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Abstract: To synthesise the qualitative evidence on parents’ experiences of caring for a child aged ≤8 years with type 1 diabetes to 
identify: the challenges they encounter; their views about support received; ways in which support could be improved; and, directions 
for future research. The synthesis resulted in the generation of two overarching themes. Monopolisation of life describes the all-
encompassing impact diabetes could have on parents due to the constant worry they experienced and the perceived need for vigilance. 
It describes how parents’ caring responsibilities could affect their wellbeing, relationships and finances, and how a lack of trusted 
sources of childcare and a desire to enable a ‘normal’ childhood constrained personal choices and activities. However, use of diabetes 
technologies could lessen some of these burdens. Experiences of professional and informal support describes how encounters with 
healthcare professionals, while generally perceived as helpful, could lead to frustration and anxiety, and how connecting with other 
parents caring for a child with type 1 diabetes provided valued emotional and practical support. 
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I. INTRODUCTION 

Type 1 diabetes is one of the most common chronic childhood 
conditions and its incidence is rising worldwide including 
among pre-school aged children. This condition is now mostly 
managed using flexible intensive insulin regimens, which 
involve multiple daily tasks (e.g., regular blood glucose 
monitoring, carbohydrate counting, calculating and 
administering insulin) and may present different issues and 
challenges to conventional regimens based on fixed schedules 
and insulin doses [1]. For young children (those aged ≤8 
years), however, most of these tasks are too complex to 
undertake independently; hence, parents/caregivers typically 
take on and/or oversee these responsibilities. The 
physiological, cognitive, behavioural and socio-emotional 
issues at this developmental stage make diabetes management 
challenging and clinically recommended blood glucose 
targets difficult to achieve. Hence, caring for a young child 
with diabetes can be overwhelming and stressful for parents, 
and can affect wider family life [2]. To date, no reviews have 
focused on parents’ everyday experiences of caring for a 
young child with type 1 diabetes.  

 

 

 

 

 

 

This review aims to address this gap. By identifying, 
examining and synthesising the qualitative evidence on 
parents’ experiences of caring for a young child with type 1 
diabetes, we sought to describe the published evidence base, 
identify the challenges parents encounter when managing 
their child’s diabetes, explore their views about support 
received from health professionals and other sources, identify 
ways in which support could be improved and identify gaps in 
the evidence base and directions for future research [3]. 

II. METHODOLOGY 

Thomas and Harden’s thematic synthesis approach were 
followed, which is well suited to reviews focused on 
individuals’ perspectives and experiences. This approach 
involves a systematic search of relevant literature, quality 
appraisal of the included studies. We identified papers for 
inclusion from a systematic search of electronic databases 
(Medline, EMBASE, CINA HL, PsycINFO and Web of 
Science) [4]. Working with a medical library science 
professional, we developed a search strategy that drew on 
existing literature and a combination of Medical Subject 
Heading (MeSH) terms and keywords relating to our target 
condition, population and methodology. Our searches were 
also informed by the SPIDER (Sample, Phenomenon of 
Interest, Design, Evaluation, Research type) approach to 
identifying qualitative literature, and search terms were 
tailored to suit each database. We screened the reference lists 
of included studies and relevant reviews identified by the 
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search to identify further papers for inclusion. Our choice of 
age cut-off at ≤8 years was informed by the literature 
highlighting the high level of parental responsibility for 
diabetes management tasks in this younger age group [5,6]. 
Subsequently, increasing maturity and independence sees 
children assume progressively more responsibility for their 
own diabetes care; this transition changes parents’ role in their 
child’s diabetes management, and thus their experiences, and 
was outside the scope of this review. 

III. RESULTS 

The 14 included papers reported the views and experiences of 
274 parents in seven countries: Canada, United States, United 
Kingdom, Sweden, Norway, Iran and Palestine [7]. Four 
papers reported exclusively on the experiences of parents of 
children aged ≤8 years. The provision of information about 
study participants’ sociodemographic characteristics varied 
greatly. Across all studies, the majority of parents were 
reported as being: married or co-habiting, qualified to higher 
education level and in employment. All studies employed 
interviews; one additionally used online focus group 
discussions [8-10]. Most studies considered parents’ holistic 
experiences of caring for a young child with type 1 diabetes, 
with some focusing specifically on the experiences of 
mothers. Two papers described parents’ everyday experiences 
of managing their child’s condition using insulin pumps. 

3.1 Synthesis findings 

Two overarching analytical themes resulting from our 
synthesis, Monopolisation of life and Experiences of 
professional and informal support, with each theme 
comprising several subthemes. Primary authors’ 
recommendations for how parent support could be improved 
in respect of the issues identified [11,12]. Across the studies, 
parents noted how the complexities and unpredictability of 
type 1 diabetes made it a very tiring disease to manage. 
Hypoglycaemia, in particular was an all-pervasive concern 
borne from several considerations [13].  The child being too 
young to recognise and report low blood glucose, some 
children’s poor hypoglycaemia awareness and parents’ 
awareness of the potential deadly consequences of 
hypoglycaemic events. Parents’ concerns were greatest during 
the night, when they worried that severe hypoglycaemia might 
go undetected and threaten their child’s safety [14,15]. To 
alleviate their fears, they described testing blood glucose 
regularly throughout the night, leading to exhaustion and 
chronic sleep deprivation. Some parents recognised that their 

actions could be borne from irrational fears, but preferred 
being hyper-vigilant to having potential future regrets. 

3.2 Relationships impact 

Several studies highlighted how caregiving responsibilities 
not only monopolised parents’ own lives, but also affected 
their relationship with the child. Managing their child’s 
condition was described as requiring an atypical level of 
caregiving input, with some mothers likening their experience 
to caring for a new-born [16]. Mothers and fathers also 
described how their relationships with one another had 
changed as a result of having to ‘live with constant attention 
directed at the diabetes condition. This could sometimes lead 
to conflict between parents, but also encouraged more in-
depth communication about how best to manage their child’s 
diabetes [17,18]. Similarly, many parents felt unable to entrust 
the care of their child to relatives and others in the community, 
as they perceived them as largely ignorant about diabetes and 
insufficiently vigilant about its management. Finally, several 
studies described how parents were determined not to let 
diabetes dominate their child. so that the child could ‘have her 
innocence, to go out and play and feel like a normal child 
without feeling there is something different with her [19]. To 
facilitate this ‘normality’, parents adopted strategies that 
required even more of their time and effort, such as becoming 
actively involved in school and social activities to allow the 
child to participate while ensuring a watchful eye on their 
glucose needs. 

IV. DISCUSSION 

This review is the first to synthesise and describe the findings 
from qualitative studies, which report parents’ everyday 
experiences of caring for a child aged ≤8 years with type 1 
diabetes [20,21]. It highlights the all-encompassing, relentless 
and enduring nature of parents’ care experiences and how 
their lives are dominated by constant worry. The need to be 
vigilant and a desire to enable their child to have a ‘normal’ 
childhood. Moreover, the synthesis illustrates how caregiving 
responsibilities could be detrimental to parents’ own physical, 
psychological and emotional well-being, relationships, 
personal choices and everyday activities [22]. Parents’ 
encounters with health care professionals, while generally 
perceived as helpful, could add to their anxieties and 
frustrations, as could lack of access to trusted sources of 
childcare and informal support [23]. Some parents, 
particularly mothers, described how they were forced to make 
decisions about employment based on their child’s diabetes 
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care needs and associated expenses. Furthermore, even 
parents who self-identified as middle-class and were in 
possession of medical insurance reported experiencing 
diabetes-related financial strains due to at least some 
treatment supplies needing to be paid for through personal 
means [24]. Resonating with these findings, a survey 
conducted with parents of young children with type 1 diabetes 
found that having a child with diabetes influenced the 
employment decisions of 60% of parents (89.5% of them 
mothers), with nearly one quarter reducing or quitting work 
and others maintaining employment for financial reasons [25]. 
Research has also shown that caring for a child with type 1 
diabetes was significantly more detrimental to their work and 
finances compared with parents of children with other or no 
special healthcare needs. 

V. CONCLUSION 

The current literature consistently describes caring for a 
young child with type 1 diabetes as an all-encompassing and 
relentless undertaking, which can have a detrimental impact 
on parents’ own well-being, relationships, personal choices 
and everyday activities [26,11]. However, significant 
limitations and gaps in this literature mean that parents’ 
experiences may in fact be more diverse than is currently 
recognised, which could have implications for the support 
they require from healthcare professionals [12]. In particular, 
we recommend that future research should explore how 
sociodemographic factors and use of newer diabetes 
technologies influence parents’ diabetes management 
practices and experiences of caring for a young child with type 
1 diabetes. 
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