to the use of supportive technologies and analysing treatment
outcomes. The results of both previous research, and this thesis indicate
that the medical focus in diabetes care can create unrealistic
expectations, on maintaining HbA1C levels, instead of emphasising self-
management agency (Leocadio et al., 2023). In diabetes care, a goal of
medical treatment is often to reduce HbA1C values (The National Board
of Health and Welfare, 2018). These sub-optimal treatment outcomes
can be viewed as a “symptom”, as reducing values implies not focusing
on the root causes of emotional and existential factors during
overlapping transitions in emerging adulthood from a nursing
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perspective. This is shown in my support guidance in terms of
attentiveness to emotional and existential processing (the synthesis). In
connection with Arnett’s (2024) perspective on the characteristics of
emerging adulthood and international guidelines, such as American
Diabetes Association (ADA) (ElSayed et al., 2025), it is suggested to
apply different goals during different periods of life. From Arnett’s
(2024) perspective, exploring identity, instability, self-focus, feelings of
being in-between, and optimism during emerging adulthood can explain
why EAs struggle with long-term planning in self-management, and why
targeted support is important. Eriksson and Gustafsson (2022) argue
that it takes time to find sustainable strategies. From a long-term
perspective, sub-optimal medical treatment outcomes have negative
effects on the body, but can be perceived as facilitating daily life are
valuable in the short term, when other life aspects are prioritised
(Eriksson & Gustafsson, 2022).

In adult care, parents may also benefit from peer support (Study I1). Peer
support can be provided digitally, and EAs and parents report
appreciating being able to ask questions anonymously, which is
convenient regarding topics involving a sense of vulnerability or that are
controversial (Studies I, 11 and IV). Previous research on transitional
care models (Garcia et al., 2023) and my support guidance (the
synthesis) describes the benefits of organising and moderating peer-
support groups and peer-mentorships for EAs after the transfer. Several
people living with T1D turn to digital communities to share experiences
and understandings related to the emotional burden of living with T1D
(Litchman et al., 2019; Lv et al., 2025; Yakubu et al., 2025). In light of
Eriksson’s and Gustafsson’s (2022) perspectives on reconciliation, the
willingness of people living with T1D to openly speak about the
consequences of the disease is vital in social contexts where
stigmatisation is to be avoided. Peer support and peer-mentorships are
often described useful as they provide opportunities for support and
shared understanding (Garcia et al., 2023; Hellman et al., 2026; Lu et
al., 2015; Ng et al., 2022; Roberts et al., 2026). It is evident in results
presented in this thesis (Studies 1-1V) that EAs living with T1D struggle
with being perceived as different to peers, and that this existential
support during emerging adulthood could be beneficial (the synthesis).
Studies | and 11 found that EAs and parents reported on a desire on the
part of the latter to hide the disease to fit in socially. Interestingly,
Eriksson and Gustafsson (2022) reported that people may experience an
obligation to behave like a person living with diabetes in social contexts,
which is the opposite of the perspectives reported in our studies, where
EAs reported trying to hide self-management in order to avoid being
perceived as a person living with T1D. A shared understanding of
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Arnett’s (2024) and Eriksson’s and Gustafsson’s (2022) descriptions of
EAs feeling in-between shows that support from others in similar
situations is often perceived as helpful.

My support guidance (the synthesis) emphasises the importance of
ensuring that emotional processing is facilitated via targeted existential
support, such as in supporting EAs and parents in efforts to reconcile
with the lifelong disease (the synthesis). The importance of this can also
be understood through Heidegger et al. (2008) perspective on emotional
and existential processing from an ontological and philosophical
perspective. Heidegger et al. (2008) describes humans as existing in a
space between birth and death, as experiences in time. Moreover, Meleis
(2010) also argues that transitions exist between a beginning and an end,
emphasising the process in between. General thoughts on existential
health are often associated with death. The WHO (2020) promotes
existential health with a focus on meaning, connection, and
participation-related health, and, in this context of T1D as a lifelong
disease, this concept of existential health is beneficial.

Highlighting reconciliation processes in T1D

The support guidance Transition-friendly support after to adult
diabetes care (the synthesis) endorses supporting EAs and parents in
efforts to reconcile with the lifelong disease, stressing the importance of
emotional and existential processing. My thesis contributes by
highlighting reconciliation processes in T1D during emerging adulthood
and after the transfer to adult care. The highlighting of reconciliation
processes helps EAs, parents, and DSNs to become more attuned to the
emotional and existential challenges of living with T1D. From the
perspective of Eriksson and Gustafsson (2022), highlighting
reconciliation processes may contribute to planning and promoting
flexible strategies for providing emotional and existential support in
efforts to ensure well-being of people living with diabetes.

Gustafsson (2008) describes reconciliation as an ongoing process
throughout the life course. The results presented in my thesis
indicate that some EAs reconciled living with T1D during adolescence,
but were challenged with new and demanding circumstances in
emerging adulthood, which resulted in new demands for emotional and
existential support during this life stage (Study 1). In addition, several
parents described reconciling with the disease that had turned their
worlds upside-down when their children were diagnosed, and being
challenged in new circumstances during their children’s development of
independence (Study I1). From the perspectives of Eriksson and
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Gustafsson (2022; 2008), targeted reconciliation and existential support
can provide people living with diabetes with strategies to deal with the
conseqguences of the disease, allowing them to move towards well-being
in all circumstances. They stated that when the disease is integrated into
one’s existence, through a reconstruction of self and finding a new
“whole” allowing them to find meaning in life and strive to full potential.

The results of Studies | and 11 are notably related to EAs’ and parents’
experiences concerning the diagnosis and the onset period, indicating
experiences of the onset period are essential. | argue that living with T1D
is a lifelong process, and that the experiences that a person has around
the time of diagnosis, matter in terms of how they perceive their present
and future. This is in line with Eriksson and Gustafsson (2022) who
describe the past, the present, and the future as self-evident domains of
the process of reconciliation related to living with insulin-treated
diabetes.

With regard to the impact of the past and diagnosis on ongoing
reconciliation processes — using the perspective of Eriksson and
Gustafsson (2022), as well as the results of Studies | and Il — it seems to
involve losing control, as being diagnosed with a complex disease can be
experienced as life-threatening. My support guidance (the synthesis)
acknowledges being diagnosed as a life-changing transition with
existential trials. Eriksson and Gustafsson (2022) described individuals
living with insulin-treated diabetes striving for control by acquiring
insights and education, experiencing shifts in life conditions, and
expressing a need for support. In the onset period, there is a balancing
act between being controlled and wanting to be in control (Eriksson &
Gustafsson, 2022). Education and targeted support provided by DSNs
can help people to create an accurate impression of what living with
diabetes involves, leading to reduced fear (Eriksson & Gustafsson, 2022).
Reconciliation processes can involve developing experiences of
acceptance, and self-management becoming a daily routine (Eriksson &
Gustafsson, 2022). The results of Studies I—IV illustrate that as time
passes, the tasks of self-management becomes part of the daily routine.
Interestingly, Kneck et al. (2012), in a study of people who had received a
diagnosis of diabetes three years prior, concluded that understanding of
living with diabetes does not correlate with diabetes duration. This
relates to Gustafsson’s (2008) concept of a reconciliation process with
repeated re-evaluations during the life course. These insights have
implications for diabetes practice and the provision of continuous
emotional and existential support, regardless of diabetes duration. Past
experiences affect how people perceive the present (Eriksson &
Gustafsson, 2022). Adding to the arguments regarding the benefits of
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peer support, the results of this thesis indicate that this type of support
can be beneficial in terms of allowing people with the disease to share
their experiences of the past (Study I) and allowing parents to benefit
from sharing experiences of both the past and present with others (Study
I1). From the perspectives of Eriksson and Gustafsson (2022),
expressing a need for support is central although the “help” can be
perceived as stigmatising if it is not based on the individual living with
the disease. This has implications for diabetes care practice, as research
suggests that parental support is still important during emerging
adulthood, but complicated by the development of independence
(Campbell et al., 2022; Farthing et al., 2022; Gregory et al., 2022b;
Johansen et al., 2020; Peters & Laffel, 2011).

With regard to the impact of the present on ongoing
reconciliation processes, Eriksson and Gustafsson (2022) describe
individuals living with insulin-treated diabetes struggling to find
balance, develop strategies in daily life, and re-evaluate relationships
with others. The results presented in my thesis also indicate that EAs
living with T1D struggle to with finding balance in daily life (Study I).
Through the concept of reconciliation (Eriksson & Gustafsson, 2022),
the struggle for balance can be explored across three dimensions: the
body, as a person, and in daily life. Related to the body dimension, HCPs
are recommended to listen to how people living with diabetes speak
about their bodies in order to increase understanding of how they
integrate T1D into the lived human body (Kneck et al., 2012).

The results presented in this thesis show that EAs and parents perceive
some advantages to living with T1D and diabetes management, such as
being more mindful in health decisions (Studies I, Il and 1V). The
support guidance (the synthesis) suggests the importance of positive
experiences and inspiring hope for the future. From the perspective of
Eriksson and Gustafsson (2022) addressing attitudes to living is
important in reconciliation support. Previous research indicates that, to
foster positive attitudes, it is essential to take a non-judgmental and non-
directive approach (Heller et al., 2020). International transfer guidelines
(National Institute for Health and Care Excellence, 2016; White &
Cooley, 2019) highlight that it is foundational to consider the abilities
and strengths of EAs when providing support. Moreover, in the context
of overlapping transitions in emerging adulthood and transfers, the
evaluation of the support that is provided is particularly important in
efforts to ensure positive attitudes (Draznin et al., 2022). From the
perspective of Eriksson and Gustafsson (2022), people who have formed
positive ideas of their illness view T1D as something that they have to
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live with, accept T1D as a part of them, and ultimately adapt to a new
way of living.

The results presented in this thesis indicate that long-term goals in self-
management during emerging adulthood are challenging due to the
overlapping transitions that occur (Studies I-1V). Eriksson and
Gustafsson (2022) state that developing long-term strategies means
regaining control over both the self and daily life. In relation to the
concept of reconciliation, in addition to developing long-term strategies,
problem-solving is also described as one of the core components of self-
care behaviour, along with healthy coping (Eriksson & Gustafsson, 2022;
Kolb, 2021).

In relation to the impact of the present on reconciliation processes and
attentiveness to reconciliation and existential processing, Eriksson and
Gustafsson (2022) suggest that dealing with reconciliation involves
reevaluating relationships with others. This insight has implications for
diabetes care practice, and the support guidance underscores the
importance of involving significant others sensitively (the synthesis). In
adult care, and due to the natural separation from parents during
emerging adulthood, it is essential to let the EA decide upon which
people to include as “family” (Zysberg & Lang, 2015). During emerging
adulthood, partners can be valuable in self-management and support
(Campbell et al., 2022; Carlsund, 2018). Moreover, as a result of the
transfer and the natural separation that occurs during emerging
adulthood, shown by the results of Studies | and IV, parents often
struggle with the loss of control that comes with not automatically being
involved in self-management (Pritlove et al., 2020). Many parents
struggle to reconcile with their new roles (Rising & Soderberg, 2023),
and could benefit from being supported in the adult care setting,
separately from EAs.

With regard to the impact of the future on an ongoing
reconciliation process, Eriksson and Gustafsson (2022) discuss
avoidance and adaptation in relation to hesitation, risk-taking, and
optimism, and argue that all are important for people living with insulin-
treated diabetes. My support guidance (the synthesis) relates to
addressing positive experiences and inspiring future hope. The EAs and
their parents described both negative and positive thoughts regarding
the future, as well as different perspectives on risk-taking (Studies | and
I1). The EAs were often not aware of the risks on diabetes complications
during adolescence, and to them the future seemed distant. Previous
sub-optimal treatment outcomes, however, sometimes caused anxiety in
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emerging adulthood (Studies | and 1V). The EAs described competing
priorities, and self-management commonly being deprioritised (Study I).
The parents referred to these challenges as risk-taking (Study II). Itis
common that EAs and parents do not share the same views on self-
management (Farthing et al., 2022). Moreover, advancements in
research and supportive technologies can contribute to optimism about
the future (Eriksson & Gustafsson, 2022). From the perspective of
Eriksson and Gustafsson (2022), fear and anxiety regarding possible
future complications can be obstacles to reconciliation. Interestingly,
some degree of denial in self-management has been related to a positive
and optimistic perspective on the future, in terms of avoiding
engagement for fear of possible adverse effects (Eriksson & Gustafsson,
2022; Johansson et al., 2009). In the light of Arnett’s (2024) emphasis
on EAs having generally optimistic views, and in connection to
opportunities to explore their identities, roles, and paths in life, it is
emphasised that the support provided by DSNs should involve
reinforcing optimistic thoughts and hope for the future. The future is
always uncertain, and a key to reconciliation is accepting uncertainty as
a part of life (Eriksson & Gustafsson, 2022).

Methodological considerations

Reflections on the trustworthiness of the results are provided in the
method section.

Reflections on preconceptions and preunderstandings

My careful and rigorous reflections have involved theoretical reasoning,
and gathering views on preconceptions and pre-understandings from the
literature. | have also initiated discussions within the research team
regarding the benefits and risks of extensive pre-understandings in the
study areas, asked probing questions during the interviews, created
longer codes close that were close to the transcripts when using QCA,
made use of memo-writing in GT, and presented quotations. My
personal experiences and knowledge may have strengthened my position
as a researcher, given | have engaged in careful and rigorous critical
reflection. Self-criticism and continuous reflection are needed when
conducting analyses; along with pre-understanding, it is crucial to
ensure that the abstraction and interpretation are grounded in the data
(Elo et al., 2014). There is always a risk of over-interpretation
(Graneheim & Lundman, 2004), although describing contradictory
experiences aligns with describing a wide variation of experiences
(Lindgren et al., 2020).
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As a point of departure, my pre-understandings of EAs living with T1D
derives from personal experience of living with the disease. Related to
the data collection and the presentation of the interviewers and
moderators, we first provided the participants with brief information
about ourselves for introductory purposes. The brief information
provided, included name, age, and occupation, along with an overview of
the purpose of the research, and the overall project. | shared with all of
the participants that | have been living with T1D since | was 18 years old.
I received confirmation that a sense of trust was created thorough this
with the EAs use of the word “us” during interviews. A benefit of sharing
pre-understandings was creating a sense of trust with the participants
and an open climates in terms of balanced power relations, especially
during the individual interviews of Studies | and 11, which resulted in
rich interview data (Graneheim et al., 2017). Charmaz (2024)
emphasises that how participants see the researcher influences what
they speak about.

The researcher’s personal history influences their interpretations
(Graneheim & Lundman, 2004), and a researcher can therefore not be
neutral (Charmaz, 2024). Charmaz (2024) argues that we are always
part of what we study, rather than separate from it. Researchers and
participants are co-authors (Lindgren et al., 2020). Interpretations are
balancing acts (Graneheim & Lundman, 2004), since we are striving to
make participants’ voices heard (Graneheim et al., 2017). Some
researchers (Elo et al., 2014) use the term “interviewer bias”, which may
reflect quantitative paradigms relative to QCA. Graneheim and Lundman
(2004) state that quantitative concepts are still used when describing
QCA, which can contribute to paradigm ambiguity. Historically,
beginning a research process without preconceptions has been seen as
the ideal (Charmaz, 2024). Today, with theoretical reasoning regarding
QCA and GT, it is understand that we should welcome awareness of
preconceptions and pre-understandings (Charmaz, 2024).

Challenges and advantages of digital interviews

Semi-structured face-to-face interviews are reported the most commonly
used type of interview in qualitative research (Doyle et al., 2020).
However, online approaches are becoming more and more useful (Doyle
et al., 2020). Digital interviews offers more flexibility for both the
researchers and the participants, can maximise variation in sampling
methods, and are more cost-effective (Doyle et al., 2020).

Elo et al. (2014) mention self-awareness and reflecting on one’s own
interview skills in a checklist for researchers seeking to improve the
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trustworthiness of a study that use QCA. My interview skills evolved over
the course of the research, starting from zero, and the data collection led
to rich data that enabled comprehensive analytical processes. Graneheim
and Lundman (2004) highlight the importance of considering the
gualifications, training, and experiences of the person in charge of
interviews, since this person is often also the person who is mainly
responsible for the analysis. During Study I, | asked the participants to
give feedback via email, facilitating critical reflection on my skill as an
interviewer. This feedback helped me to gain confidence in my new role
as a researcher, and to remain focused on the question areas when the
interview conversations drifted off from the subject, for example, when a
parent, also living with T1D, started giving thorough details of her own
onset period, when | had asked her to describe her experiences of the
child’s onset period.

During the digital interviews of Studies 1-1V, we obtained consent for
video recording. Video recordings enable an overview of the research
setting, observe interactions, allowing interactions and non-verbal
communication to be re-watched (Charmaz, 2024). With regard to the
setting and the environment in which the participants chose to be during
their interviews, | discovered during two interviews with parents (in
Study I1) that their EAs were present in the same room. However, the
parents still shared vulnerable experiences, but it may have been that
they would have shared even deeper thoughts if the EAs had not been
able to hear them. However, | believe that | can trust that the parents
chose environments that they were comfortable in for their interviews.
In Study 1V, we found it challenging to perform digital focus-group
discussions, and long silences occurred. Charmaz (2024) suggests
analysing the meaning of silence and when participants are not
integrating with one another. The longer silences in Study IV were
perhaps caused by participants with differing perspectives sharing their
experiences, such as EAs sharing negative experiences of diabetes care
during focus-group discussions that also featured DSNs. In addition, all
of the participants in Study 1V were asked to turn their front cameras on,
but not all EAs did. This may have been related to social expectations
and an insecurity about negative self-image; perhaps the EAs refrained
from sharing sensitive experiences which might have affected the results
negatively (Charmaz, 2024).

Reflections on data saturation and theoretical sufficiency

In Studies I1-I111, I performed QCA and decided not to recruit more
participants when no new sub-themes or categories emerged during the
analysis. | could have used the concept of information power to pre-

83



empt criticism relating to the sample size, to further strengthen my
methodological choices. The concept of data saturation is commonly
used in relation to QCA (Doyle et al., 2020). I reflect on not using the
term data saturation because several scholars refer to focus on the
number of participants, usually in relation to whether the number is low,
instead of highlighting the content, variation, and depth of the data.
Malterud (2016) proposes the concept of information power, which can
serve as a counterpart to the views of few participants, since when a
sample has large information power fewer participants are needed. A
small sample can be used to conduct an in-depth interview study,
depending on the content of the interviews and how the analysis is
conducted (Charmaz, 2024).

In GT, according to Charmaz (2024), the term theoretical sufficiency is
commonly used. In Study 1V, | made use of GT. When using GT, it is
possible to undertake follow-up interviews with participants (Charmaz,
2024). We did not perform follow-up interviews, but critical reflection
on the process suggests that it would have been useful to explore the
“Transition-friendly transfer to adult care model” further with additional
EAs, parents, and DSNs, along with partners or friends, and other HCPs.
However, Charmaz (2024) notes that economic factors and times impact
studies, and these were factors that affected me in my role as a doctoral
student. In addition to the previously described ethical aspects, Charmaz
(2024) discusses the impact of being obligated to apply for ethical
approval far in advance, which can restrict researchers from expanding
studies, since during the theoretical sampling the researcher is often not
aware of ideas and patterns of new emergent theories.

Shining light on sampling methods

Several approaches to qualitative sampling have been proposed, for
example purposive and convenience (Elo et al., 2014). Elo et al. (2014)
stated that purposive sampling is when researchers recruit the
participants they believe have the “best” knowledge within the study’s
aim. However, rather than identifying the participants with the “best”
knowledge, the participants in the studies discussed in my thesis were
recruited based on their having had experiences that felt to be relevant to
the study aim, enabling variation in perspectives. “Best” is terminology
more commonly associated with quantitative traditions. In my
understanding of QCA — along with those of Graneheim and Lundman
(2004), Graneheim et al. (2017), and Lindgren et al. (2020) — all
experiences are equally important to the analysis and reporting,
regardless of whether they were experienced by one participant or a
majority. Study | and Il made use of convenience sampling, which is
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commonly perceived negatively, but | believe that no sampling is truly
convenient, since it is always hard work behind finding potential
participants. Maximume-variation sampling can be seen as a case of
gathering unique experiences of an area of study with varied cases
(Sandelowski, 2000). At the end of the process of writing this thesis,
with regard to my efforts to recruit EAs with a wide age range, | would
argue that | used maximume-variation sampling and purposive sampling.
This is on the basis that we decided to include EAs living with T1D aged
19 to 29 (most relevant to Studies I, 11, and 1V), which is guided by the
age range of emerging adulthood as defined by Arnett (2024), and was
suited to several cultural aspects of the Swedish context. A wide age
range adds various perspectives, giving rich descriptions in the areas of
interest (Graneheim & Lundman, 2004). The transfer from paediatric to
adult care is only one of the major healthcare concerns and transitions in
emerging adulthood (Meleis, 2010), and the wide age range used
provided a broad range of transition experiences. The aim of the Studies
I-1V related not only to the transfer, but to other transitions that impact
the well-being of EAs living with T1D and their parents, as well as the
support provided by DSNSs.

Language use and translation

The analytical processes of both QCA (Studies I1—I11) and GT (Study 1V)
involved translation from Swedish to English. All interviews were
conducted in Swedish, as were most of the analyses. The latter were
translated into English when the process of writing manuscripts began.
During an assessment of the Study 111, a reviewer asked what steps we
had taken to preserve meanings in English while conducting the main
analytical process in Swedish. | believe that processes of translation are
interesting to elaborate. Sandelowski (2015) describes the joy and art of
crafting qualitative research, and states that rhythm, style, and
expressions of language matter. Charmaz (2024) highlights the centrality
of language, and argues that translational processes should be
acknowledged and we need to consider whether what we have translated
means the same as the original. Cultural aspects that are specific to the
Swedish setting are described in the studies to compound the
international relevance of the research and to enhance trustworthiness.
As mentioned in the section of trustworthiness, a text always holds
multiple meanings, which vary with the audience who approaches the
text (Graneheim & Lundman, 2004). Interestingly, from a philosophical
perspective, no matter how carefully | use my expressions and write
when presenting my results and arguments, how words and messages
are received will always be up to the reader.
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Future research and projects

The next step is to develop an intervention based on the experiences
presented in Studies I-111 and the gathered understandings in Study IV.
The intervention will need to focus on the emotional, reconciliation, and
existential aspects of living with T1D in emerging adulthood after the
transfer to adult care. In addition, my support guidance (the synthesis)
should be incorporated into the intervention. The accessibility and
impact of coordinated transfers and support interventions that pay
attention to the developmental stages of emerging adulthood should be
further explored in future research. In Studies I, I1, and 1V, the EAs and
parents requested structured self-reported questionnaires to help them
to reflect on self-management. The TIDAL questionnaire assesses
diabetes-specific health-related quality of life via four domains:
emotional experiences and daily activities; handling diabetes well; peer
relationships; and healthcare experiences (Hilliard et al., 2021). During
the process of writing this thesis, | worked parallel with the Swedish
translation and validation of this questionnaire (Carlsund et al., 2025).
T1DAL could be a valuable tool for assessing the effect of an intervention
based on Studies I-IV and the synthesis, as we concluded that the
primary outcome should be of a psychosocial character. Conversely,
Aljohani et al. (2024) reviewed that most transitional care interventions
mainly used metabolic outcomes.

In addition to the perspectives of the three stakeholder groups explored
in this thesis, the perspectives of partners, other family members,
friends, other HCPs in the diabetes team, and the policy makers could be
explored in efforts to produce a more comprehensive account on
Transition-friendly support in emerging adulthood and after the
transfer to adult care.
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Conclusions and implications

In summary, this thesis addresses the experiences of EAs living with T1D
and their parents focusing on emotional and existential aspects of the
lifelong disease and the support provided by DSNs, and other HCPs in
the diabetes team in emerging adulthood and after the transfer from
paediatric to adult care. Gathering together the perspectives of
stakeholders, such as EAs living with T1D, parents, and DSNSs, is
essential in designing transitional care models. Further, it is important
to listen to DSNs in order to bring about organisational shifts towards
accessible care based on the needs of EAs. The synthesis of the results
combines the experiences of the participants in Studies I-I1l and
“Transition-friendly transfer to adult care model” of study IV further in
the support guidance Transition-friendly support after the transfer to
adult diabetes care. This is intended for use by DSNs supporting EAs
living with T1D and their parents after the transfer to adult care has been
performed.

My thesis has implications for diabetes care practice. It concludes
that highlighting reconciliation processes in T1D is essential to ensure
emotional and existential support for EAs and parents, particularly
important when experiencing multiple overlapping transitions that occur
during emerging adulthood. The Swedish clinical decision support for
diabetes in transitional care for young individuals living with T1D
(Jansson et al., 2025), which is helpful as a transfer guideline document,
describes important medical aspects. Highlighting reconciliation
processes in T1D, is argued by Eriksson and Gustafsson (2022) crucial,
alongside medicals aspects because the essence of reconciliation is a
reconstruction of the self by integrating the disease into all aspects of life
(the body, the existence, who one is as a person, and daily life) while
simultaneously meeting one’s full potential to thrive and find meaning in
life. My thesis concludes that DSNs and other HCPs in the diabetes team,
should guide EAs living with T1D along with their parents, towards
reconciling with the consequences of the disease. It is concluded that this
is particularly important during multiple overlapping transitions that
occur during emerging adulthood.

Moreover, my thesis concludes that support after the transfer is as
important as transfer preparations for it. The Swedish clinical decision
support for diabetes in transitional care for young individuals living
with T1D (Jansson et al., 2025), can be strengthened by adding aspects
of well-being and support after the transfer. My support guidance
Transition-friendly support after the transfer to adult diabetes care
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highlights comprehensible and bridge-building care structures, assisted
development of independence, a flexible and person-centred approach,
and attentiveness to reconciliation and existential processing, in order to
strengthen the position of EAs living with T1D and their parents and
provide targeted support to meet their needs. I conclude that because
self-management is commonly not prioritised by EAs, it is important to
provide support in all other aspects of life relative to multiple transitions.
Moreover, during emerging adulthood, support that is characterised by
strength and hope for the future is just as important as support
regarding vulnerabilities. In conclusion, it is important that EAs do not
get lost in the general adult population in adult diabetes care. My thesis
discusses the implications for professional development of HCPs in
emerging adulthood and developmental psychology, as well as
reconciliation processes in T1D.

The thesis also provides organisational recommendations.
Organisational shifts towards more accessible and flexible diabetes care
are needed in order to meet needs of EAs living with T1D. I conclude that
offering direct messaging via healthcare platforms, providing user-
friendly online resources, and ensuring flexibility in healthcare visits,
such as during evenings and weekends, is crucial. Moreover, diabetes
teams need to safeguard emotional and existential support through
extended collaboration with medical social workers, psychologists, and
occupational therapists specialised in T1D.
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