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Abstract

Background: Type 1 diabetes (T1D) afflicts approximately 154,000 people under the age of 20. T1D care is complex, which
iswhy parents often manage their child’s disease. Once the child reaches adolescence, they must begin to transition from parent
care to self-care. As aresult of the inherent complexity of managing T1D, this transition is often difficult. During this time,
adherence to the prescribed treatment regimen drops. Uncontrolled T1D can lead to blindness, nervous system disease, kidney
disease, amputations, and premature mortality. mHealth apps have been shown to be successful at monitoring and managing
chronic diseases, including diabetes. This project is in the formative stages of developing an app for adolescents with T1D to
connect with their parents to bridge the transition of care. Our proposed app, MyT1D_Hero, is uniquein that it links the child’'s
information to their parent’s cell phone and promotes positive communication within families. Research suggests this interaction
isimperative for a successful transition in care.

Objective: The goa of this study was to determine the perceptions of adolescents with T1D and their parents regarding how
best to aid in the transition to diabetes self-management.

Methods: We conducted two sets of focus groups to examine perceptions of the proposed app. The first study included focus
groups and interviewswith adolescents aged 13-22 with T1D (n=12) and parents (n=9). Thesefocus groups and interviews hel ped
inform the development of a second set of focus group protocols conducted with adolescents aged 10-13 with T1D (n=5) and
parents (n=7). Using grounded theory, the transcripts were analyzed by generating codes based on an iterative examination of
the data. Members of the research team then coded the interviews independently; any discrepancies were discussed and resolved.
These codes were applied to the transcripts and alist of key themes emerged.

Results: The analysis of the initial focus groups and interviews yielded the following key themes: (1) adol escents were more
likely to have a phone because they have diabetes and (2) both groups felt that parents nagged and believed an app might reduce
conflict. The second session yielded the following key themes: (1) parentswant to feel confident in their child’s ability to manage
their diabetes independently, but they want to be engaged in managing their child’'s T1D; (2) children want more positive
communication from their parents regarding their T1D; and (3) customization of the app was important, including adjusting the
level of parent involvement. Both studies revealed that incentives and gamification will encourage long-term use of the mobile

app.
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Conclusions: Taking a patient-centered approach to gain insight into the daily management of T1D supports the development
of a T1D mHealth app to aid in the transition toward self-management. The first study established the need for and projected
usefulness of an app. The second study demonstrated additional necessitiesfor creating an app that meetsthe needs of adolescents
and their parents. Additionally, both studies demonstrated the importance of supportive patient-centered research to tailor mHealth
interventions.
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Figure 1. Poster.

« Type 1 diabetes (T1D) afflicts approximately 154,000 people under the age of 20
« The transition between parent management to teen self-management is difficult

Goal: to determine the perceptions of adolescents with T1D and their parents
regarding how best to aid in the transition to diabetes self-management

Focus Group A

Adolescents (n=12)
Age: x =18 (13-22)

Parents (n=9)
«+ Age: x= 47 (37-59)

2 sets of focus groups

Code analysis

Intercoder reliability achieved
Themes developed

Focus Group B

Adolescents (n=5)
« Age: x=11.5(10-13)

Parents (n=7)
« Sex: 6 females; 1
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Four Key Themes Emerged

Diabetes is unpredictable
Successful strategies that worked one day
did not necessarily work well later
Parents constantly worry about their child
Negative and frustrated communication
Frustration occurs because management is
very complex
Kids do not want to be different than their
peers
Age of diagnosis impacts parents willingness

« Duration of diagnosis: . Sex: 8 females « Duration of diagnosis: male to “let go” and kids confidence in self-
8.4 years (2-15years) . Treatment: 8=pump; 4-6 years + Treatment: 6= pump; management
+ Treatment: 8 = pump; 1=insulin - Treatment: 4 = pump; 1= insulin * Nagging from parents .
4 = insulin injections 1 = insulin injections N Kld_s want more positive communication from
* Sex: 8 females + Sex: 1 female; 4 males their parents ) ) )
+ Intentions to communicate effectively exist,
however the frustration often prevails
3. Motivations to use an app
. w . m w “Ifyoufsar:;)t;::i::g o »  Customization, interactivity and rewards
“Itis so annoying. | hated it “I'm just trying to confirm ‘It [managing T1D] is hard to .t et | have to. It's not + Tangible rewards were stated as the biggest
then. But now | am outof the  that she’s doing what we. do and | don’t know what to really threatening but itis motivator for app use

house, | kinda wish that there
was someone to nag me
more.”

“The thing was, | would sort of
get ashamed of doing my care
especially in front of others or
letting my friends know that |
was diabetic every time we
hung out.”

agreed to, it seems like |
don't trust her. You know, so
for her it's kind of offensive
when I'm looking up her
history.”

“I try to be cognizant of the
fact she is more than just a
number. It's not all about
diabetes. She’s just a kid.
But you need to know that to
keep her healthy and safe.”

do.”

“I like to take care of my
diabetes on my own because
I'm kind of independent.”

"I don’t know how to do like
the insulin and stuff. Like, |
don’t know the division and |
don’t know all the crazy like
numbers and so they
[parents] have to do the —so |
think it's really helpful that
they know how to do it.”

what it is. It's your decision.
You take care of it, or | do.
And you know what it means
when | have to take care of it.
It's a lot more nagging.”
“[They lie] because they
don’t want you to be
disappointed, they don’t
want you to be mad, they
don’t want you yelling at
them. So | think this [app]
would take that whole
scenario out of it.”
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Feedback specific to our app
Both kids and parents believe an app might
aid in this transition

Parents should be educated on normal
cognitive development and communication
strategies

Parental support is key throughout the
transition process

Social support tools for both parents and kids
should be developed

Customization, interactivity and rewards will
encourage long-term use of an app for T1D
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