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Abstract
Background: Young people with type 1 diabetes are at increased risk of mental disor-
ders. Whereas treatment need is high, difficulty recruiting young people with type 1 
diabetes into psychosocial studies complicates development, testing and dissemina-
tion of these interventions.
Objective: Interviews with young adults with type 1 diabetes were conducted to examine 
attitudes towards mental health and mental health research, including barriers and motiva-
tors to participation in mental health studies and preferred sources of mental health sup-
port. The interviews were audio-taped, transcribed and evaluated via thematic analysis.
Setting and participants: Young adults with type 1 diabetes were recruited via social 
media channels of 3 advocacy organizations. A total of 31 young adults (26 females 
and 5 males) with an average age of 22 years were interviewed between October 
2015 and January 2016.
Results: Participants were largely unaware of their increased vulnerability to common 
mental health problems and knew little about mental health research. Major barriers to 
participation included perceived stigma and lifestyle issues and low levels of trust in 
researchers. Opportunities to connect with peers and help others were described as 
key motivators. Psychological distress was considered normal within the context of 
diabetes. A need for some level of human contact in receiving psychosocial support 
was expressed.
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1  | INTRODUCTION

Prevalence of mental disorders is greatest in adolescence and early 
adulthood,1 and adolescents and young adults with type 1 diabetes 
are an especially vulnerable group.2,3 Daily self-care of type 1 diabetes 
involves complex activities that are often highly intrusive into daily life 
including monitoring of blood glucose levels and hyperglycaemic and 
hypoglycaemic symptoms, assessing carbohydrate intake with insulin 
treatment (multiple injections or infusion from a pump); and meal-to-
meal adjustment of insulin dose depending on diet and physical activ-
ity. How well young people cope with the emotional and behavioural 
challenges of type 1 diabetes, while at the same time negotiating the 
normative developmental transition to adulthood, has important im-
plications for long-term physical and mental health, quality of life and 
life expectancy.4,5 Unfortunately, data suggest that many young adults 
with type 1 diabetes do not seek face-to-face support for their emo-
tional health needs.2,6

Despite a clear need, research into development, evaluation and 
dissemination of novel mental health interventions for young adults 
with type 1 diabetes is limited, possibly because of difficulties re-
cruiting this group for psychosocial studies.7 Young adults, gener-
ally, are less likely to volunteer for psychosocial research for various 
pragmatic and lifestyle reasons including scheduling conflicts (due to 
work, education and other responsibilities), lack of interest and per-
ceived personal irrelevance of the research focus and treatments.7,8 
Recruitment of young adult men is complicated further by high 
mental health stigma, inadequate knowledge of mental health signs 
and symptoms, and privacy and confidentiality concerns.9-12 For re-
searchers targeting young people with type 1 diabetes, low disease 
prevalence in the 15- to 24-year-age group (approximately 0.2%) is 
an additional recruitment barrier.6 Direct referral to psychosocial 
studies by health practitioners can be a valuable and cost-effective 
method for recruiting people with medical conditions.13 However, 
low rates of attendance at diabetes clinics and medical appointments 
by young people with type 1 diabetes14 mean that even this targeted 
recruitment approach is likely to yield only a small group of eligible 
candidates.

Comfort, confidence, proficiency and engagement with digital 
technologies are frequently offered as reasons for using social media 

channels and Internet outreach to access young adult candidates for 
research studies.15-19 At the same time, evidence suggests that re-
cruitment of young adults with medical conditions may still benefit 
from adjunctive local strategies encouraging direct referral via health-
care providers in specialist programs, clinics and services targeting 
young people.15 We adopted both recruitment methods in a recent 
controlled study of a broadly available, mobile phone and web-based 
self-help program for reducing mental health symptoms and improving 
positive well-being in young people (aged 16-25 years) with type 1 
diabetes. Specifically, we liaised with stakeholder and advocacy groups 
to develop trial messaging for dissemination via a range of social media 
outlets, including Facebook, Twitter and appropriate websites. At the 
same time, young people attending type 1 diabetes “transition” ser-
vices (ie, supporting transition from paediatric to adult health services) 
were approached directly by clinic staff during routine follow-up ap-
pointments. Despite an exhaustive and laborious 12-month recruit-
ment campaign involving more than 40 different social media and 
Internet options and ongoing direct referral, we were unable to enrol 
sufficient young people into our study.

Understanding how best to increase recruitment into clinical re-
search trials is gaining increased scientific interest,20-22 with research 
suggesting that effective strategies are unlikely to be universal, but to 
vary as a function of the target group and study methodology.23 At 
the same time, identifying the factors impacting research participa-
tion decision making seems critical for designing interventions aimed 
at optimizing trial recruitment.20 For this reason, and in the light of our 
recruitment experience, we decided to examine the factors influenc-
ing decisions made by young adults with type 1 diabetes in regard to 
their mental health and participation in mental health research.

Specifically, the study used qualitative methods to obtain an in-
depth understanding of:

•	 the attitudes and feelings of young adults with type 1 diabetes to-
wards mental health and mental health research and

•	 the enthusiasm of this cohort for digital mental health interventions.

Our aim was to gain vital information to inform the design, promo-
tion and recruitment methods of future studies of psychosocial interven-
tions for young adults with type 1 diabetes.

Discussion and conclusion: Findings provide valuable insights into the complex dy-
namics of engaging young adults with type 1 diabetes in mental health studies. 
Interviewees provided practical suggestions to assist investigation and delivery of psy-
chosocial interventions for this vulnerable group.

K E Y W O R D S

digital interventions, psychosocial support, type 1 diabetes



670  |     CLARKE et al.

2  | METHODS

2.1 | Participants

In-depth interviews and focus group discussions were conducted with 
young Australian adults (18-30 years) with type 1 diabetes between 
October 2015 and January 2016. Participants responded by email to 
advertisements placed on Facebook and Twitter, announcements on 
websites of local diabetes advocacy agencies and/or were referred by 
staff of transition services in NSW.

Potential candidates were contacted by phone for screening by one 
of 2 researchers who are clinically trained (VV, JC). Candidates were 
eligible to take part in the study if they obtained depressive symptoms 
scores in the mild-to-moderately severe range (ie scores 5-19 inclusive) 
on the Patient Health Questionnaire—9 (PHQ-9;24), and/or reported 
diabetes distress in the moderate range (ie scores greater than or equal 
to 3) on the Diabetes Distress Scale—2 (DDS-2;25). Return of a signed 
consent form was also a criterion for eligibility. Potential candidates 
who scored in the severe range on the PHQ-9 were recommended to 
seek face-to-face support and provided advice and information about 
self-help resources and crisis mental health services.

A “sampling to saturation” recruitment method was used in which 
data collection continued until no new themes emerged from the in-
terviews. Participants received a $40.00 gift voucher as appreciation 
for their time and contribution. The study was approved by the UNSW 
Sydney’s (The University of New South Wales) Human Research Ethics 
Committee (HC15519).

2.2 | Interviews

Interviews and focus groups were facilitated by 2 of the authors (JC, 
VV). They lasted between 30 and 70 minutes, were digitally recorded 
and transcribed verbatim. Interviews were semistructured and asked 
a range of open-ended questions about the following:

•	 Attitudes of young adults with type 1 diabetes towards mental 
health and mental health research,

•	 Potential barriers to and motivators for participating in mental 
health research,

•	 Strategies for engaging young adults with type 1 diabetes in mental 
health research and

•	 Attractive sources of mental health support for young adults with 
type 1 diabetes.

2.3 | Analysis

Data analysis was conducted primarily by one of the authors (CM) and 
was guided by Braun and Clarke’s26 thematic analysis framework. This 
involved working sequentially through each of the transcripts, making 
notes about potential themes, key observations and highlighting each 
participant’s key attitude, preference concerns and experiences. The 
transcripts were then reviewed a second time to ensure that nothing 

had been missed, and initial codes were discussed with authors JP and 
JC. NVivo 11 qualitative research software (QSR International Pty. 
Ltd., Victoria, Australia) was then used to facilitate analysis, and codes 
were then further grouped and organized. The organized themes and 
subthemes were then reviewed and agreed by CM, JP and JC.

3  | RESULTS

3.1 | Participants

As shown in Table 1, thirty-one (31) young adults with type 1 diabetes 
were recruited for this study. The sample was predominantly female 
(n = 26) with an average age of 22 years (SD = 3 years) and an average 
age of diabetes onset of 13 years (SD = 6.5 years). Sixty-five per cent 
(n = 20) of participants screened positive for diabetes distress, and the 
average score on the PHQ-9 was in the “mild” range (x̄ = 7.9; SD = 4.1). 
Only 5 participants had previously taken part in mental health research.

Two focus groups were conducted, each comprising 4 participants. 
The authors (JC and VV) each lead one focus group, with the other author 
observing to ensure consistency of approach. The remaining 23 partici-
pants were interviewed by one of the authors (either JC or VV).

3.2 | Emergent themes and subthemes

3.2.1 | Attitudes towards mental health and mental 
health research

Table 2 summarizes the major themes and subthemes that were de-
rived from participant responses regarding attitudes towards mental 
health. Almost all participants were unaware of the relevance of emo-
tional well-being for health outcomes and longevity in people with 
type 1 diabetes. Many described diabetes management as overly pre-
occupied with “numbers” (ie controlling blood glucose levels), with 
little attention to helping young adults “live” well with the disease.

Some participants described raising emotional issues in the context 
of routine diabetes care, however, felt that their concerns had been 
either minimized or dismissed by their treating health professionals. 

TABLE  1 Sample characteristics

Characteristic

Mean age (SD) 22 (3)

Mean age of type 1 diabetes onset (SD) 13 (6.5)

Mean PHQ-9 score (SD) 7.9 (4.1)

Female 26 (84%)

Previous participation in mental health research 5 (16%)

Positive screen for diabetes distress (>=3) 20 (65%)

PHQ-9 classifications

Normal 7 (23%)

Mild 17 (46%)

Moderate 8 (26%)

Moderately severe 2 (6%)
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As a consequence, participants were largely unaware of the increased 
vulnerability of young adults with type 1 diabetes to common men-
tal health problems. Moreover, many participants considered mental 
health research as mostly irrelevant to their overall physical health.

And they pretty much told me over the course of a couple 
of days how to inject, how to read labels, how to manage 
the disease but not how to manage everything else. 

(Female, age 30, diagnosed at 29 years)

I was just told that it was all in your head. [ ] no one could 
recognise that diabetes affects mental health and mental 
health affects diabetes – it’s like a dog chasing its tail. 

(Female, age 24, diagnosed 23 years)

Well specifically regarding mental health, this is the first 
I’ve heard of research into mental health conditions within 
type 1 diabetes. I guess it’s always the medical aspects that 
I’ve seen. [] But I always feel like [ ] they’re looking for other 
people to get the information from, not me personally. 

(Female, age 20, diagnosed at 12 months)

A small number of participants reported a personal history of 
depression and suggested that this increased the personal rele-
vance and “appeal” of mental health studies.

I’d reach out immediately. I’ve had depression in the past [ ] 
I’d do anything to help lessen the blow. 

(Female, age 22, diagnosed at 20 years)

These young adults nevertheless expressed appreciation for the ma-
jority view that mental health difficulties are potentially isolating, stig-
matizing and embarrassing, with involvement in mental health research 
having the potential to distinguish them further from their physically and 
psychologically “healthy” peers.

And it’s just I kind of freak out about that, so I don’t think 
about it very much because it scares me. 

(Female, age 22, diagnosed at 10 years)

Sometimes talking about mental health can be quite con-
fronting and quite scary. 

(Female, age 20, diagnosed at 9 years)

[ ] when you’ve already got a chronic illness you’re proba-
bly going ‘do I really want to be associating this with me as 
well and then I’ll stand out more’, and that’s not good when 
you’re a young teenager. 

(Female, age 19, diagnosed at 14 years)

Even participants with no previous mental health diagnosis reported 
struggling from time to time with a broad range of emotional issues with 
varying levels of severity, including shame, guilt, fear, low motivation, 
loneliness, helplessness and hopelessness. Overwhelmingly, these dif-
ficulties were considered a normal response or “side-effect” of living 
with a complex and demanding illness. Participants felt that it was inap-
propriate to “overpathologize” these experiences by applying diagnostic 
labels to them.

3.2.2 | Potential barriers to and motivators for 
participating in mental health research

Tables 2 also summarizes the major themes and subthemes that 
emerged from discussion of the potential barriers and facilitators to 
participation in mental health research.

By far, the greatest perceived barrier for participants was poor 
understanding of the research process generally. Specifically, most 
interviewees admitted to knowing little about the purpose of mental 

TABLE  2 Emergent themes and subthemes: Part 1

Major themes Common subthemes

Attitudes towards mental health

1.	Awareness of link 
between diabetes 
and emotional 
well-being

•	 Unaware
•	 Aware

2.	Personal salience •	 Emotional well-being not impacted

3.	Help seeking •	 Already accessing emotional supports

4.	Health-care 
provider-patient 
interactions

•	 Little to no discussion about 
psychosocial issues

5.	Mental health stigma •	 Fear of being “judged”
•	 Pressure to be “normal”

Potential barriers to participating in mental health research

1.	 Participant lack of 
awareness

•	 Of mental health research
•	 Of research opportunities

2.	Distrust of research 
process

•	 False claims
•	 Privacy and confidentiality concerns

3.	Attitudes of health 
professionals

•	 Emphasis on “numbers”

4.	Practical and 
logistical barriers

•	 Time
•	 Location

5.	Emotional issues •	 Fear of getting labelled
•	 Denial
•	 Judgement
•	 Guilt

Potential motivators to participating in mental health research

1.	 Information, 
information, 
information

•	 Provide detailed information about 
the research, including research 
protocol and how findings will be 
used

•	 Raise awareness of health 
professionals

2.	Altruism •	 Desire to help others

3.	Meet our personal 
needs

•	 Self-knowledge
•	 Connection

4.	Tangible incentives •	 Distinction between “self” and “others”
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health research, the different types of research studies (eg single point 
vs longitudinal studies), who (organizations and individuals) conducts 
mental health research, for whom such research is relevant, and how 
research data are stored and used. Furthermore, many young adults 
claimed never to have heard about any opportunities to take part in 
mental health research.

We probably don’t think about it that much [ ] I know I 
haven’t really thought about being a part of it because the 
opportunity has never really come up for me. 

(Female, age 20, diagnosed at 3 years)

Lifestyle factors were also offered by many participants as potential 
barriers to research participation, especially time constraints. One partic-
ipant had this to say:

Let us check in when we’ve got time. We all lead very busy 
lives and we may not be available at the same time every 
week, but even if it’s in an online capacity – if you wanted 
to follow up with us, sometimes even just leaving us a mes-
sage and letting us give you a ring back when we have a 
moment, is an easy way. 

(Female, age 24, diagnosed at 23 years)

[ ] so if there were giant bean bags and – for our age group 
I feel like you would think, oh, yeah, bean bag, go and sit on 
it and then everything just comes naturally. 

(Female, age 20, diagnosed at 11 years)

Ambivalence, confusion and scepticism about the intent and 
motivation of scientific research were identified as further barri-
ers to participation. Participants explained that the perception of 
scientific research had been tarnished by what they considered 
false claims and unsubstantiated statements about potential new 
treatments and promises of a “cure” for type 1 diabetes, and the 
benefits of which they were unlikely to experience in their lifetime. 
As a consequence, there was reduced confidence in research and 
research outcomes, research was considered irrelevant, with some 
participants concerned about the potential for misuse of research 
data, for example provision of personal information to insurance 
companies.

I think a lot of young people and a lot of older people get so 
overwhelmed by all the research that’s done. They don’t re-
ally know what to focus on or what the relevant things are 
for them. Constantly having family or friends linked with 
research pages on Facebook, pages saying that they’ve 
made new discoveries into fake pancreases and all this, 
research that is not relevant. They think it’s going to cure 
me – they mean well, and they want to help but there’s just 
too much research out there. 

(Female, age 18, diagnosed at 15 years)

Yeah, I guess they don’t really see any positive outcome 
to it. [] whenever I mention that I’m type 1 a lot of people 
say, “There’s so many medical breakthroughs these days 
and research and there will be a cure before you know it. 
Don’t worry about it,” sort of thing. Whereas it’s easy to 
say that, in reality it’s not that easy. So I think a lot of peo-
ple wouldn’t support it because they don’t see a goal at 
the end of it. 

(Female, age 20, diagnosed at 19 years)

[ ] ran a story a couple of weeks back on “Drink this, it will 
cure your diabetes” I damn wish – but it’s not the case. 

(Female, age 18, diagnosed at 15 years)

Participants also described a range of emotional issues as impedi-
ments to participation in mental health studies. For example, some ex-
pressed a reluctance to identify oneself as having diabetes or “denial” as 
important obstacles.

I think people just want to avoid it [ ] sometimes I just feel 
like I can live without paying attention to my diabetes, or 
just pretend it’s not there. [ ] I think that’s quite a common 
way of coping with it all when it becomes too much. I think 
you just want to [ ] live like everyone else, and doing the 
research forces you to think about it and [ ] people just 
don’t want to do that. 

(Female, age 18, diagnosed at 7 years)

Participants spoke about the stigma of mental illness, concerns 
about stereotypical judgements and unpleasant labels as negatively 
impacting their willingness to engage in mental health research. 
Many experienced stigma as externally driven by society, while for 
some it was also perceived as self-imposed. Many participants also 
reported feeling negatively judged by virtue of having a chronic ill-
ness. For these people, unwillingness to participate in mental health 
research was understood as a way to avoid the “double stigma” as-
sociated with having comorbid physical and mental health issues.

Not only is it the stigma from other people and from soci-
ety about mental illness that really prevents young people 
talking about it – it’s also the stigma they put on them-
selves. [ ] they can be really harsh on themselves, thinking 
‘I’m failing and not doing what I’m supposed to be doing 
– it’s all my fault’ [ ]. I think that would really stop them 
from thinking about it. 

(Female, age 18, diagnosed at 15 years)

Even just admitting that [ ] someone has anxiety or you 
need help, can be seen almost as a weakness. And if you 
already have a chronic illness [ ] you don’t want to admit 
that to yourself. 

(Female, aged 18, diagnosed at 12 years)
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When asked about the motivators for research participa-
tion, many participants emphasized that young adults with type 
1 diabetes would be more likely volunteer if they were better in-
formed about the research process, and more appreciative of the 
link between diabetes and mental health. Responses indicated 
young adults desire to fully appreciate the personal impact of the 
research (including time commitment, short- and long-term ben-
efits of participation, treatment and storage of their personal in-
formation) prior to volunteering. Another major theme reflected 
altruistic intentions to “make a contribution,” with several partic-
ipants describing the opportunity to make a difference to the lives 
of other young adults as potentially a key motivator of research 
participation.

[ ] dealing with what I’ve gone through [ ] would make me 
want to help if I can. [ ] it wouldn’t benefit me too much, 
but it would benefit people in the future. So, yeah, that 
would be my main incentive. 

(Female, age 25, diagnosed at 19 years)

[ ] having a sense for what we say and turning up will have 
an effect [ ] It’s knowing what I had to say may have helped 
someone else. 

(Female, age 24, diagnosed at 23 years)

During the interviews, some participants reported that our 
study was their first opportunity to interact with similarly diag-
nosed peers. Thoughts were expressed about the potential for 
mental health research studies to provide young adults with 
type 1 diabetes opportunities to connect in ways that ensured 
their privacy, and the potential for this to motivate research 
involvement.

I just like talking about diabetes [ ] especially with other 
young people, because it makes me feel not as alone. 

(Female, age 20, diagnosed at 9 years)

Just mainly that it would be nice to see research lead to a 
social connection [ ] everything comes together. 

(Female, age 18, diagnosed at 12 years)

Participants generally disagreed that tangible rewards would en-
courage their participation in mental health research. Nevertheless, 
they felt that other young adults might be “incentivized” if the rec-
ompense offered satisfied either the basic (eg food and clothing) or 
recreational (eg music and movies) needs of young adults.

3.2.3 | Strategies for engaging young adults in 
mental health research

Common major themes and subthemes that emerged in participant 
responses to questions about how best to engage with young adults 
are shown in Table 3.

Almost overwhelmingly, participants emphasized the need for better 
education for the community generally, people with type 1 diabetes and 
diabetes health professionals about the link between mental and physical 
health in type 1 diabetes. They felt that raising awareness would assist with:

•	 “normalizing” the emotional struggles that many young adults with 
type 1 diabetes face,

•	 facilitating more open and “comfortable” discussion about mental 
health issues (by young adults and health-care providers),

•	 emphasizing the importance and personal relevance of mental health 
research; and

•	 making research participation a less stigmatizing and more accept-
able option for young adults with type 1 diabetes.

And then you think maybe if we talked about this amongst 
our little community more people wouldn’t be afraid to talk 
about it. 

(Female, age 20, diagnosed at 11 years)

Many participants stressed the need for researchers to adopt inno-
vative approaches to research promotion. While many agreed that social 
media (including Facebook and Twitter) are potentially a useful resource, 
the consensus was that this should be combined with dissemination 
strategies that engage positive role models (eg youth ambassadors, peo-
ple with lived experience) and organizations and health professionals 
that young adults with type 1 diabetes trust.

I’d definitely be a lot more receptive if it [i.e., study invi-
tation] came from a friend or someone I know personally 
[ ] If my educator or endocrinologist approached me I’d be 
open to it too, but only because I have a good working re-
lationship with them. 

(Female, age 18, diagnosed at 15 years)

It was suggested that recruitment messaging should be “transparent” 
by providing sufficient detail upfront about the time commitment, the 
kind of information that will be sought from participants, how the data 
will be used to benefit young adults with type 1 diabetes, and if/how 
participants could access the research data. Participants also highlighted 
the importance of flexibility within research projects to accommodate 
young adults’ busy lifestyles.

But give us our own time to do it because it is pot luck 
when we’re all free. 

(Female, age 21, diagnosed at 10 years)

It’s much easier to set something up over the phone or over 
email [ ] if you ask somebody to come in they’d probably [ ] this 
generation is lazy so they wouldn’t want to take the extra step. 

(Female, age 21, diagnosed at 6 years)

Participants generally agreed that mental health research was 
potentially a “hard sell” to young adults, due largely to stigma-related 
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concerns. Low tolerance was expressed for messaging that made ex-
plicit reference to diagnostic labels (eg “depression” and “anxiety”). 
Instead, they preferred a subtler approach that normalized emo-
tional issues as part of the experience of living with type 1 diabetes. 
The following suggestions were offered as examples; “Does diabe-
tes stress you out?,” “Feel like a mood tune-up from time to time?”.

[ ] it is okay to feel down, it is okay to struggle, everyone 
occasionally will go through this. 

(Male, age 24, diagnosed at 19 years)

Involvement of young adults in both the design and oversight 
of the research process was suggested as important for ensuring 
the “legitimacy” of research studies in the eyes of young adults 
and for ensuring that research procedures appropriately reflected 
their needs. It was suggested that researchers seek nominations/
applications for youth representation on project advisory or steering 
committees.

3.2.4 | Sources of mental health support

Young adults nominated 3 preferred sources of psychosocial support, 
namely peer-supports, online tools and face-to-face counselling (See 
Table 3). Overwhelming, peer support was discussed as a means of 

facilitating connection with others and reducing feelings of isolation 
and loneliness. Both online and face-to-face peer support options 
were discussed as providing opportunities for young adults to share 
their diabetes experience without feeling judged, to seek opinion on 
practical issues and to obtain advice when required. “Chat rooms,” in 
particular, were mentioned as options for ensuring that peer support 
was provided in a way that ensured participant anonymity and privacy.

I think that peer support programs can be really good [ ] 
you can make connections and have friends who you know 
are also going through the same problems and who you 
know understand what you are feeling. 

(Female, age 22, diagnosed at 20 years)

Online and unguided (ie no human support) were described 
as providing the benefits of anonymity, privacy and convenience. 
However, the extent to which they could be sufficiently supportive 
and able to assist with “serious” emotional issues was questioned 
by some participants, who fell that these tools were generally im-
personal and incapable of responding empathically and with encour-
agement to a young person’s unique emotional needs. There was 
greater confidence in digital tools that included human contact in 
the form of peer support, mentoring or therapist support, for ex-
ample chat rooms, discussion boards and Skype facilitated therapy. 

Major themes Common subthemes

Engaging young adults with type 1 diabetes in mental health research

1.	  Raise awareness •	 Raise awareness of the link between mental health and 
diabetes health in health professionals and young people

•	 Raise awareness in young people
•	 Explain the research process

2.	 Young adults’ needs are 
central in all aspects of the 
research process

•	 Lifestyle
•	 Peer support
•	 Youth “culture”
•	 Involve young adults in protocol development

3.	  Involve research 
ambassadors

•	 Use public figures to promote research

4.	  Targeted promotional 
campaigns are more effective

•	 Engage with social media
•	 Partner with organizations/people that young people 

trust

5.	  Emphasize the benefits •	 Personal gain/altruism
•	 Young people generally

6.	  Avoid further “stigmatizing” 
young people with T1D

•	 Ups and downs are normal part of living with a chronic 
illness

7.	  Tell us who you are •	 Provide background information on the research team

Sources of mental health support

1.	  Internet-based services •	 Anonymity/privacy
•	 Convenience
•	 “Low intensity” interventions may facilitate further help 

seeking

2.	  Peer support •	 Opportunity to connect with others
•	 Assist with “normalizing the struggle”

3.	  Face-to-face treatment •	 Need to understand diabetes
•	 Tailored to a young person’s needs

TABLE  3 Emergent themes and 
subthemes: Part 2
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It was further suggested that these tools might have the advantage 
“breaking the ice” for someone in need of more structured face-to-
face therapy.

It’s helpful to hear a voice behind it [ ] not just see a 
screen with information on it. That’s how I am in terms of 
websites. 

(Female, age 20, diagnosed at 9 years)

There was a unanimous preference for support for serious emotional 
difficulties to be provided in the face-to-face context. Participants made 
it clear, however, that mental health professionals needed to be edu-
cated about diabetes per se, as well as the link between the emotional 
and physical health outcomes in type 1 diabetes.

[ ] if they are not completely educated about diabetes, you 
do a lot more explaining than getting answers. I go in there 
and it’s like ‘I should have stayed at home, I could have 
done this myself. 

(Female, age 21, diagnosed at 7 years)

4  | DISCUSSION

Findings from this qualitative study suggest that attitudes held by 
young adults with type 1 diabetes towards mental health are com-
plex. Comments made by our participants suggest that this group 
conceptualizes the relationship between emotional struggles and 
type 1 diabetes in a nuanced way. While many participants reported 
feeling stressed, lonely, isolated, hopeless, ashamed, guilty and sad 
from time-to-time, these were discussed as side-effects of living with 
a chronic and complex disease, in other words “normal,” and not as 
mental health issues per se.

The use of diagnostic labels to reference psychological distress 
within the context of diabetes, such as depression and anxiety, was 
met with some resistance by our participants. One possibility is that 
this represents an “externalizing” (ie beyond my control) of emotional 
distress, which reflects either a conscious or unconscious effort on 
the part of young adults to reduce externally imposed stigma and in-
ternally constructed self-stigma. Indeed, attribution theory predicts 
that external causal predictions of negative situations generate a more 
positive self-outlook than internal attributions.27,28 At the same time, 
these findings provide support for the view that emotional distress in 
diabetes is more appropriately considered a continuous, scalable psy-
chological characteristic (ie diabetes distress) rather than a discrete 
comorbid clinical condition (eg depression).29

Decision making regarding mental health research was found to be 
multifaceted and influenced by strong cognitive, behavioural and emo-
tional elements. Cognitive considerations included the personal rele-
vance of mental health studies, understanding of research processes 
and awareness of research opportunities. Behavioural factors encom-
passed the impact of research protocols on young adults’ daily activi-
ties and schedules. Affective elements included perceived stigma and 

self-stigma, feelings of altruism and the desire to “make a difference” 
and trust in the research team. These findings concur with previous 
research highlighting the complexity of research participation decision 
making.20-22 Moreover, they imply that focussed attention to increase 
investment and confidence in and understanding of mental health re-
search is essential for enrolling and retaining young adults with type 1 
diabetes in mental health studies.

The responses of participants confirmed the viability of social 
media and Internet outreach for recruitment of young adults with 
type 1 diabetes.19 They also identified a number of advertisement fea-
tures that might impact ad success including, graphics (eg the use of 
“youth ambassadors”), language (eg transparent and de-stigmatizing) 
and placement (eg Facebook and trusted organizations/advocacy 
groups). Interestingly, face-to-face approaches involving direct re-
ferral by health-care providers were also recommended, despite re-
spondents’ concerns about their own comfort and the willingness of 
treating specialists to discuss emotional issues. Poor communication 
between young diabetes patients and health-care providers about 
emotional issues and coping strategies has been documented previ-
ously.6 Interventions aimed at equipping health-care providers with 
sufficient skills and information to confidently discuss psychosocial 
issues with their patients may not only facilitate study recruitment, 
but also improve clinic attendance.

Contrasting with the view that young adults prefer digital tools 
over more traditional methods of psychosocial support, participants 
in this qualitative study expressed a strong preference for human 
and/or therapist support for emotional issues. This finding is in line 
with the outcomes of studies showing that many young Australians 
show a strong preference for face-to-face help.30,31 Of particular con-
cern was the capacity of digital tools to provide personalized and em-
pathic support. We have recently published data showing that there 
is potential for adults to experience positive therapeutic alliance fea-
tures (eg including bond, trust, empathy, collaboration and openness) 
in the online, unguided support environment.32 Further research is 
required to investigate systematically young adults’ perceptions and 
experience of non-specific features of therapeutic encounters in dig-
ital mental health interventions.

4.1 | Limitations

Our recruitment methods yielded a group of mildly distressed pre-
dominantly female volunteers with type 1 diabetes. Therefore, our 
findings cannot be assumed to relate to more distressed young adults, 
those less willing to take part or to males. Young adult males present 
a recruitment challenge to mental health researchers,9-12 and there 
are likely to be attitudinal and experiential factors specific to young 
men with type 1 diabetes that were not captured in our data. Future 
qualitative studies may benefit from sampling young men using meth-
ods with demonstrated effectiveness in research with other groups 
that are difficult to involve (eg low incidence and stigmatized groups). 
For example, snowball sampling is especially useful for research on 
sensitive topics, where some degree of trust is needed to initiate the 
recruitment process.33
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Another limitation relates to the unfamiliarity of most participants 
with mental health research. As young adults’ reflections are likely to be 
grounded in day-to-day experience, the applicability of our findings to 
a more “experienced” group of participants remains to be determined.

4.2 | Implications

Based on the findings of this qualitative study, we can offer the fol-
lowing broad suggestions for health professionals and mental health 
researchers regarding young patients with type 1 diabetes:

Health professionals:

•	 Continue to develop and implement strategies aimed at improving 
recognition, discussion and management of the emotional needs of 
young adults with type 1 diabetes in routine care.

•	 Avoid “overpathologizing” the emotional struggles of young adults 
with type 1 diabetes.

Mental health researchers:

•	 Adopt a participatory research approach that prioritizes involve-
ment of young adults in all stages of the research process, including 
protocol development, recruitment messaging and activities, and 
dissemination of research findings. This may include providing op-
portunities for involvement as co-researchers and co-authorship in 
scientific manuscripts.

•	 Online and social media strategies that take advantage of a study’s 
inclusion criteria (eg age, gender and location) and provide a “click-
through” option for screening and enrolment are a palatable option 
to young adults.

•	 As part of a two-pronged recruitment strategy, preface and/or 
accompany recruitment activities targeting young adults with ad-
junctive campaigns aimed at educating stakeholder groups, health 
professionals and other potential sources of direct referral about 
the study.

•	 Carefully consider the content of recruitment messages. Wording 
of recruitment materials should reflect young adults’ conceptualiza-
tion of distress as normative in diabetes. Pilot message content and 
formats with young adults prior to dissemination. Messaging that 
includes diagnostic labels (eg depression and anxiety) and/or po-
tentially stigmatizing wording is likely to be perceived as personally 
irrelevant and potentially pejorative. Inclusion of testimonials from 
and images of “youth ambassadors” is likely to be helpful.

•	 Online and print materials should clearly identify and personalize 
the research team by providing all relevant biographic details (in-
cluding a photograph, qualifications and expertise) and contact in-
formation. If possible, provide an opportunity to meet the research 
team in person (eg seminar) or via video presentation (eg webinar).

•	 In addition to meeting the minimum requirements for standard in-
formed consent, study materials should outline clearly the processes 
by which the unique needs of young adults have been considered 
in the research protocol, including details of youth involvement and 
pilot testing.

•	 There was limited evidence that offering incentives for participa-
tion would boost recruitment; however, young adults reported that 
they would be motivated by opportunities to learn about them-
selves and to help others. Clearly specifying the potential personal 
and broader impacts of the research process and study findings.

•	 Young adults expressed genuine interest in engaging with others 
with type 1 diabetes. As far as possible, provide opportunities for 
young adults with diabetes to connect with their peers, either di-
rectly (eg focus groups) or indirectly (eg online), throughout the re-
search process.

Future research testing the impact of these recommendations on 
study recruitment is warranted.

5  | CONCLUSION

Effective provision of mental health support for young adults with 
type 1 diabetes requires rigorous testing of psychological treat-
ments. Unfortunately, recruitment of this cohort is difficult, and 
small sample sizes are often an issue. Understanding the critical fac-
tors that promote engagement in this type of clinical research is an 
important step in overcoming recruitment barriers. Our qualitative 
exploration of the attitudes of young adults with type 1 diabetes to 
their mental health and mental health research has provided valu-
able insights into the complex dynamics of engaging and retaining 
this vulnerable population in mental health studies.
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