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Abstract 

Background: Young adults living with diabetes experience unique challenges related to their developmental stage. A 

number of variables, including illness perception, social support and meaning in life influence their adjusting to diabetes 

management behaviour. Although managing diabetes is a challenge to most young adults, this study proposed studying 

those who does manage diabetes well to get a better understanding of the processes involved. 

Objective: The aim of this study was to explore and understand how developmentally appropriate challenges and 

psychological health variables play a role in diabetes self-management of young adults living with well-controlled type 1 

diabetes in South Africa.   

Design: This study employed an exploratory, multi-methods design with an overall qualitative, quantitative (QUAL – 

quant) research approach.   

Setting: Specialised centres for diabetes care were used. 

Participants: Six (6) young adults, aged 19 – 25 years, with well-controlled type 1 diabetes took part in this study.  

Methods: Semi-structured interviews were audio-recorded, transcribed, and thematically analysed.  Data were coded 

using ATLAS.ti.  Through an iterative process, major themes emerged from the data. Self-report questionnaires were used 

to quantify inter-relationships in thematic data. 

Results: Diabetes management behaviours were found to be compromised by the young adult’s challenges towards 

establishing an autonomous identity, experiences of emotional distress as well as frustration pertaining to diabetes 

treatment plans and experience of social support received by family and friends.   

Conclusions: Seeking a new normal lifestyle incorporating diabetes management behaviours was the most significant 

contributor to engage in a meaning-making process. 
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Contribution of the paper 

Young adults living with type 1 diabetes experiences 
emotional distress related to the management of diabetes 
resulting in poor adherence to treatment plans. The 
results of this study emphasized that young adults should 
be guided towards creating a new normal in living with 
diabetes in order for them to manage their diabetes well. 
 

Introduction 

Young adulthood, the years from 18 to 25 is a time of 
dramatic change, accomplishments, and risk taking [1]. 
Every young adult faces normal development-stage 
challenges such as moving out of the parents’ home and 
establishing a sense of autonomy.  Among young adults 
living with type 1 diabetes, these challenges may be 
compounded by diabetes-related self-management needs 
[2, 3]. 

 
The young adult’s psychological well-being is said to 

be influenced by the manner in which they cope with the 
developmental stage challenges [4].Considerable research 
have been done on emphasising the importance of 
experiencing this development stage in a positive way, as 
to limit psychological manifestations such as anxiety, 
increased dependence, passivity and poor self-image 
[5,6,7,8]. Research highlighted that the psychosocial and 
cognitive resources of the young adult, as well as the 
availability of social support, determined the successful 
management of the challenges created throughout the 
journey towards adulthood [9] and their experiences of 
psychological well-being [10]. 

 
However, for the young adult living with type 1 

diabetes, the journey towards adulthood is slightly more 
engaging as this individual not only needs to adapt to all 
the developmental challenges and stage-generated 
changes, but also needs to deal with purposeful diabetes-
related challenges [9].  Diabetes-related challenges 
include: (1) the diagnosis, which can be experienced as 
traumatic; (2) commencing with the diabetes care plan, 
which must be followed very meticulously; (3) attending 
diabetes-specific educational sessions that allow for the 
successful integration of diabetes into the lifestyle of the 
individual; and, (4) the reality of developing diabetes-
related complications [9, 11,12].  In addition, young adults 
with type 1 diabetes reported higher levels of emotional 
distress, hormonal changes, and autonomy challenges as 
compared to their age group without type 1 diabetes [13] 
and that could negatively influence their diabetes self-
management behaviours.   

There is little doubt that type 1 diabetes can be a 
tough condition to live with, not to mention the impact on 
the quality of life that can be great.  The young adults 
living with type 1 diabetes face endless demands and 
challenges in order to achieve glycaemic control targets as 
recommended by medical professionals [14]. It is argued 
that positive experiences during this development stage 
allow young adults with type 1 diabetes, to spontaneously 
enter into new diabetes teams, discussions on how to 
integrate diabetes with a new, “grown-up” lifestyle and 
how to integrate diabetes into their sense of self or 
identity [11,12,15].  It is also well researched that young 
adults require support from family, friends, and 
physicians in order to cope and transit to healthy, 
productive, and diabetes-responsible individuals, taking 
self-care seriously [16]. 

 
Self-care for the advancement of well-being is a 

cornerstone in the management of diabetes [17].  Young 
adults living with type 1 diabetes need to make sound 
decisions when self-managing their condition.  Diabetes 
management decisions need to be aligned with the 
recommended diabetes care plan as set out by physicians.  
This is a stereotyped view, which neglects patient 
autonomy and is one of the major reasons that outcomes, 
such as adherence to the diabetes care plan and HbA1c 
levels are poor.  A treatment plan that is not derived from 
a shared decision making process is doomed to failure 
[18].  Research confirmed, the most recommended 
successful approach is one based on shared decision 
making and respect for patient autonomy, acceptance of 
the condition (including the ups and downs) and finding 
an individualised strategy to manage the diabetes 
adversities [5, 6,7, 8]. 

 
If young adults living with type 1 diabetes are 

expected to adhere to the diabetes care plan, they must 
acquire an understanding of diabetes that is flexible, co-
ordinated and interconnected with every other aspect of 
their lives [1].  Research indicated an association between 
the young adult’s perception of diabetes (identified as the 
personal model of diabetes), diabetes self-management 
behaviours, clinical outcomes (blood glucose levels or 
HbA1c), and meaning created from live events and 
psychological well-being [19,20,21,22,23].  Those who 
studied the psychological well-being of young adults 
living with type 1 diabetes argued that psychological well-
being is corroborated by the level of social support 
received [24].  In addition, adjustment to the demands of 
type 1 diabetes is argued to be better in those who are 
open to new information, are engaging, and use critical 
thinking skills in enhancing their self-efficacy [25]. 
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Young adults experience diabetes self-management 
behaviours as stressful, which makes it harder to adhere 
to the diabetes treatment plan [26]. Previous studies have 
reported that young adults experienced the following 
when adopting and maintaining diabetes self-
management behaviours: (1) identity development was 
challenging; (2) intense emotional distress went along 
with diabetes self-management behaviours; and (3) 
diverse experiences of the diabetes treatment plan and 
social support received from friends and family [27]. 
However, less is known about how developmentally 
appropriate challenges and psychological health variables 
play a role in diabetes self-management. In the present 
study, the purpose was to explore and understand this 
relationship by investigating young adults living with type 
1 diabetes in South Africa.   
 

Materials and Methods 

Research Design 

This study employed an overall qualitative, 
quantitative (QUAL – quant) research approach.  This 
approach was embedded within an exploratory, multi-
methods design.  A critical realism framework with 
concurrent triangulation approach was chosen to form a 
deeper understanding of the diabetes self-management 
behaviours employed by young adults living with type 1 
diabetes [28, 29].  In adopting a critical realist stance, the 
contribution of both scientific and objective knowledge 
are recognized.  This implies that an individual’s 
experiences and meanings can coexist and affect 
behaviours as well as wider social structures [30]. 

 
Research Setting 

The research was conducted at the Centre for Diabetes 
and Endocrinology (CDE), in the Gauteng Province, South 
Africa.  Data collection took place between October 2015 
and June 2016.   

 

Ethical considerations 

Permission to carry out the study was obtained from 
the Humanities and Health Research Ethics Committee 
(HHREC) of the Faculty of Humanities of the North-West 
University (NWU-HS-2015-0156).  Independent, written, 
informed consent were received from all participants in 
this study.  Participation was voluntary and interviews 
were conducted in either Afrikaans or English, audio-
recorded, and transcribed verbatim.  Questionnaires were 
only available in English.  

 

Participants 

Purposive sampling resulted in 6 young adults 
participating in this study.  Biographic distribution was as 
follows: four females (67%) and two males (33%).  The 
average HbA1c levels at the time of the study was 7.3% 
(45 mmol/mol (recommended range 6.3% - 8.0%; 39 
mmol/mol – 49 mmol/mol)).  The mean age was 21.3 
years (range 19 - 25) at the time of the study.  The mean 
time since diagnosis of diabetes was 12 years (range 2 - 
22).  Out of the six participants, five (83%) were 
European and one (16%) was of Cape Malay decent.  None 
of the participants reported significant co-morbidity that 
could have influenced their health beliefs or coping 
responses.  The following steps – data collection, data 
analysis, data validation/legitimation, and data 
interpretation – were interactive and cyclical steps in the 
multi-methods research process. 

 

Data Collection 

Participants within the age range of 18 - 25 years, 
were invited to participate in this study.  Screening took 
place to ensure the inclusion criteria was met.  This 
included that participants must have been diagnosed with 
type 1 diabetes, and experience well-controlled HbA1C 
levels (<8%, 64 mmol/mol).  The researchers 
acknowledge that international diabetes bodies, and the 
Society for Endocrinology, Metabolism and Diabetes of 
South Africa (SEMDSA) recommend that adults should 
have a target HbA1c of <7% (53 mmol/mol) to be 
considered well-controlled.  This study, however, used an 
HbA1c level that was the average for a year, and since 
fluctuations in HbA1c do normally occur over a year, this 
level captured most candidates.  Hence, it could be viewed 
as a valid measure of adoption and maintenance of 
effective diabetes behaviours.  Participants had to be 
fluent in English and could not suffer from any other 
condition that may influence their diabetes management 
behaviours.  Potential participants were invited to take 
part in the study via advertisement. All participants that 
were approached, agreed to participate and provided 
written, informed consent.  There were no refusals to 
participate or any drop-outs once research began. 
 

The interviews were conducted by a female researcher 
with experience in interviewing. She had no prior 
relationship with the participants. At the time of the 
study, she was employed as a part-time lecturer and 
registered psychologist. The researcher kept field notes of 
interviews and incorporated it with data analysis.  No 
repeat interviews were necessary.  Interviews lasted 
between 20 and 60 minutes. The qualitative data were 
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collected through face-to-face, semi-structured interviews 
conducted at the CDE.  A flexible interview schedule was 
compiled, covering the basic contribution themes to be 
enclosed [31].  Interview questions and or prompts, such 
as (1) Explain how your life changed after being diagnosed 
with diabetes; (2) How do you manage your diabetes?; (3) 
How does your understanding of diabetes influence your 
management of the condition?; (4) Explain how social 
support influence your management behaviour and (5) 
How do you make meaning of your diabetes management 
behaviours? were used during the interviews.  A brief, 
verbal summary of the project was given prior to 
obtaining the written informed consent.  Permission to 
audiotape each interview was obtained individually and 
was used as the opportunity to establish positive rapport 
with the participant.  For the purpose of this study, 
questionnaires covering the psychosocial variables in 
questions were incorporated.  The questionnaires 
included were:  

 

The Diabetes Self-Management Profile – Self 
report (DSMP-SR) [32]:  This 24-item self-report 
instrument (not divided into subscales) quantifies 
diabetes self-care management behaviours over the 
preceding three months.  The question-format changes 
throughout the instrument and participants indicate the 
most applicable answer to each question.  Item examples 
are: (1) If you think you are having a low blood sugar, how 
often do you check your blood sugar before treating?; (2) In 
the past 3 months, before you ate more than usual, did you 
make any insulin changes?;(3) In the past 3 months, if you 
had two blood sugar results above 13 in a row, how often 
did you do a ketone test?  The DSMP-SR reported a 
Cronbach alpha coefficient of 0.82 [32,33]. 
 

The Pemberton Happiness Index (PHI) [34]:  The 
PHI produces a combined index of an individual’s well-
being that is the sum of different subscales.  Subscales 
include 11 items on remembered well-being (general, 
meaning, psychological well-being, and social well-being) 
and 10 items on experienced well-being (i.e. positive and 
negative emotional events that have possibly taken place 
the day before).  Each item is rated on a 10-point Likert 
scale from 0 (fully disagree) to 10 (fully agree).  Examples 
of items on remembered well-being are: (1) I am very 
satisfied with my life; (2) I enjoy a lot of little things every 
day; and (3) I have a lot of bad moments in my daily life.  
Experienced well-being items are: (1) Something I did 
made me proud; (2) I gave myself a treat; and (3) I was 
bored for a lot of the time.  The PHI reported a Cronbach 
alpha coefficient of 0.82.-0.83 [34]. 

The Revised Illness Perception Questionnaire 
(IPQ-R) [35]:  This 70-item, self-report instrument 
identifies the five subscales within the representation of 
an illness.  These subscales are:  (1) identity – describes 
14 symptoms associated with the illness.  Participants 
decide whether or not they have experienced those 
symptoms and if they perceived those symptoms to be 
related to their illness.  The participants respond by either 
circling “yes” or “no” to each question.  Examples of 
symptoms are; pain; sore throat; fatigue and sleep 
difficulties; (2) consequences – the expected long and 
short term outcome of the illness; (3) causes – ideas on 
how the illness was contracted or what caused the illness; 
(4) timeline – beliefs concerning how long the illness will 
last; and (5) cure and control – beliefs on whether or not 
the individual can recover from or manage the condition 
[36,37]. 
 

Responses to the other four subscales are on a 5-point 
Likert scale, ranging from 1 (strongly disagree) to 5 
(strongly agree).  Examples of items are: (1) My diabetes 
will last a short time; (2) My treatment can control my 
diabetes; (3) I do not understand my diabetes; (4) I get 
depressed when I think about my diabetes; and (5) My 
diabetes may have been caused by chance or bad luck.  The 
IPQ-R reported a Cronbach alpha coefficient of 0.75-0.89 
for the IPQ-R complete scale [35]. 
 

The Meaning in Life Questionnaire (MLQ) [38]: 
This instrument consists of 10 items on a 7-point Likert 
scale ranging from 1 (absolutely untrue) to 7 (absolutely 
true).  It is divided into two subscales, namely: (1) 
presence of meaning; and (2) search for meaning.  Items 
on the presence of meaning subscale are concerned with 
the degree to which the individual feels that his/her life 
already has some source of meaning (e.g. (1) I understand 
my life’s meaning; and (2) My life has a clear sense of 
purpose).  The search for meaning subscale examines the 
extent to which an individual is searching for meaning in 
his/her life (e.g. (1) I am always looking to find  life’s 
purpose; and (2) I am searching for meaning in my life).  
Steger [39] reported that there were no formal cut-off 
scores to determine what constitutes a high score or a low 
score on the MLQ. 
 

The Modified Diabetes Social Support 
Questionnaire (M-DSSQ) [40]:  This instrument 
includes two subsections, namely, support from family 
(58 items) and support from friends (28 items) on a 5-
point Likert scale ranging from 0 (never) to 5 (at least 
once a day).  Participants also complete a subscale on how 
he/she feels about the support behaviour mentioned in 
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each item, also on a 5-point Likert scale ranging from 1 
(unhelpful or not supportive) to 3 (very supportive).  The 
family support subscale consists of five subscales, namely, 
(1) guidance and supervision; (2) encouragement of self-
care and exercise; (3) support in critical situations; (4) 
nourishment; and (5) emotional support.  The friends-
support subscale consists of five subscales, namely, (1) 
guidance and encouragement; (2) help in critical 
situations; (3) nourishment; (4) empathy; and (5) help in 
exercise.  Examples of items are: (1) Give you insulin; (2) 
Nag you until you do your testing; (3) Do the grocery 
shopping for your meals; (4) Remind you to exercise; and 
(5) Give you things to read on diabetes care.  Both the M-
DSSQ-family and M-DSSQ-friends reported Cronbach 
alpha coefficients of 0.76-0.92 [40, 41]. 
 

Data Analysis 

For the purpose of this study, the qualitative and 
quantitative data were combined and data integration 
took place.  A coherent whole, i.e. meta-inference, [42] 
was formed [43]. 

 
Interviews were read thoroughly, transcribed, and a 

thematic analysis was conducted according to guidelines 
published by Braun and Clarke [45].  The transcripts were 
entered in ATLAS.ti™ software (Version 7) [44] and the 
analysis was iterative throughout, allowing for the 
emergence of patterns in the data [45, 47].  Patterns in the 
interviews were coded, compared and contrasted 
between and within interview transcripts, using constant 
comparative methods [48].  Interview codes were 
organised into themes reflecting the research question.  
No new contributing themes emerged after interview 3, 
therefore, data saturation had taken place. 

 
All transcripts were coded by the researcher and a co-

coder, an independent third party with outstanding 
subject knowledge, as well as a panel of experts in the 
field of diabetes.  This ensured reliability of the study 
[45,46].  Emergent contributions were compared and 
discussed between coders at regular meetings until 
consensus on key issues was reached.  A qualitative data 
analysis software package (ATLAS ti™ version 7) [44], 
was used to facilitate data coding and ease the retrieval of 
data. 

 
For the purpose of this study, the questionnaires were 

hand-scored by the researcher.  The results of the 
quantitative data were used to verify and enhance 
findings emerging from the qualitative data.  Integration 
of the qualitative data with the quantitative data took 

place during the interpretation phase of the study [28].
  

Rigor 

Throughout this study, attention was given to ensure 
rigorous research was done.  During the qualitative stage, 
the evidence-based guidelines for rigor in multi-methods 
research [49] was followed.  These guidelines included: 
(1) the research formulation stage – it was clearly 
stipulated in both the conduct and reporting how the 
different research components interacted with each 
other; (2) the research planning stage – the sampling 
design and overall research design have been 
comprehensively accounted for; (3) the research 
implementation stage – the data collection, data analysis, 
data legitimisation, and interpretation generated by the 
researcher fit the data well; and (4) the research 
dissemination stage – during the course of the study, 
discussions with knowledgeable colleagues were 
conducted in order to ensure credibility of findings, and 
sensitivity was communicated pertaining to the 
participant’s realities and the negotiated realities.  
Regardless of the specific tool or research method used, 
the key was to provide the reader with a clear audit trail, 
as well as well-considered and justified rationales for the 
decisions made throughout the research process [50]. 

 
Furthermore, trustworthiness of the research findings 

were improved by using Creswell’s [28] concurrent 
triangulation strategy.  Through mixing qualitative and 
quantitative data, the aim of the study was achieved in 
that a deeper understanding of the process of adjusting to 
diabetes management behaviours of young adults living 
with type 1 diabetes were formed [51]. 

 

Results 

This study was conducted to gain a better 
understanding of how developmentally appropriate 
challenges and psychological health variables influence 
the diabetes self-management behaviours of young adults. 
Diabetes self-management behaviours were investigated 
via the personal model created of diabetes, and how social 
support received by friends and family crystallised 
through the participants’ recollection of experiences and 
perceptions.  Relevant vignettes from interviews and 
questionnaires were offered to support the concepts.  
Statement pieces used by participants that preferred to be 
interviewed in Afrikaans, were translated into English for 
the purpose of this discussion.   
 

Participants reported the journey towards adulthood 
were more engaging for the young adult living with type 1 
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diabetes opposed to individuals that only needed to adapt 
to normal developmental stage challenges, asYA3 (female, 
19 years of age, Cape Malayan, 6 years since diagnosis) 
explained: “being diagnosed as type 1 was traumatic … 
everything needed changing in my diet and lifestyle … and I 
don’t wanna die of this thing”. In this study, as with others 
[9,11,12]. It was found that young adults were navigating 
various challenges on their path towards adulthood 
including the initial diagnosis which could be experienced 
as traumatic, the commencement with the diabetes care 
plan as well as the educational sessions and finally, the 
reality of developing diabetes-related complications. 

 
Participants reported experiences that centered on the 

age-appropriate challenges of establishing their own 
identity, autonomy, and effective self-management.  
Participants’ personal identity was not equal to the 
condition, YA2 (male, 19 years of age, European, 6 years 
since diagnosis) said, “I am not just diabetes”.  Participants 
were very aware of the impact that living with diabetes 
had on their lives, especially regarding their autonomy 
and self-management as YA6 (male, 24 years of age, 
European, 10 years since diagnosis) realized, “I had to 
take responsibility for myself”.  In this study, as with others 
[52] it was found that young adults were navigating 
various challenges on their path towards adulthood 
including assuming increased responsibility for their 
diabetes self-management.  

 
The participants in this study maintained an average 

HbA1c level of 7.3% (45 mmol/mol), which could be 
categorised in the near-normal range for blood glucose 
levels.  Achieving these levels were seen as part of their 
responsibility as, “that is where it’s supposed to be” (YA3, 
female, 19 years of age, Cape Malayan, 6 years since 
diagnosis).  Achieving blood glucose levels within the near 
normal range also filled them with a sense of pride as YA1 
(female, 20 years of age, European, 2 years since 
diagnosis) commented, “you are feeling pretty proud when 
your HbA1c is under seven”.  Feelings of control and 
personal mastery over the diabetes care plan, as well as 
correct interpretation of their diabetes symptoms 
indicated enhanced self-management behaviours, 
according to the study done by Keogh et al. [53].  Thus, 
identity was influenced through diabetes management 
behaviours; whenever they interpreted it correctly, it 
could be seen as positive interaction, which led to feelings 
of mastery and control.  These results corresponded with 
the IPQ’s personal control subscale where 60% of the 
participants indicated that they believed in their own 
ability to manage the condition and take responsibility for 
their self-management behaviours, as YA6 (male, 24 years 

of age, European, 10 years since diagnosis) said, “the more 
I understand it [diabetes], the more I can tweak my 
lifestyle”.  This finding was in accordance with findings 
reported by other researchers [20, 53, 54] who argued 
that the score on the IPQ-R’s personal control sub-scale 
and blood glucose control levels of an individual were 
significantly positively related.   

 
Participants were clear that diabetes was an 

unpredictable, lifelong experiment and that they have to 
take responsibility for the management thereof.  
Participants experienced the diabetes management 
behaviours as their new reality and, “just something I had 
to do” (YA3, female, 19 years of age, Cape Malayan, 6 years 
since diagnosis).  In spite of continual progression in the 
understanding of self-management behaviours, the 
participants still experienced the unpredictability of the 
condition, as YA1 (female, 20 years of age, European, 2 
years since diagnosis) said, “no day is the same” and “you 
take it one day at a time” (YA2, male, 19 years of age, 
European, 6 years since diagnosis).  Previous studies [27] 
found that young adults experienced diabetes 
management behaviours as being a never-ending 
experiment and it was undeniably also experienced as 
such by participants in this study, “I think I’m still trying to 
figure it out” (YA1, female, 20 years of age, European, 2 
years since diagnosis).  The quantitative data supported 
that the participants believed their diabetes to be 
unpredictable, 60% indicated higher scores on the cyclical 
and timeline subscales of the IPQ-R.  These results were 
expected as diabetes is a lifelong, unpredictable condition, 
as was concluded by various previous studies [54, 55, 56, 
57]. 

 
Despite maintaining near-normal blood glucose levels, 

the findings of this study strengthened arguments that 
young adults were poor at adhering to the diabetes 
treatment plan, as YA1 (female, 20 years of age, European, 
2 years since diagnosis) remarked, “of course there will be 
times where I say screw it”.  This inclination to poor 
adherence was shown by results on the DSMP-SR, where 
80% of the participants obtained low scores, which in 
turn, were indicative of poor treatment adherence.  In 
addition, all participants scored very low on the IPQ-R’s 
treatment control subscale, which indicated that they 
believed that their diabetes treatment plan and 
accompanied self-management behaviours would not 
control the condition.  This could be resultant of a generic 
diabetes treatment plan that was structured without the 
incorporation of individual needs and experiences, hence 
poorer adherence.  Previous research concluded that the 
treatment control subscale gave an indication of the 
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adherence ability of the individual – higher scores on the 
treatment control subscale would transpire in better 
adherence and glucose control [20, 53, 58]. 
 

The discrepancy between the participants’ beliefs 
about personal control and treatment control led them to 
experience internal conflict and emotional distress.  The 
additional responsibility of successfully managing 
diabetes, contributed to increased negative perceptions of 
the condition, “there’s no reward, nothing” (YA1, female, 
20 years of age, European, 2 years since diagnosis), and 
YA2 (male, 19 years of age, European, 6 years since 
diagnosis) remarked, “and that’s the way you go on”.  All 
participants agreed that, “it’s a full time job, you don’t ever 
stop thinking about it….no break, and no vacation” 
(YA1,female, 20 years of age, European, 2 years since 
diagnosis).  Participant YA6 (male, 24 years of age, 
European, 10 years since diagnosis) stated “if I was 
hungry I’d sometimes just avoid eating because I didn’t 
want to mess up the glucose” and “I find myself going what 
if I am doing something wrong now that I’m gonna look 
back on and regret?” (YA1, female, 20 years of age, 
European, 2 years since diagnosis).  In this study, 60% of 
the participants reported experiencing negative emotions 
in relation to diabetes management behaviours 
(according to the IPQ-R emotional representation 
subscale).  The experience of negative emotions were also 
evident in the PHI scores that indicated 60% of the 
participants did not experience present-day happiness. 

 
The emotional distress influences adherence to the 

diabetes care plan.  This could be summed up by the 
words of YA4 (female, 24 years of age, European, 22 years 
since diagnosis), “even with that [diabetes management] I 
took chances, experimenting, trying everything and not 
injecting for it, resulting in me suffering the consequences 
for always” and “it is so frustrating to know your sugar will 
be jumping around and you can do nothing” (YA2, male, 19 
years of age, European, 6 years since diagnosis) even said, 
“the management plan doesn’t work out all the time, kind 
of frustrating” (YA3, female, 19 years of age, Cape 
Malayan, 6 years since diagnosis).  Participants especially 
experienced frustration regarding meal plans and food 
choices as YA1 (female, 20 years of age, European, 2 years 
since diagnosis) stated, “my mom would be like, why did 
you eat that and I’m like but I was low.  Then she’s like, you 
should tell me first” and “healthy food choices were not a 
simple task” (YA2, male, 19 years of age, European, 6 years 
since diagnosis) as well as “my lifestyle was very healthy 
but it was still a huge flip, it’s so frustrating, annoying” 
(YA1, female, 20 years of age, European, 2 years since 
diagnosis).   

The elevated levels of distress and frustration 
pertaining to meal plans were further linked to the 
participant’s experience of support from family and 
friends, “but no one understands …it can get like upsetting” 
(YA1, female, 20 years of age, European, 2 years since 
diagnosis) and “I was tired and frustrated with my mom 
constantly taking over” (YA4, female, 24 years of age, 
European, 22 years since diagnosis).  This was supported 
by the DSSQ, which indicated that majority of the 
participants felt frustrated with others trying to control 
their meal plan adherence.  In addition, the qualitative 
and quantitative results contradicted each other with 
regard to social support.  All participants stated that they 
needed support, “obviously you need support” (YA1, 
female, 20 years of age, European, 2 years since 
diagnosis) and “it definitely helped a lot” (YA6, male, 24 
years of age, European, 10 years since diagnosis), while 
the results from the DSSQ reflected that 100% of 
participants experienced low levels of support from their 
families and 60% reported low support levels from their 
friends.  These findings contrasted research that found 
good social support correlated positively with effective 
diabetes management behaviours, which in turn, resulted 
in blood glucose levels remaining at near-normal levels 
[59, 60, 61, 62]. 

 
Participants also experienced emotional distress 

regarding the consequences of not adhering to the 
diabetes treatment plan, as YA6 (male, 24 years of age, 
European, 10 years since diagnosis) said, “it freaked me 
out”, but a quote from YA3 (female, 19 years of age, Cape 
Malayan, 6 years since diagnosis) was testament of the 
distress the young adults experience, “knowing about all 
the things that can happen if I don’t manage it, is a huge 
thing” as well as “I don’t want to go down that route, but I 
want to enjoy my life” (YA4, female, 24 years of age, 
European, 22 years since diagnosis).  According to the 
IPQ-R’s consequence sub-scale, 80% of the participants 
experienced emotional distress connected with the 
consequences of not adhering to the diabetes treatment 
plan.  This study supported work done by researchers 
[20, 63, 64] who argued that young adults were well-
known for their non-adherence behaviours and poor self-
management of type 1 diabetes, which will result in 
serious consequences for the individual.   

 
The following clearly shows the interaction of identity, 

negative emotions, and meaning.  Poorly managed blood 
glucose levels prevented participants from accomplishing 
their dreams and aspirations, which led to the experience 
of disappointment, “I am competitive and I know I’m not 
performing to what I can” (YA1, female, 20 years of age, 
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European, 2 years since diagnosis) and “I want healthy 
kids and for that I must manage it a certain way” (YA3, 
female, 19 years of age, Cape Malayan, 6 years since 
diagnosis).  This conflict permeated every facet of their 
lives, to the point where participants actually felt fearful 
that their children “will suffer and that scares me” (YA3, 
female, 19 years of age, Cape Malayan, 6 years since 
diagnosis).  By not being able to execute their 
expectations for the future, participants reported the 
experience of internal conflict [27] that manifested in 
experiences of unhappiness and perceived lower quality 
of life. 

 
Adhering to a diabetes care plan was driven by diverse 

motivations such as a longing to be like everyone else, “I 
want to be the same as everyone else” (YA6, male, 24 years 
of age, European, 10 years since diagnosis) and “all you 
want is to experience a normal sort of lifestyle” (YA1, 
female, 20 years of age, European, 2 years since 
diagnosis).  A ‘new’ normal was sought after by all 
participants.  Yet, the longing for normality came with an 
emotional package, as YA3 (female, 19 years of age, Cape 
Malayan, 6 years since diagnosis) said, “I am like not 
emotionally strong enough to deal with it (management of 
diabetes)”.  This longing experienced by the participants 
was reflected in the MLQ scores where 58% of the 
participants indicated that they were actively searching to 
find meaning in their lives.  Thus, participants were 
actively searching to make sense of the world as viewed 
through the diabetes lens.  This search incorporated 
participants’ desire to find the value and significance of 
their lives, as well as the purpose of their lives, “it has 
become more difficult” (YA3, female, 19 years of age, Cape 
Malayan, 6 years since diagnosis).  The high search-for-
meaning score could also be linked to the participants’ 
wish for their environment to be structured and 
predictable amidst the unpredictable nature of diabetes; 
participants searched to understand their ‘new normal’ 
with type 1 diabetes. 
 

Conclusion 

In this study, diabetes management behaviours were 
described as experiences that confronted the young 
adults with considerable adjustment difficulties.  This 
study highlighted important relations between variables 
such as the negative emotions that were the result of the 
identity challenges and restricted food choices.  Despite 
having to adhere to the complex and ever changing 
diabetes management requirements, the young adults 
employed different processes to make sense of their 
world and their diabetes experiences [65]. 

It could be argued that the relation between the search 
for meaning and adjusting to diabetes management 
resulted in the creation of a new normal way of living 
with type 1 diabetes.   This involved changing the way of 
understanding one’s own identity.  Through the process 
of developing autonomy and responsibility, the young 
adults found it difficult to uphold a sense of happiness and 
psychological well-being.  This development process 
resulted in non-adherence to the prescribed diabetes 
treatment plan.  In addition, the young adults spoke of 
experiencing their diabetes management behaviours as a 
never ending experiment of trial-and-error.  A constant 
search for meaning, and more specifically, finding the new 
sense of comprehension, would increase their sense of 
meaning in life [66]. 

 
The research further suggested that the non-

adherence behaviours enhanced internal conflict in the 
young adults resulting in experiences of emotional 
distress.  As evidenced in the study, the participants made 
conscious and deliberate efforts to cope with the diabetes 
management behaviours and the distress associated with 
following the challenging meal plans.  Participants had to 
cope with frustration provoking incidents of social 
support by renegotiating relations that added to their 
experiences of emotional distress.  Hence, in these 
situations, social support were not contributing to 
successful diabetes management behaviours for the 
young adults living with type 1 diabetes. 

  
It could be argued that diabetes created a state of 

difference within the mind of the young adult as the 
envisaged future plans and ideas now seemed 
unreachable and effective diabetes management 
behaviours had to be initiated to find a new state of 
consistency. Participants’ yearning for living a “normal” 
life, a life where they do not need to worry about 
injections and eating plans, were found to be the 
motivating factor behind their constant efforts to manage 
the condition effectively, and this process infused their 
lives with meaning.   Through application and adherence 
to diabetes management behaviours, with the help of trial 
and error learning, young adults managed to achieve a 
good level of diabetes control.  
 

Limitations and recommendations 

The current study was only able to provide a snapshot 
of young adults living with type 1 diabetes and the 
processes used to overcome challenges to accommodate 
the condition and the accompanying management 
behaviours.  This study consisted primarily of women (n = 
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4); including more men in additional studies is necessary 
to better understand adjusting to diabetes management.  
The small sample may limit the transferability of findings.  
The majority of citizens in South Africa are African and 
this study had no representatives from this majority 
population group.  All participants were from a more 
affluent part in South Africa, reporting near-normal 
HbA1c; including more people with different backgrounds 
and HbA1c levels could produce different narratives and, 
therefore, different findings.  The study also did not 
discriminate between well-controlled and uncontrolled 
diabetes, which could have important implications for 
adjusting to diabetes management. 

 
An implication for practice could be that participants 

needed their autonomy to be preserved through the 
process of establishing their identity.  Young adults want 
to be included in the decision making process regarding 
their diabetes management treatment plan.  Shared 
decision making should result in a diabetes treatment 
plan that meets the goals of both the physician and the 
individual.  Because this is a shared process, the resultant 
plan should have been carefully constructed so that the 
individual is able and willing to execute it – i.e. adhere to 
it.  This is in contrast to compliance where a physician 
dictates a diabetes treatment plan that the individual has 
not fully participated in content or design, and therefore, 
may not be capable or willing to execute it, leading to non-
compliance.  Interventions are needed that aim to 
enhance young adults’ capability of managing various 
cognitive and emotional challenges of diabetes and 
increase their adherence.  Further research is warranted 
to understand the meaning-making processes employed 
towards psychological well-being of individuals.  
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