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Abstract
Objective: Adolescents begin to adopt a more collaborative approach to managing type 1
diabetes (T1D) with their parents before becoming independent in self-management. This
study aimed to explore adolescent perspectives on communicating with parents about self-
management of T1D and negotiating responsibilities for self-management with parents.
Methods: Semi-structured interviews were conducted with 28 adolescents aged 11 to 17 years
living with type 1 diabetes. Interviews were audio-recorded, transcribed verbatim and
thematically analysed.
Results: Two themes and five sub-themes were identified. The first theme, ‘changing levels
of involvement in self-management’ describes the division of responsibility for self-
management within the family and adolescents collaborating and sharing responsibilities with
parents for self-management. The second theme, ‘talking about self-management with
parents’ describes changes in patterns of parent-adolescent communication about T1D over
time, adolescents’ seeking parental feedback and advice and the factors that contribute to the
promotion of self-management communication between adolescents and parents.
Conclusion: Overall, this study identified that how adolescents perceive their communication
with their parents contributes to the negotiation of responsibilities for self-management
during adolescence. The findings provide a nuanced understanding of adolescent perspectives
on self-management of T1D and communication with parents about T1D self-management
and specifically how parent-adolescent communication can be framed in ways that promote
positive adolescent engagement with T1D self-management.
Practice implications: Targeting communication strategies employed by adolescents and their
parents may result in more optimal sharing of responsibilities and improved self-

management.



1. Introduction

Self-management theories highlight the key role of the family in managing a chronic
condition such as T1D [1-3]. This is especially true in the case of children and adolescents
who are living with T1D and rely on parents for assistance with carrying out self-
management tasks. The trajectory towards becoming independent in self-management is
influenced by a myriad of individual, family and clinical factors including adolescent
developmental stage, age, clinical characteristics, learning ability and how the family relates
to one another [1]. Moreover, assuming ownership of the management of T1D impacts upon
multiple facets of an adolescent’s life including adolescent quality of life (QOL) and short-
term and long-term health [4-6].

The experience of shared management and transfer of responsibility as it relates to
gaining independence in managing a long-term condition in childhood and adolescence
remains poorly understood [7,8]. Qualitative research conducted with adolescents living with
T1D indicates that transferring responsibilities for T1D management in adolescence can be
characterised by increased conflict between parents and adolescents in relation to T1D
management [9-11]. Conversely, positive aspects of parental involvement are also described
with adolescents referring to their parent’s role in reminding and educating them on aspects
related to T1D [12,13]. While parent-adolescent interactions surrounding management are
regularly referred to, there is an absence of qualitative inquiries which specifically seek to
investigate the content and context of parent-adolescent communication surrounding T1D
self-management during adolescence and the negotiation of responsibilities for self-
management of T1D. Moreover, this has not been qualitatively explored from the

perspectives of adolescents.



The aim of this study was to explore adolescent experiences of negotiating
responsibilities for self-management with parents from the perspectives of adolescents living
with T1D.

2. Materials and Method

This qualitative study used semi-structured interviews to explore the perspectives and
experiences of adolescents (aged between 11 and 17 years) living with T1D about self-
management and communicating with their parents in relation to self-management
responsibilities. Ethical approval was obtained from the Research Ethics Committees of the
participating hospitals and the University Research Ethics Committee. All adolescents, and
their parents, provided written informed assent and consent respectively before participation
in the study.
2.1 Sample

Eligible participants were adolescents living with T1D, aged between 11 years and 17
years at the time of interview and diagnosed with T1D for 6 months or longer.

Participants were recruited via a national paediatric diabetes and endocrine unit (n = 21) and
via an adolescent diabetes clinic (n = 3) by poster advertisement. Additional participants were
recruited through the national diabetes advocacy organisation (n = 4). An overview of
participants is presented in Table 1 below.

**INSERT TABLE 1**
2.2 Data Collection

Semi-structured interviews were conducted with 28 adolescents living with T1D.
Adolescents completed a brief demographic questionnaire prior to the commencement of the
interview. Interviews were guided by a topic guide which was developed to elicit information

on diagnosis, living with T1D every day, self-management roles and responsibilities, sharing



self-management with parents, communication about self-management, and the psychosocial
impacts of self-management and sharing self-management with parents on adolescents.
Most participants opted to be interviewed at their home (n = 15). The remainder of interviews
were carried out in a room in the university (n = 13). All participants chose to be interviewed
alone, without a parent or guardian present. Interviews were electronically recorded, with
adolescents’ permission. The interviews ranged in duration from 28 minutes to 1 hour and 7
minutes.
2.3. Data Analysis

The audio-recorded interview data was transcribed verbatim and transcripts were read and
checked for accuracy. Names and any identifiable information were removed from transcripts
to protect participants’ confidentiality. Data management was aided by NVivo qualitative
data management software [14]. Data were analysed using thematic analysis, following
Braun and Clarke’s [15,16] framework. This approach seeks to identify themes or patterns
within the data by becoming familiar with the data, generating initial codes, searching for and
reviewing themes, defining and naming themes and producing the final report including the
extraction of data quotations.

3. Results

The findings illustrate adolescent experiences of navigating the gradual process of
gaining independence in T1D self-management during adolescence, underlined by the
following two themes: Changing levels of involvement in self-management and Talking
about self-management with parents. The themes and associated subthemes (see Table 2) are
presented below.

**INSERT TABLE 2**

3.1. Changing levels of involvement in self-management



Adolescents outlined how responsibilities for management of T1D were divided
between them and their parents and how they gradually took over management of T1D
through increased collaboration and sharing responsibilities with parents for completion of
T1D care. Two subthemes were identified: (1) Division of responsibility for self-management
within the family and (2) Collaborating and sharing responsibilities with parents for self-
management. See Table 3 for an overview of the subthemes and illustrative quotations.

**INSERT TABLE 3**
3.1.1. Division of responsibility for self-management within the family

Adolescents referred to how parents were initially responsible for many self-
management tasks in the aftermath of their diagnosis and when they were younger.
Adolescents also described how parents delegated T1D management tasks to other family
members such as siblings. Siblings were often instructed by parents to assist with T1D
management by reminding adolescents and checking in with them. Over time, adolescents
became less reliant on parents for completing management tasks and parental involvement
moved to the background.

3.1.2. Collaborating and sharing responsibilities with parents for self-management

Shared and collaborative management was important in supporting adolescents while
they experienced ongoing changing levels of parental involvement in care and navigated the
move towards more independence in T1D self-management. Being responsible for T1D
management was at times considered challenging, and consequently it was necessary for
adolescents to continue to collaborate with parents, rather than always self-manage
independently.

While parents maintain a level of involvement and responsibilities are still shared, the
bulk of responsibilities gradually transitioned to adolescents. Adolescents took over specific

self-management tasks from parents. How this came about was related to the self-



management task difficulty and adolescents’ readiness to assume responsibility for self-
management. For more difficult management tasks, continued parental involvement or a
more gradual relinquishment of parental responsibilities was deemed necessary. Sometimes
increased responsibility was not balanced with adolescent capability to take charge of self-
management. This resulted in adolescents reverting to a reliance on parents for T1D
management, following a period of struggle with independent self-management.

Collaborating with parents facilitated gaining independence in T1D self-management
tasks and ensured adolescents were supported in the transition to more independent
management. Parents supported adolescents by stepping in and relaying appropriate
reminders as needed, and by gradually allowing adolescents to make their own decisions
related to T1D self-management.

Parents promoted adolescents’ independence in self-management by stepping back
from involvement, only assisting with management when needed such as when adolescents
were unsure about an aspect of T1D management. In this way, adolescents were supported by
parents to carry out and learn to manage their T1D more independently through sharing
management with parents. Examples of strategies employed by parents to support and
motivate adolescents towards more independent management of T1D included reminding
adolescents, temporarily taking over T1D management for adolescents or checking in with
them. When adolescents felt overwhelmed by the demands of self-management, parents
stepped in, took over and completed management tasks. Adolescents stated that it was
important that checking in occurred at appropriate times in order to support their engagement
with self-management. Parental involvement and collaboration also supported adolescents in
managing their health through encouraging healthy choices in relation to management of T1D

and overall health.



The presence of parental trust when sharing responsibilities and taking on more
responsibilities for self-management was an important factor for adolescents. The presence of
trust motivated adolescents to meet blood glucose targets or during times when managing
T1D was considered difficult.

3.2. Talking about self-management with parents

How adolescents talked about self-management with parents changed gradually and
provided insight into how adolescents became more responsible for self-management. This is
reflected in three subthemes: (1) Change in patterns of parent-adolescent communication
about T1D over time, (2) Seeking parental feedback and advice; and (3) Promoting self-
management communication between adolescents and parents. See Table 4 for an overview
of the subthemes and illustrative quotations.

**INSERT TABLE 4**
3.2.1. Change in patterns of parent-adolescent communication about T1D over time

Patterns of communication about T1D management between adolescents and parents
changed gradually. This change was illustrated through accounts of changes in the
terminology used and how regularly adolescents reported discussing T1D with parents.

The frequency of parent-adolescent conversations held about T1D reduced with time
and as adolescents became more knowledgeable. Similarly, as time passes, adolescents
described reserving discussions about T1D and consulting with parents for times when they
were experiencing an issue with their management.

Adolescents also reported that in comparison to when they were younger, the type of
language used when talking about T1D also evolved over time. Adolescents described how
they became more familiar and comfortable with the use of technical T1D-related
terminology. This familiarity facilitated more effective communication as both adolescents

and parents were more familiar with T1D.



3.2.2. Seeking parental feedback and advice

Parent-adolescent conversations frequently revolved around seeking or receiving
parental feedback on their performance of self-management tasks and reaching decisions on
T1D management.

Communication often revolved around informing parents about blood glucose
readings. These conversations presented an opportunity for adolescents and parents to discuss
how adolescents should approach T1D management. As adolescents got older, they became
more responsible for self-management tasks. However, parental involvement continued, with
adolescents keeping parents informed or parents seeking information from adolescents. Some
adolescents expressed that there was an expectation between them and their parents, that they
would regularly inform their parents about their blood glucose readings. Adolescents
indicated that conversations surrounding feedback on their T1D management were frequently
initiated by parents. This contrasted with adolescents themselves, who reported that they
often reserved discussions for seeking advice on T1D topics of interest to them.

When adolescents were away from home, they often needed to check in with a parent,
to ask for advice. Examples included determining the carbohydrate content of foods and
calculating insulin doses. Knowing they could check in with parents enabled adolescents to
spend time with friends away from home and contributed towards them feeling independent.

Conversations with parents also provided opportunities for adolescents to receive
feedback on their engagement with self-management tasks which facilitated their learning
and gaining independence in management. Adolescents spoke about talking to parents to seek
reassurance or advice about T1D, for example, dispelling worries or concerns related to
management. Decisions relating to insulin dosage, carbohydrate content of food and device

management were often shared between adolescents and parents. Adolescents also described
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reasons for not seeking advice from parents, such as when achieving control over
management and blood glucose levels.
3.2.3. Promoting self-management communication between parents and adolescents

Adolescents outlined how positive discussion of self-management with parents was
fostered through the presence of openness, closeness and a shared understanding of
perspectives within interactions. The presence of these features in interactions facilitated
discussion about T1D management and enabled adolescents to assume increased
independence in T1D management. Closeness and openness in relationships with parents
often corresponded with ease of communication related to T1D and fostered positive
experiences of talking to parents about T1D management. Conversely, anticipating a
negative interaction following a disclosure about mismanagement of T1D often inhibited
communication from occurring. Adolescents highlighted that parents also, at times, avoided
conversations about T1D to evade a potential negative parent-adolescent interaction.

Regarding aspects of self-management that were difficult to talk about, blood glucose
levels were identified as a challenging aspect of T1D management to discuss and as a result,
the struggles of maintaining levels within target ranges was a difficult conversation topic.
When adolescents felt that there was an absence of parental understanding for why they were
struggling with an aspect of management, this contributed to difficulties interacting with
parents. Adolescents described feeling antagonised by parents when they felt parents did not
fully understand the challenges of managing T1D while simultaneously navigating other
aspects of adolescent life.

When adolescents perceived parental involvement as intrusive, this could lead to
frustration and parent-adolescent conflict around management of T1D. Adolescents often

reconciled this with the knowledge that parents were trying to help, which could reduce
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adolescent frustration towards parents. Adolescents expressed awareness that T1D caused
parental worry or concern and led to their reluctance to initiate conversations.

Finding the time to talk about T1D was often presented as a challenge to initiating
conversations between adolescents and parents. As a result of other commitments (e.g. after
school activities), adolescents relayed not communicating with their parents except for brief
encounters related to blood glucose readings and insulin dose requirements. Conversations
considered ‘awkward’ or uncomfortable, such as when management was not going well, were
also avoided by adolescents.

The potential for interactions about blood glucose levels or mismanagement of T1D to
cause parent-adolescent conflict was highlighted. However, for some adolescents, this
conflict served as a reminder of their parent’s concern for their wellbeing. As adolescents
became more responsible for their T1D management, parental concerns about blood glucose
levels remained. Adolescents also recognised that their parents, at times chose to avoid
checking in, as they were aware that this could be perceived as nagging or intrusive. This
contributed to adolescent beliefs that their parent sometimes avoided talking about T1D.

In contrast, adolescents spoke about how positive interactions with parents were
underscored by closeness between parties and a shared understanding of each other’s
perspectives. Perceived closeness with parents influenced whether adolescents considered
their conversations about self-management to be positive. Adolescents described how it was
important that they felt understood by their parents as this enabled them to discuss managing
T1D and encouraged conversations about issues adolescents encounter with their T1D
management.

4. Discussion and Conclusion
For the first time this study provides a nuanced understanding of the intricacies of

how levels of parental and adolescent involvement in TID management change over time
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from the perspectives of adolescents living with T1D. Sharing responsibility with parents was
a critical factor that enabled adolescents to acquire more independence in self-management.
This study presents novel insights into how adolescents perceive communication with their
parents surrounding T1D self-management and the role of parent-adolescent communication
in assisting adolescents to become increasingly responsible for their T1D self-management.

An emerging trend within research focussing on parental transfer of responsibilities
for T1D management considers self-management as a process rather than a transition from
one point to another [8]. The findings of this qualitative study indicate that adolescents
assume self-management responsibilities in a fluctuating manner, moving between relying on
parents and independently managing, thereby supporting the position that the transfer of
responsibilities during adolescence should be viewed as a process. Furthermore, the findings
clarify that this change in levels of responsibility is characterised by periods of actively
taking over from parents, sharing involvement with parents and reverting to parental
involvement in management, if needed. The fluidity of navigating the space between
independent and shared management of T1D is not often captured in previous studies.
Overall, our findings align with the position that adolescence is a time where the roles in
management of illness change and shift within the family [1,2], while also identifying
specific attributes of parental involvement that contribute to this change in where
responsibilities for self-management of T1D lie.

Collaboration and parental involvement in T1D self-management is critical to
enabling adolescents to navigate towards independence. This trajectory towards
independence can be influenced by the difficulty of the management task, the adolescent’s
readiness to assume increased responsibility and parental support such as stepping in when

needed, providing reminders and presence of trust between adolescents and their parents.
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The process of becoming more independent could at times be hindered or influenced
by contextual factors and difficulties that adolescents encountered when engaging with T1D
self-management. For example, the current findings indicate that parents were relied on to
step in and resume management for tasks considered difficult by adolescents, had adolescents
assumed too much responsibility or if they were experiencing a decline in blood glucose
control. During these times, the importance of parents being flexible and supportive
throughout the process of gradually relinquishing control across adolescence was highlighted.
Adolescent perceptions of how autonomy supportive their parents are is associated with
engagement with self-management [17,18]. Therefore, having parents available to assist
adolescents is important to ensure completion of management tasks as well as to support
them as they gain independence in self-management.

The findings highlight the importance of assessing adolescent readiness to take on
additional management responsibilities and ensuring parents oversee management in a way
that is supportive of adolescent’s independence through preserving adolescent’s confidence
and motivation to engage with their self-management. The findings emphasise specific ways
parental behaviours can be supportive or non-supportive of adolescents’ transition to more
independence in T1D self-management. These included parental conveying of trust, offering
encouragement and ensuring that reminders were not intrusive. Trust was identified as
important and needed to be in place prior to parents relinquishing responsibilities for self-
management to adolescents. Parents did not convey trust when they nagged or asked
adolescents about blood glucose levels in an accusatory tone. Previous research also
identifies the importance of trust between adolescents and parents in collaborating on
management tasks but focuses on how the absence of trust can give rise to parent-adolescent
conflict and intrusive parental behaviours [19,20]. The findings of this study offer novel

perspectives on the positive role of trust in facilitating more optimal sharing of
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responsibilities during this period where parent-adolescent involvement in care varies. It may
be that the trust referred to within the findings is a feature of or closely related to the warm
parenting styles that have been identified within previous research as contributing to better
engagement with management tasks and metabolic control [21,22].

This study highlights the specific role of parent-adolescent communication in the
journey towards becoming increasingly responsible for self-management. Changes that were
identified in parent-adolescent interactions around self-management can be compared to the
general changes to parent-adolescent relationships during adolescence. Specifically, a
reduction in the frequency of parent-adolescent interactions about T1D was reported as
occurring over time. As adolescents got older, they reserved interactions for challenges
encountered. Age was another factor that was associated with less communication about T1D
self-management. In adolescence, in general, both parents and adolescents reorganise their
relationships with one another as they move towards a more egalitarian approach to their
interactions [25]. The present findings indicate that this reorganisation is also evident in
parent-adolescent communication surrounding T1D self-management during adolescence and
reflected in reduced frequency of communication about T1D and self-management. Previous
research also presents T1D as a domain where reorganisation of responsibilities for T1D
management occurs during adolescence, with adolescent and parental roles for T1D tasks
redefined based on the adolescent’s developmental stage [26].

The current study unearths the central role of adolescent perceptions of parent-
adolescent communication in contributing to adolescent’s motivations and confidence in self-
management of T1D. In the current study, adolescents mostly outlined the benefits of
feedback in the form of parental support, reassurance and encouragement when completing
self-management tasks and making decisions relating to their care. However, previous

research suggests that the relationship between parental reminders and encouragement to self-



15

efficacy for adolescents is not straightforward and depends on adolescent’s existing levels of
perceived competence[27]. Thus, it may be important to be cognisant of how parents frame
reminders and assistance with management depending on the individual adolescent.

Furthermore, when adolescents perceive their parents as autonomy supportive, this
facilitates shared T1D management, as adolescents complete more self-care tasks
independently [17]. Luo et al. recently identified that quality of the parent-adolescent
relationship is a factor associated with levels of collaboration with parents for T1D
management and adolescent engagement with T1D self-management tasks [28]. The present
findings extend Luo et al.’s results through contributing to knowledge on the specific parent-
adolescent communication characteristics that can facilitate adolescent engagement with T1D
self-management. More specifically, our findings suggest that the benefits of supportive and
positive parent-adolescent communication and interactions (characterised by closeness and
feeling understood) surrounding T1D may extend to the stimulation of better engagement
with self-management, considered more broadly than metabolic control or adherence
behaviours.

The findings of this study advances knowledge on some of the motivations behind
adolescent avoidance of parent-adolescent communication, such as minimising risk of
parental worry and what the content of these interactions might be (e.g. communicating about
blood glucose levels, mismanagement or forgotten management). Adolescents referred to
avoiding difficult conversations. Adolescents are aware that their T1D is a source of worry
for their parents as evidenced in this study and also previously noted by Serlachius et al. [11].
Although previous research suggests an association between less performance of
management tasks and parental nagging [29], nagging in this study was not always described
as entirely negative and at times, served the important purpose of reminding adolescents or

motivating their engagement with a management task. The findings of this study emphasise



16

the importance of ensuring that interactions motivate positive engagement self-management
among adolescents.

Overall, the qualitative approach employed in this research allowed for an in-depth
exploration of the salient features of adolescents’ experiences of the gradual nature of
becoming more responsible for self-management during adolescence. However, this study
has limitations that warrant consideration. There were some indicators of homogeneity within
the qualitative sample. Though participants were recruited nationally through a national
centre for paediatric diabetes and a national diabetes advocacy organisation, participants were
predominantly drawn from one urban geographical region. As a result, their experiences may
not reflect those of all adolescents living with T1D, attending regional hospitals for treatment
and from other geographical regions.

4.1 Conclusion

This research provides a unique understanding into how adolescent perceptions of
communication impact upon gaining independence in their self-management of T1D. The
findings with respect to the change in levels of involvement between adolescents and parents
support that gaining autonomy in self-management is a gradual process. The findings indicate
that perceptions of family context (specifically qualities of parent-adolescent communication
e.g. openness, warmth and understanding) are an important factor contributing to adolescent
engagement with self-management and assumption of increased management responsibilities.
Parent-adolescent interactions framed in a way that is supportive of adolescent T1D self-
efficacy can contribute to adolescents feeling more capable of engaging with T1D self-
management. Moreover, negative communication styles (e.g. nagging) can sometimes have a
positive impact on parent-adolescent relations pertaining to the negotiation of levels of
involvement in T1D management.

4.2 Practice Implications
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HCPs involved in adolescents’ T1D care should be cognisant of the factors that
contribute to the negotiation of shared responsibilities for T1D management between
adolescents and parents. Specifically, they should ensure that adolescents and their parents
identify whether there are discrepancies between parties with respect to their views on the
adolescent’s current self-management capabilities, ensuring both are satisfied with the
adolescent’s level of responsibility for self-management. Both adolescents and their parents
may benefit from training in communication styles and training in how to communicate about
adolescent readiness for more independence in self-management. Potential interventions
should seek to encourage parents to utilise communication strategies about T1D that are
adolescent-centred and are supportive of adolescent’s autonomy as these may lead to more

optimal negotiation of responsibilities for T1D self-management in adolescence.
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Table 1

Overview of participant characteristics

Adolescent characteristics

Gender N
Male 14 (50%)
Female 14 (50%)
Age N
11-13 years 10
14-15 years 12
16-17 years 6
Age (years) at diagnosis Mean SD Range
11-13 years 595 337 150-12
14-15 years 831 321 166-12
16-17 years 10.67 393 5-15
BGM N
11-13 years
Finger prick 7
Semi-continuous BGM device 3
14-15 years
Finger prick 7
Semi-continuous BGM device 5
16-17 years
Finger prick 5
Semi-continuous BGM device 1
Insulin administration N
11-13 years
MDI 2
Insulin pump 8
14-15 years
MDI 4
Insulin pump 8
16-17 years
MDI 3
Insulin pump 3
Last HbAlc Mean SD Range
11-13 years (n=9) 811 096 7.10-10
14-15 years 7.78 101 6.50-9.80
16-17 years 7.70 054 7.20-8.50
Family History of T1D n
11-13 years Yes (5)
14-15 years Yes (4)

16-17 years Yes (2)




Table 2

Overview of themes and subthemes
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Themes

Subthemes

(1) Changing levels of involvement in self-
management: “I take more responsibility for [this]

and ... my mum would do that usually”

(2) Talking about self-management with parents: “T
am not just like sitting in on the conversation... |
am putting in my own ideas about what to think,

what to do”

(1) Division of responsibility for self-management
within the family

(2) Collaborating and sharing responsibilities with
parents for self-management

(1) Change in patterns of parent-adolescent
communication about T1D over time

(2) Seeking parental feedback and advice

(3) Promoting self-management communication

between adolescents and parents




Table 3
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Overview of subthemes and illustrative quotes: Changing levels of involvement in self-

management: “I take more responsibility for [this] and ... my mum would do that usually”

Subthemes

Ilustrative Quotes

(1) Division of responsibility for self-

management within the family

“I guess my mum because my dad worked more often. My mum
wasn’t working yet but like my dad would also help me with the
numbers and everything and setting it up and helping me with all
these charts and so he’d help me with this. So they both helped me
a lot with it.” — P10, Male, 14 years, diagnosed age 6 years

“Not unless he [brother] has been instructed to do it but he is good,
like he checks up on me and stuff and he helps me.... ‘[P04’s
name] you have to do your blood sugars, mum said you have to do
that and make sure that you do this at that time’.” — P04, Female, 11

years, diagnosed age 5 years

“...Well at the beginning they would, they would help me with my
injections but now I pretty much do them myself so no I haven’t
really relied on them overly but | have always known they are there

to help if I need it.” — P03, Male, 14 years, diagnosed age 11 years

(2) Collaborating and sharing
responsibilities with parents for self-

management

“But now since I have gotten older I have kind of taken more
control over it but my mum still helps me like a lot, I don’t know
what I would do without her to be honest.” — P23, Female, 14 years,

diagnosed age 6 years

“Yeah because they used to do most of the work and now | have
kind of | have kind of stepped up and ah-am doing a good bit of the
work.” — P27, Male, age 14 years, diagnosed age 1 year

“Like I thought I could just manage everything by myself, yeah like
just check sugars, do corrections, do everything by myself. But
then after a while things were starting to vary a bit so | just went
back to my parents, and like not completely but | asked them to like

again to help...” — P27, Male, age 14 years, diagnosed age 1 year

“But they also give me a chance to think about it as well and they
make sure that I have the right basals and everything.” — P04,

Female, 11 years, diagnosed age 5 years




26

“My parents’ role was just to make sure that I know what I was
doing at first and then my parents’ role was kind of like they feel
they don’t need to be there as much now but they are still there just
to help me out like carb counting and stuff like that...” — P17,
Female, 15 years, diagnosed age 10 years

“Ehm they would be there like to support me if I don’t want to do it
anymore or just don’t feel like doing it. They would help me if I
am like that and then they might, if | feel like that they might help a
bit more and they would remind me to test often and am my dad
would do the insulin and my mam would do the diary, so just to
keep me on top of it.” — P24, Female, age 15 years, diagnosed age
11 years

“Yeah in the beginning it was grand. Now it is a pain sometimes,
you are sort of going, ‘I did do it, I did do it.” But it was good
because if they don’t say it you will eventually forget once or

twice.” — P22, Male, 16 years, diagnosed age 8 years

“Ehm most of the time it is annoying because my mam will be
asking me to check all the time and I will say, ‘okay | will do it

now.’...” — P24, Female, 15 years, diagnosed age 11 years

“So we might sometimes we [my parents and 1] would both be
confused about how to use the pump so we will help each other to
am learn. Because you are always learning with the pump, there is

alot to it.” — P24, Female, 14 years, diagnosed age 6 years

“Like they [HCPs] would ask a few questions but my mam always
has like some questions. She just likes to make sure about things
because if my bloods have just been gone mad and she doesn’t
know why she would be like- She will show them- We keep a little
diary so if we write what food | have and my bloods and she gives
it to them and she says, ‘Do you see here? We don’t know what
happened there.” So they will tell us what to do the next time it
happens.” — P13, Female, 12 years, diagnosed age 8 years
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“If I like if I didn’t have my parents I wouldn’t eat nearly as
healthily, I wouldn’t have like the advice I get, they are a big help
to me like.” — P11, Male, 16 years, diagnosed age 15 years

“...So that was hard, and also injecting every day was hard for me
because am [ wasn’t a big fan of injections and it was painful but I
got on with it and | wanted to keep my bloods in range because | if
I knew if | could do that | could do anything. And I knew that if |
had a good trust with my parents then it would be fine...” — P26,
Female, 15 years, diagnosed age 12 years




Table 4
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Overview of subthemes and illustrative quotes: Talking about self-management with parents:

“I am not just like sitting in on the conversation... I am putting in my own ideas about what

to think, what to do”

Subthemes

Ilustrative Quote

(1) Change in patterns of parent-
adolescent communication about T1D

over time

(2) Seeking parental feedback and

advice

“I used to ask them about a lot more things and now I know like a
lot more of the stuff so I don’t have to ask them as much.” — P08,

Male, 12 years, diagnosed age 5 years

“T only if it is a serious low blood sugar, like if | am in the 2s,
which | am rarely that, or if I am really, really high and we tell each
other | talk to them about it, and if it is a once off time but if it is
coming up every time we just talk to each other about it. Butit’s it
has changed greatly. We only need to tell each other the big the big
problems not as well as every single detail like at the start because
we were all babies basically.” — P26, Female, 15 years, diagnosed
age 12 years

“...They would say to take your bloods at little break if my bloods
have been kind of low or high and if I haven’t had a chance to take
them at little break they say, ‘well you should have.” Where if |
was younger they would say, ‘okay you know just do it tomorrow.’
So it has kind of gotten, because they know as | get older | will
become more kind of like relaxed about it so they want to keep me

on top of it.” — P15, Female, 15 years, diagnosed age 11 years

“I would say that they explain more to me now about like basal
rates and stuff like that. When | was younger, I wouldn’t have
known what that meant but now I understand everything” — P16,
Female, 14 years, diagnosed age 5 years

“... So | might have got a bit worried that | had to check my blood
sugars and give insulin myself but like 1 usually am having to ring
my mam and make sure I was like doing the right stuff.” — P11,

Male, 16 years, diagnosed age 15 years, diagnosed age 15 years

“Yeah like yesterday I went with my cousins to bowling and I was

texting my mam if | done a blood and what | bolused and stuff to
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(3) Promoting self-management
communication between adolescents

and parents

make sure that everything was okay...” — P02, Female, 13 years,
diagnosed age 9 years

“Eh like if I didn’t know what it was they [parents] would find out
what it was, tell me and like if I did a bolus wrong, if I did a wrong
bolus for what I ate they would tell me what to do...” — P14, Male,

11 years, diagnosed age 3 years

“Well I told them I was nervous about getting it [insulin pump]and
then my dad said, ‘sure [P0O5’s name] I forgot I had it on.” And
they said it wasn’t sore at all so I got it- so then | got it and it was
okay.” — P05, Male, 11 years, diagnosed age 9 years

“Yes, we don’t really talk about it otherwise because | have it like
fairly under control.” — P16, Female, 14 years, diagnosed age 5

years

“But sometimes it can get a bit difficult with the diabetes because
with taking responsibility you want to make your own decisions but
if you are stuck you still go to your parents but you are still like,
‘oh I don’t know what to do’.” — P13, Female, 12 years, diagnosed

age 8 years

“If I had a question or if I wanted to know about something. You
know like when | was quite interested in getting the pump, like |
wouldn’t always talk about that I wouldn’t always start the
conversation but a lot of the time | would because it was something
I wanted. You know.” P25, female, 17 years, diagnosed age 13
years

“..I feel like it is more positive conversations than, more like ‘yeah
you did this well done.” Where the bad conversation is more like
‘what have you done?’ So it is when my bloods are good that I find
it easier to talk to them.” — P15, Female, 15 years, diagnosed age 11

years

“Not really, it is just like sometimes it is kind of if like say a school
test or I was rushing that day and I didn’t get time to check them at
one of the lunches or I forgot to do a bolus, it is kind of it’s
frustrating when they are giving out and saying, ‘why didn’t you do

this?” I don’t think they really completely understand like what it is
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like to have to have, like every teenager’s mind-set and have all
those things on your mind plus an added stress.” - P16, Female, 14
years, diagnosed age 5 years

“Especially my mam, like she would be a lot more probably a little
bit more worried about me but it is good that she is concerned | am
staying healthy... Yeah but like sometimes I’d be like, ‘Stop at
me’, but like she is just trying to help out really... Because she
wants to just make sure that [ am keeping myself healthy.” — P11,
Male, 16 years, diagnosed age 15 years

“Sometimes it is just easier not to talk to your parents about it. You
know because they’ll worry less...” - P25, Female, 17 years,

diagnosed age 13 years

“We don’t really talk about it much, just with the bloods and the
boluses, we just talk about that but nothing really overall

collectively... because we are always busy, always working, me
with the study now and sports and stuff, so not really no.” — P18,

Male, 15 years, diagnosed age 11 years

“...it might be a little awkward if we were talking about something
like the injection or if my pump shuts down or something like
that... Usually what I mean by awkward is it is usually hard to find
stuff to say [to parents] because you are hoping that it won’t

actually happen” - P04, Female, 11 years, diagnosed age 5 years

“...I suppose just you are sort of you are afraid they are going to
give out to you, but they don’t give out to you, they just want to
know how you are doing just to make sure that you are all right...”

— P22, 16 years, diagnosed age 8 years

“Well sometimes I think she doesn’t like asking me in case [ am
like, ‘of course they are fine’.” — P25, Female, 17 years, diagnosed

age 13 years

“... Weare just really, really close the three of us that | can
actually talk to them about stuff. We are just really close and |
think that’s what helps it as well.” — P13, Female, 12 years,

diagnosed age 8 years
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“I usually go [to talk about T1D management or ask a question
about T1D management] to my dad first because | feel like, he
doesn’t always come to the appointments because he is always in
work so | feel like he gets more of an understanding of where | am

coming from.” — P15, Female, 15 years, diagnosed age 11 years

“... make sure you have the book done would be one of the main
ones, just so that both of us know, we are both looking at the same
thing going, ‘okay this is why it went high, this is why he is going
okay at the minute’ and all that sort of stuff.” — P22, Male, 16

years, diagnosed age 8 years

“...you can go to them first and it is easier nearly talking to your
parents than talking to someone that you don’t really know like a
nurse or someone like that.” — P22, Male, 16 years, diagnosed age 8

years
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Highlights

Parent-adolescent communication surrounding self-management of T1D plays a
critical role in enabling increased uptake of self-management responsibilities.
Healthcare professionals and parents involved in adolescents’ care should be
cognisant of the factors that contribute to the negotiation of shared responsibilities for
T1D management between adolescents and parents.

Interventions targeting communication strategies employed by adolescents and their
parents may result in more optimal sharing of responsibilities and improved self-

management.



