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Abstract

Purpose: The purpose of this systematic literature review was to explore studies that report the experiences of
adolescents, their families, and health care professionals of adolescents’ transition to self-management of type
1 diabetes (T1DM).

Methods: SocINDEX, Psycinfo, APA PsycArticles, and MEDLINE electronic databases were searched. Studies
reporting on experiences of transition to self-management of T1DM for adolescents, their parents, siblings,
and health care professionals published between January 2010 amd December 2021 were included. The Mixed
Methods Appraisal Tool guided trustworthiness and relevance of selected studies.

Results: A total of 29 studies met the inclusion criteria. Findings indicate that adolescents’ experiences of
transitioning to self-management of T1IDM are interconnected with the supports provided by others (eg, family,
teachers, friends). Considering interdependence and collective lived experiences is essential to developing
effective and personalized family, peer, and social interventions to facilitate transition and to avoid negative
outcomes in later life. The renegotiation of roles within the network of supports that impact adolescents’
transition and adolescents’ self-negotiation have been neglected.

Conclusion: Transition to self-management of T1DM is a dynamic and iterative process comprising of continuous
shifts between interdependence and independence, making it challenging for all involved. A number of research
gaps and avenues for future research are outlined.

Type 1 diabetes (T1DM) is a predominantly childhood-onset chronic condition that results in a lifelong depen-
dence on exogenous insulin. Maintaining optimal glycemic targets (A1C) requires onerous monitoring of blood
glucose levels, balancing insulin requirements with carbohydrate intake and exercise, and multiple daily insulin
injections. The incidence rate of T1DM, particularly in children and adolescents, has dramatically increased
worldwide, with nearly 98 200 developing T1DM each year under 15years old, increasing to approximately
128 900 under 20years old.!

Adolescence is an important milestone with an increased desire for autonomy in multiple areas of life. However,
due to the complexity and unpredictability of T1DM, adolescents experience tensions between expectations and
their capacity to become fully independent, which conflicts with their sense of autonomy.? Transition to self-
management of TIDM during adolescence has been described as a multidimensional and evolving process, with
parents and health care professionals gradually shifting and sharing day-to-day T1DM responsibilities and
decision-making with adolescents, with the final goal of achieving full autonomy.? Characterizing and understand-
ing the end-to-end collaborative trajectory between adolescents, their families, and health care professionals is
challenging, and the various levels of interaction are poorly described in existing literature.

Navigating the turbulence of developmental, illness-factors, situational and organizational (health care) life
transitions, and a mix of biopsychosocial factors associated with adolescence, can present significant challenges
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and barriers for successfully transitioning to self-management of TIDM.* This can result in deterioration of glyce-
mic control, and may partly explain the observation that adolescents have highest AIC levels when compared across
the lifespan.® As described in past research,®’ transition to self-management cannot be seen independently from
constructs such as empowerment and autonomy. Empowerment is a transactional and developmental process that
may be essential to facilitating autonomy.%%° Autonomy results from being empowered and pertains to the capac-
ity of independent decision-making and initiative in which adolescents gradually separate from parental and
other influences, and build the skills required for adulthood. In addition, the end stages of the transition to self-
management of TIDM can occur in parallel with the transfer from pediatric care services to adult care services.
During this time, patient care moves from their established health care team or clinic to another, consequently
increasing the burden of self-management for adolescents with T1IDM. However, transition of autonomy and
transfer of care need to be considered as two distinct and separate constructs within the T1DM literature.

Suboptimal T1DM management can accelerate short- and long-term life-threatening complications, including
diabetic ketoacidosis, severe hypoglycaemia,!® cognitive function decline, visual impairment and blindness, kidney
failure,!! loss of consciousness,!? and premature mortality.!®> Importantly, the risk of developing these complica-
tions appears to be cumulative. Periods of unsafe glycemic control in T1DM, as can occur in adolescence, will
have a detrimental effect on lifelong outcomes, and this is termed “metabolic memory.”!* Although the multiple
dimensionality of the various transitions experienced by adolescents with T1DM have been acknowledged, includ-
ing transitioning to adulthood,!® beginning college,'® entering the workforce,!” accommodating new diabetes tech-
nology,!® and transferring to adult care services,!? the transition to self-management of T1DM within and beyond
the family is not fully understood. Therefore, focusing on optimizing this transition will reduce complications in
later life and improve future health outcomes at a population level. However, little is known regarding exactly how
adolescents, their families, and their caregivers should navigate this transition and the role that health care profes-
sionals might play in this process.

The aim of this study was to conduct a systematic literature review of qualitative, quantitative, and mixed-
methods research across social science, psychology, and health care literature domains in accordance with the
Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) guidelines?® to explore adoles-
cents’ experiences of the transition to self-management of T1DM. This review also examined studies that report
the experiences of their families and health care professionals regarding adolescents’ transition to self~-management
of TIDM. The key objective was to inform family, practitioner, and professional decision-making, policy, and
practice through developing a comprehensive understanding of the barriers and facilitators of this transition. The
guiding research question for this study adopted elements of the patient/problem, intervention, comparison and
outcome (PICO)?! process and was structured as follows: How do adolescents (P) with TIDM (I), their families,
and medical professionals experience transition (O) to self-management of TIDM?

Methods

A systematic review of peer-reviewed literature in the social science (SocINDEX), psychology (PsycInfo, APA
PsycArticles), and health care (MEDLINE) databases published in the English language between January 2010
and December 2021 was conducted. Although studies from all countries were considered for a global understand-
ing of adolescents’ transition to self-management of T1DM, limited resources for translation compelled the authors
to restrict to studies published in the English language. Evidence suggests that the exclusion of non-English studies
has minimal impact on systematic review outcomes.???* Studies using quantitative, qualitative, and mixed-
methods approaches were included. Zotero was used to organize the results from each database and to remove
duplicates. A total of 1787 articles resulted from the database searches. A narrative synthesis using the Guidance
on the Conduct of Narrative Synthesis in Systematic Reviews?> was undertaken due to the degree of heterogeneity
between studies. This approach was not a linear process but an iterative one, therefore relationships within and
between studies were explored until finalized themes emerged to fully interpret the data.?%?7

Search Strategy

The search strategy aimed to synthesize the literature related to the experiences of transition to self-management
of TIDM directly experienced by adolescents and indirectly experienced by their parents, siblings, and health care
professionals. Search terms were hierarchically structured and combined variations with Boolean connectors
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Table 1. Search String Applied to SocINDEX Database

Search No. Query

4 ST AND S2 AND S3

3 Tl ( (self* OR manag* OR care* OR decision*} ] OR AB ( (self* OR manag* OR care* OR decision*) )
2 Tl ( (diabetes* OR “type 1 diabetes*”) ) OR AB [ (diabetes* OR “type 1 diabetes*”) )

1 TI ( (autonomy OR transition*]) ) OR AB ( (autonomy OR transition*) )

Abbreviations: S1, Search 1; S2, Search 2; S3, Search 4.

(“AND,” “OR”) of the following keywords: (autonomy) transition, type 1 diabetes, and self-management. The
search was undertaken in November 2021 and last updated in January 2023. In compliance with PRISMA guide-
lines for reproducibility of this review, Table 1 shows a comprehensive example of the search string applied at
SocINDEX database. The study protocol was not registered. For the study protocol, refer to the Supplemental
Material.

Eligibility Criteria

Mixed-study reviews are relevant to better understanding and exploring complex and context-sensitive topics,?®
such as transitions. Therefore, qualitative, quantitative, and mixed-methods research that reported on adoles-
cents’, parents’, siblings’, and health care professionals’ experiences of transition to self~-management of TIDM
were included. Considering that the age of the transition to self-management for adolescents with T1DM can vary,
age ranges between 3 and 40years old were chosen to ensure that experiences before, during, or after transition
were captured. Following agreement among all authors on the inclusion and exclusion criteria, identified studies
were transferred to Zotero for further assessment. A screening process was undertaken to identify eligible articles
following the removal of duplicates (n=282). Abstracts and titles (n=1505) were screened, and irrelevant studies
were discarded. Remaining articles were retrieved in full text format, and the same criteria was applied. Reasons
for exclusion were documented. Discrepancies among authors were resolved by consensus.

Articles were selected for inclusion if they were (1) scholarly peer-reviewed articles published in English between
2010 and 2021 and (2) included data pertaining to experiences of transition to self~-management of TIDM. Studies
were excluded if (1) there was no evidence in the title or abstract that the study was related to the transition from
parental management to self-management, (2) the study investigated experiences of other chronic conditions, (3)
the study did not use human subjects, and (4) the aim of the study was to evaluate life transitions. Table 2 sum-
marizes the inclusion and exclusion criteria utilized. A data collection form was used to extract the information
from the studies. The following study characteristics were collected: (a) author’s last name(s) and year published,
(b) aim of the research, (c) research method, (d) sample size, and (e) study findings. A total of 29 articles were
considered eligible for the review (see Figure 1 for PRISMA flow diagram).

Critical Appraisal

Selected studies underwent a critical appraisal for further comprehensive assessment of trustworthiness, relevance,
and quality. The critical appraisal of the qualitative (n=23), quantitative (n=5), and mixed-methods (n=1)
selected studies was informed by the guidance of the Mixed Methods Appraisal Tool (MMAT),?%2° a single quality
appraisal tool for systematic mixed-studies reviews. Trustworthiness and relevance of studies were determined by
individual components that involved initial screening questions and sets of 6 quality appraisal questions to each
appropriate research design, allowing for consideration of the unique characteristics of each study to be taken into
consideration. The quality appraisal was undertaken to aid the interpretation of findings and to assist in determin-
ing the strength of the conclusions drawn. The critical appraisal showed that 28 of 29 studies were of high quality
with a score of 3 or more. A detailed assessment of the quality of each study using the MMAT is provided in the
Supplemental Material. None of the studies were excluded based on the results of the quality assessment as per
MMAT recommendations.?
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Table 2. Inclusion and Exclusion Criteria

Criteria Inclusion Exclusion
Publication type Scholarly peer-reviewed journals Not subject to peer review
Methods/design Qualitative N/A

Quantitative
Mixed method

Language English Study titles and abstracts in
languages other than English
Populations Adolescents with type 1 diabetes and their parents/ Other chronic or long-term disease/
guardians, siblings, and health care professionals illness
All ages Not human subjects
Published date 2010 to 2021 N/A
Other reasons N/A Duplicates

Evaluates life transitions

Does not contain data pertaining to
lived experiences

Full text not available

Data Synthesis

Due to the heterogeneity between selected studies, findings were synthesized into themes using a narrative synthe-
sis, which is commonly used to evaluate evidence across multiple disciplinary fields.>® Selected studies were com-
pared and summarized. Narrative synthesis guidance informed the reflected themes identified to produce an
in-depth understanding of the transition from parental management to self-management of T1DM.?>%7

Results

Included and categorized studies are shown in Tables 3 and 4, respectively, in which findings are detailed and
relationships between themes are explored. Following the 10-year time frame recommendation for researching
contemporary experiences,’! studies were published between January 2010 and December 2021. Different set-
tings, study designs, and sampling methods characterized these studies. Studies originated from the United States
(n=15), Denmark (n=4), Sweden (n=2), Brazil (n=1), Canada (n=1), Ireland (n=1), Italy (n=1), South Africa
(n=1), Taiwan (n=1), and United Kingdom (n=1). The data reported in each study were collected via semistruc-
tured interviews (n=12), measures of self-management questionnaires (n=2), a combination of interviews and
focus groups (n=2), workshops (n=2), online surveys (n=2), database search (n=2), questionnaire with inter-
views (n=1), semistructured interviews with photo elicitation (n=1), visual storytelling (n=1), in-depth inter-
views (n=1), intensive interviews and internet communication (n= 1), journaling (n=1), and path analysis (n=1).
Sixteen studies explored adolescents’ experiences of transition to self-management of TIDM®*!83245 and 9 studies
included adolescent and parental experiences, predominantly mothers.**>* Siblings’ experiences were considered
in 1 study,”® and 3 studies focused exclusively on parental experiences.’*>® None of the studies included health
care professionals’ experiences.

The selected studies (n=29) that examined the experiences of transition to self~-management of TIDM for
adolescents, parents, siblings, and health care professionals are summarized in Table 3. Recurrent core themes
identified as effective ways to understand and ease the transition to self-management of T1DM were devolved
agency and relational autonomy. Studies were included in more than 1 theme.

Devolved Agency

This theme relates to having ownership over one’s self-management, based on factual and experiential knowledge
that facilitates meaningful choices in life. Agency embodies the dynamic and complex nature of personal
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[ Identification of studies via databases and registers ]
Records identified through
.5 database searching (n = 1787) Records removed before
© _ screening:
5.% §°CINDEX (D 37) > Duplicate records
E sycinfo (n = 263) (n = 282)
3 APA PsycArticles (n = 12)
= MEDLINE (n = 1475)
v
Reports excluded
. (n=1073)
Title and abstract screened and Type 2 diabetes (n = 378)
d f ligibilit > Non-human subjects (n = 32)
?nssze,lsggs) or eligibility Other chronic diseases (n = 382)
Does not evaluate transition to self-
management (n = 279)
Not accessible (n = 2)
(o))
£
GC) v
o
A Full-text articles screened and
assessed for eligibility Full- text articles excluded
(n=432) »( (n=403)
B Studies included in review
3 (n=29)
2 SocINDEX (n = 3)
- PsyclInfo (n = 17)
APA PsycArticles (n = 0) *duplicates
MEDLINE (n = 9)

Figure 1. PRISMA flow diagram representing article identification and selection process.

development construct through self-negotiation®®%° during the transition to self~-management of T1DM, specifically
the significant differences in management decisions and practices by adolescents, their families, and health care
professionals. This reflects on adolescents’ key decision-making and problem-solving abilities that personalize and
enhance the transition from parental management so they may direct their self-management, a process that is intui-
tive and gradually learned. The concept of agency assumes significance when taking into account the many factors
that impact the transition to self-management of T1IDM. Adolescents’ autonomy conflicts with a target-driven medi-
cal culture that can place unrealistic expectations on maintenance of A1C levels and less focus on supporting
agency.b18:33-35,37,38,:41-46,51,54,56 A hioh level of agency was shown to have strong implications on successful self-
management of T1DM, specifically when adolescents integrate the condition within their identity without letting it
dominate their lives,3435:38:42:43,45,46,51,56 Ty key subthemes emerge in relation to how adolescents obtain ownership
over their own self-management: accommodating normalcy through self-invisibility and rehearsal and preparation.

Accommodating normalcy through self-invisibility. In accordance with diabetes language recommendations,®! the
term “normalcy” in the context of this review refers to the desire to live as a person without diabetes. This includes
not being restricted by diabetes management routines (eg, balancing carbohydrate intake during social contexts)
and being treated equally to peers without diabetes.®> One of the motivating factors that appears to influence
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Table 4. Summary Table of Themes and Subthemes

Theme Subtheme including article from which data were retrieved

Theme 1: Devolved agency Accommodating normalcy through self-invisibility*15.25-28.3134.35.37-39,44.49
Rehearsal and preparation?6-30.35.37.47

Theme 2: Relational autonomy Interdependencies’®:25:26:28.29.31,33,34,36-40,42.45,46,48,50,51

optimal transition to self-management of TIDM is achieving a balance between normalcy and self-management
requirements, a key aspect of which is acceptance of the condition. Normalcy and acceptance of T1DM were reported
in 7 studies to play an important part of overcoming the barriers that accompany the transition from parental man-
agement to self-management of T1DM as it encourages adolescents to maintain a high level of auton-
omy. »18:32,35,38,42,44,45,56 Participants in 9 studies reported employing various methods gained through dedicated trial
and error to avoid the psychological burden of this transition, for example, sacrificing perfect A1C over other daily
momentary priorities, »18:33-3%41:42:44:46,51 A ccommodating normalcy through making TIDM temporarily “invisible™ is
highlighted by adolescents’ and parents’ decision to maintain elevated blood glucose levels in certain situations. Ado-
lescents admitted to purposely allowing their blood glucose levels to be elevated in situations such as partying, work
responsibilities, driving a car, and practicing a sport, as reported in the study conducted by Ramchandani et al.*?
Parents also encouraged and justified these types of decisions even though many feared that adequate help would not
be available from those around the adolescent if needed.*® Therefore, agency allows for decision-making capacities
that minimizes the impact of the transition to self-management of T1DM on the adolescents’ life in certain situations,
such as accommodating adolescents’ “fitting in” or assimilating with their peers and social contexts,384243:46,56

Rehearsal and preparation. Rehearsal and preparation refers to gradual introductions of TIDM management
requirements as a strategy to support and facilitate the transition to self~-management. Although the awareness and
desire to leave behind parental and professional management of TIDM may be prompted by developmental
changes associated with life transitions, early preparation with encouragement from a significant network of sup-
port (ie, family members, friends, work colleagues, and significant others) is required for a successful transition to
occur.3»3744 In 3 studies, a network of support was discussed positively and negatively in association with transition
to self-management of T1IDM.??3742 An early evolving sense of agency over the management of T1DM can benefit
adolescents, whereas those who lack agency may experience depression, stress, and anxiety.* Trudeau et al** found
that adolescents and their family members would implement hypothetical situations, “what-if scenarios,” for exam-
ple, from early diagnosis of TIDM. These are situations that may occur while the adolescent is away from home
and were reviewed so the adolescent can gradually develop the agency necessary for the near future. This provides
safe opportunities for agency development so the adolescents can be prepared for potential emergencies and
develop their own strategies as they transition to self-management. Rehearsal and preparation for transition should
begin in early T1DM diagnosis, keeping in mind age-appropriate developmental stages and individualized skills, as
suggested through this finding. Goethals et al’* discussed that although early preparation may facilitate transition
from parental management, it does not ensure that A1C targets will be attained over time. While parents acknowl-
edged their child’s increasing agency, many instances of interdependence, where adolescents manage T1DM with
parental and medical professional guidance as needed, were described. This led to the next theme, which was
emphasized across various studies: relational autonomy, where the formation of agency identities (eg, adolescent’s
belief in their capacities) is manifested within networks of support.

Relational Autonomy

The transition to self-management of TIDM can be seen from a relational perspective, where the experiences of
transition for adolescents, their families, and health care professionals are interconnected and interdependent.
Relational autonomy states that adolescents live in contexts where they are embedded in networks of support,
referring to social networks that are central to adolescents’ developmental advance, and challenges the concept of
autonomy.®>%* In the context of this review, this theme relates to parents’ continuous role of overseeing T1DM
management while promoting that adolescents take on primary responsibility for management plans, often referred
to as interdependence and shared responsibility.!8323335,36,38,40,41,43,44,46,47,49,52,53,55,57,58
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Interdependencies. As adolescents move toward self-management of TIDM, interdependence was presented
as an antecedent to full autonomy.!'84447:49 This implies that full unsupported independence in terms of TIDM
is the goal, particularly from a medical perspective. However, Sullivan-Bolyai et al®> argued that the goal for
a successful transition to take place should be interdependence rather than independence. Interdependence
was defined in other included studies as teamwork, partnership, co-management, and collaborative practice,
with parents perceived as the most reliable guides.*>>%°557 Adolescents’ perspectives on the transition to self-
management of TIDM revealed that although adolescents wanted to independently manage their diabetes and
were aware of their abilities, they required ongoing guidance and support.*>>? Although there is a lack of studies
regarding interdependence in the transition to self-management, findings from Hanna et al*° showed interdepen-
dence to be essential in preparing for transition from early diagnosis. On the other hand, Trudeau et al** argued
that interdependence is a goal for late adolescence, although early preparation is encouraged. Despite contradic-
tions regarding when interdependence occurs in the 2 included studies mentioned here, age is not addressed in
previous literature regarding networks of support as a significant factor in the improvement of A1C levels during
the transition to self-management.%5

The transition to self-management of T1DM has proven to be a negotiated process between adolescents and
parents based on parents’ perceptions of adolescents’ agency in all aspects of their lives. Gender also appears to
be a dimension that has an impact*’**»% and is an important factor in adolescents’ agency during life transi-
tions.%%67:%8 While parents and adolescents recognize the importance of interdependence, many expressed that
gender may intersect with interdependence, specifically for young men.*>*? Participants from studies conducted
by Pritlove et al*! and Ramchandani et al*? highlighted that young men could be more vulnerable to unsafe
T1DM self-management due to social constructions of masculinity. Barriers to fully acknowledge interdepen-
dence include masculinized identity of being tough, in command, and self-reliant.!

Adolescent and parent participants also reported that management of T1DM was a shared responsibility of sup-
portive collaboration, where final decisions are made by adolescents.?>>%1445> Shared responsibility between ado-
lescents and parents leads to desirable self-management of T1DM, defined here as a process that includes both
medical and positive psychological outcomes, such as higher quality of life and satisfaction, which suggests that
greater parental support is fundamental for adolescents’ transition to self-management and autonomy develop-
ment.?%46-49:65.69 Compared to adolescents with parental support, Fornasini et al*’ reported worse self-management
of TIDM among adolescents with less parental support. Considering this within the family setting, Hanna et al*°
tested the importance of parental support and shared responsibility in interdependence for TIDM management.
Findings show that parental support is essential to shared responsibility and may promote adolescents’ acceptance
of interdependence while encouraging the transition to self-management of T1IDM.3>%>48:49 Adolescent and parent
participants agree with the findings mentioned, however excessive parental support has a detrimental effect on
adolescents’ ability to self~-manage.>?>*° To avoid this, shared responsibility should be appropriate and allow for
adolescents to build trust and reduce the need for parental support and oversight.

Findings also reported that shared responsibility and the use of technology are integral factors that facilitate
interdependence.3341:4455 Thus, adolescents are also interdependent on several technologies that contribute to a
sense of autonomy in their everyday lives.*>%*+3° Technology plays a key role in supporting adolescent agency, but
it also contributes to conflict and tensions in interdependence due to the opportunities that technology creates for
ongoing parental monitoring.!® Discrepant perspectives regarding these conflicts may reflect adolescents’ desired
autonomy.!®36454% Adolescents experience mixed emotions regarding A1C levels being monitored by parents,
such as relief, security, and resentment due to continuous monitoring, access to blood glucose levels, and having
to explain why they did not achieve A1C targets, which may be due to various unexplainable factors such as mood.
Whereas for parents, monitoring of A1C entails reaching targets rather than meeting adolescents’ specific emo-
tional needs at the time.!®4%47:50 The increasing use of continuous glucose monitor technology has enabled parents
to monitor their child’s real-time glycemic control. However, it remains unclear whether this is a facilitator or bar-
rier for the transition to self-management.

Four studies reported the transition to self-management of TIDM to be primarily a family affair rather than a
medical one.?®%75355 This may explain the lack of studies (n=0) in this review that explored health care profession-
als’ perspectives of this transition. Overgaard et al®>® found that many studies have not examined the perspectives
of siblings, including an existing lack of role clarification, which has often resulted in siblings being overlooked
during the transition to self~-management. The analysis from Overgaard et al®®> shows that the transition to self-
management of TIDM can be disruptive and challenging for all family members in varying degrees and ways,
including siblings. Although not included in the search string of this systematic literature review, 9 studies have
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analyzed interdependence in the context of others included in the adolescents’ networks of support, such as school
nurse, peers, significant others, internet-based peers, and extended family.37:39:40,43-45,50,52,53,57

Discussion

In this systematic literature review, we identified themes that are significant to the transition to self-management
of TIDM. The study focused on examining the available evidence concerning adolescents’ experiences of this
transition and the experiences of their parents, siblings, and health care professionals. To achieve this, a narrative
synthesis was undertaken. Few studies (n=29) met the inclusion criteria, emphasizing the paucity of research on
effective approaches to supporting and facilitating this transition. Devolved agency and relational autonomy emerge
as essential antecedents of the transition to self~management of T1DM, which echoes the definition of the transi-
tion to self-management by Karlsson et al’®®>®® as a “hovering between individual actions and support of
others.” It also aligns with the definition of healthy transitions by Meleis et al,”! which are characterized as achiev-
ing a subjective sense of well-being, mastery, and well-being of interpersonal relationships. Critically, findings
indicate that the transition to self-management does not anticipate that A1C targets are attained; rather, it strives
to resist the medical systems’ pressure and to focus instead on achieving better quality of life for adolescents.

Many adolescents desire to lead their life similar to peers without T1IDM during the transition to self-
management.’? The reality of daily living, however, is interfered with by the ever-present requirements of TIDM.
Adolescents and their families therefore engage in a delicate balancing act between these requirements and leading
a healthy life by allowing the adolescents’ devolved agency to accommodate normalcy and a sense of self.
Frustrations with striving for normalcy have been identified as one of the most difficult barriers to successful transi-
tion.*? The fear of diabetes-related stereotypes and not fitting in with peers combined with the ongoing burden of
T1DM management can lead to a sense of disruption and create barriers for adolescents seeking to live a balanced
life. Findings from this review show that accommodating normalcy is attainable through age-appropriate devolved
agency in the negotiation of situations that may be deemed important to the adolescent. In line with this finding,
Spaans et al”® suggests that adolescents are better prepared for the transition to self-management once a certain
level of agency has been established to the satisfaction of their families and health care professionals as well.

This review found that rehearsal and preparation for the transition to self-management should be tailored to the
adolescents’ needs and comfort level.%7* Preparation for transition should begin as early as diagnosis because it
allows adolescents to develop agency in many factors that influence self-management of T1DM rather than just at
the time of transition. Previous research on the transfer from pediatric to adult care services, which often occurs in
parallel to the transition from parental management to self~management, has also found that rehearsal and prepa-
ration is a useful strategy to improve self~-management competencies through awareness of the condition and its
potential outcomes.” Future research should explore and identify concrete strategies developed by adolescents
and their available networks of support that may facilitate rehearsal and preparation for this transition while also
undergoing a set of other life transitions.

A key finding from this review shows that the transition to self~-management is considered a family affair.
This often entails conscious efforts from networks of support to increase adolescents’ autonomy in self-
management while anticipating psychosocial adaptations that may occur. Networks of support are vital in facilitat-
ing effective communication with adolescents, shared decision-making, and a supportive environment, ultimately
contributing to a successful transition. Discussions concerning the impact of overprotection from networks of
support, particularly parental support, on the quality of life of adolescents are recommended. Drawing on this find-
ing, it appears that overprotection can hinder adolescents’ autonomy and lead to a decreased quality of life. Thus,
open discussions about the effects of overprotection can help create an optimal environment that will encourage
transition to self-management and promote adolescents’ overall well-being.

Aiming toward interdependence, rather than independence, has proven crucial to avoid negative consequences,
such as deteriorating A1C.”%7° Findings from this review suggest that interdependence may be more beneficial in
facilitating the transition to self-management of TIDM. Consistent with the current finding, Farthing et al%®
showed that although adolescents age and mature, an interdependent approach rather than an independent
endeavor is necessary from early diagnosis of TIDM to prepare for transition. Interdependence in self-
management of T1DM occurs in the context of everyday social relations where “individuals influence each other’s
outcomes in the course of their interaction.”®°®® This concept differs from the fully independent approach
employed by the health care system in the transition to self-management. As such, health care professionals should
consider adopting an interdependent approach in supporting adolescents living with TIDM and their families.

38,47,53,55
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The study by Weissberg-Benchell et al’® concluded that adolescents who were fully independent made more errors
in managing T1DM than those who were interdependent. Thus, responsibilities and obligations with networks of
support should be renegotiated in a flexible way to avoid the extremes of overprotection or lack of involvement
during transition. Future research should further investigate the concept of interdependencies within networks of
support in the transition to self-management of T1DM because it has been shown to facilitate and ease the transi-
tion for adolescents and their families.

Limitations

Although the findings of this systematic literature review suggest important factors that may facilitate and ease the
transition from parental management to self-management of TIDM, a few limitations do exist. First, factors
including A1C measurements, age of diagnosis, family composition, socioeconomic status, and insurance coverage
were not available in all the studies. Most studies did not assess self-management responsibilities performed by the
adolescents and those by their parents or caregivers. Second, the search string of this review did not include experi-
ences of all members of the adolescents’ network of support, such as extended family, school teachers and nurses,
friends, and significant others. Finally, only peer-reviewed studies in the English language were included.

Conclusion

In conclusion, this review highlights the importance of agency and relational autonomy factors as adolescents tran-
sition from parental management to self-management of TIDM. The transition was shown to be complex due to
a combination of factors associated with developmental life transitions. The findings reported to have implications
for further research are accommodating normalcy through self-invisibility, rehearsal and preparation, and interde-
pendencies in the transition to self-management. This review focuses directly on adolescents’ with T1DM, their
families, and health care professionals’ experiences of transition; however, future research should focus on the
experiences of all associated in the adolescents’ network of support.
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