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Abstract—BACKGROUND AND PURPOSE: Type 1 diabetes mellitus (T1DM) is a chronic disease requiring complex management
including blood glucose monitoring, insulin administration along with diet restrictions which can have negative impact on quality of life
(QOL) of both children and parents. The stringent routine can be quiet stressful for both child and parent affecting the physical, mental,
psychosocial functions.

OBJECTIVES: To assess the quality, factors affecting the life of children with TIDM children and their parents.

MATERIALS AND METHODS: A cross sectional study was conducted on a total of 200 children of both sexes in the age range

of 5-15 years were selected for the questionnaire survey, 100 children were diagnosed with TLDM and 100 were normal children.

The QOL was assessed using Pediatric Quality of Life Inventory (PedsQL) and Quality of Life instrument in Indian Diabetics
(QOLID) Questionnaire.

RESULTS: Based on the questionnaire analysis parents of TLDM children faced significantly more distress in terms of physical

activity (100%) ,physical endurance(100%) ,symptom botherness(99%) ,financial worries(100%) emotional health (100%). The

T1DM children also had significantly higher distress in terms of physical health (100%), emotional health (100%), social function

(100%) and school (98%).

CONCLUSION: The overall outcome of this study showed that QOL of children with TLDM was more compromised than normal

children and the QOL can be improved by involving the family in diabetes education and enable them to take responsibility

Index Terms— quality of life, TLDM, Peds QL, QOLID

I. INTRODUCTION
Type 1 diabetes mellitus (T1DM) is one of the most common autoimmune diseases, affecting 1 in every 400-600children and

adolescents. Intensive treatment is necessary to prevent or delay acute and chronic complications [1,2]. TLDM treatment involves
daily insulin injections, self-monitoring, food restrictions, physical exercise, and adjustments to insulin dosage.

Type 1 diabetes patients face short and long-term impacts of hyperglycemia and hypoglycemia, which can affect their daily
activities [3]. Early childhood normative dependence on parental caregiving leads to parental accountability for completing daily
diabetes management duties [4,5]. Consequently, it effects a child's quality of life (QOL) by affecting their physical, social, and
psychological well-being and functioning [4,5,6]. Health related quality of life (HRQoL) is a varying concept including wellbeing
in terms of patients physical, emotional, mental, and social behaviors and is defined as the way the effects of a disease and or its
treatment perceived by patient [1]. One of the international tools for assessment of HRQoL of children is the Pediatric Quality
of life Inventory (PedsQL). This instrument provides both child self-report and parent proxy-report [1] The objective of this
study is to evaluate the QoL of children and adolescents with TIDM and non-diabetic children and adolescents using QOLID

questionnaire.

1. SUBJECTS AND METHODS

Participants
Atotal of 200 children of both sexes and their parents in the age range of 5-15 years were selected for the questionnaire survey.100

children diagnosed with T1DM atleast 6 months before the study and who were on regular follow up at pediatric diabetic clinic

at RajaRajeswari medical college and hospital were enrolled. Children and parents who were ready to participate in this
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questionnaire study were included. Children with co-existing inborn malformations, chronic diseases other than T1DM,

psychiatric diseases and those with associated acute disease during the study were excluded.

I1l. STUDY PROCEDURE-
QUESTIONNAIRE FOR EVALUATION
Parents and guardians of children and adolescents were asked to provide written informed consent. The core demographic

profile was gathered together with additional data such as the family's socioeconomic status and HbA1C.
Questionnaires in both native and English were used to measure QOL, with some modest adjustments made for the paediatric
group. Each form's contents are nearly the same. The purpose of the parent proxy-report forms, which run concurrently with the
child self-report forms, is to gauge how parents perceive their child's health-related quality of life. Questionnaires were divided
into two groups. Group 1 consists of a questionnaire for parents, which includes the Quality of Life Instrument in Indian Diabetics
(QOLID) questionnaire. QOLID consists of 19 items covering 5 domains, which cover role limitations due to physical health,
physical endurance, symptom frequency, financial worries, and emotional health each consisting of 6, 4, 3, 3 and 2 items.
Group 2 consists of questionnaires which includes PedsQL GCS for children.
The PedsQL 4.0GCS consist of 20 items assessing the level of physical and psychosocial functioning of children. Physical
functioning consists of 7 items. Psychosocial functioning is divided into three subscales: emotional, social and school
functioning each consisting of 4, 4 and 5 items. All the parent and child’s response was recorded in 0-4 point scale and the
lower score represents better QOL.
O=never ,1=almost never ,2= sometimes ,3=often ,4=almost always.

IVV. PROCEEDURE

The questionnaires were given at the outpatient clinics in the hospitals. Children and their parents responded to the questions of
the instrument while waiting for their medical assessment. The questions took around ten minutes to fill, and the children and
their parents answered them separately. Children over the age of ten completed the questionnaire on their own, while parents
assisted children under the age of ten in filling it out.

V. RESULTS
A total of 200 patients including 57(57%)males and 43 (43%) females with the mean age 9.39+2.97 years (age range of 5-15

years) enrolled in the study. Large number of children from both diabetic and non-diabetic group were belonging to lower
economical occupational status. In the present study the individual responses from patient and parent perception was recorded
on 4 point scale.

The responses to various sections on PedsQL questionnaire by study children in diabetic group showed significantly high
percentage, especially in missing school and falling sick (42% and 52%).(fig 1)

The responses to different domains on the QOLID questionnaire by parents in diabetic children showed high percentage (41%)
of economic burden on parents. (fig 4)

The Mann-Whitney Test is used to compare the mean scores of parents and children with diabetes for each domain of the

questionnaires. All domains showed statistically increased responses from children with diabetes. (Tables 1 and 2)
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TABLE 1:Comparison of mean scores for each domain of QOLID questionnaire by parents between Diabetics and Non-
diabetic group using Mann Whitney Test
Domains Groups N Mean SD Mean Diff p-value
About Health & Diabetic 100 6.69 2.90
Activities - 6.69 <0.001*
Non-diabetic 100 0.00 0.00
Physical Endurance iabati
Dlat?etlc . 100 4.39 2.35 439 <0.001*
Non-diabetic 100 0.00 0.00
Symptom Diabetic 100 4.69 2.26
Botherness - 4.64 <0.001*
Non-diabetic 100 0.05 0.22
Financial Worries ; ;
Dlab-etlc . 100 9.10 2.19 9.10 <0.001*
Non-diabetic 100 0.00 0.00
Emotional Health ; ;
D|apet|c _ 100 2.25 1.26 295 <0.001*
Non-diabetic 100 0.00 0.00

TABLE 2:Comparison of mean scores for each domain of Peds QL questionnaire by study children between Diabetics and
Non-diabetic group using Mann Whitney Test

Domains Groups N Mean SD Mean Diff p-value
About my Health & Diabetic 100 | 4.9 2.60
Activities — : : 4.99 <0.001*
Non-diabetic 100 0.00 0.00
Emotional Functioning bt
Diabetic 100 3.74 2.48 374 <0.001*
Non-diabetic 100 0.00 0.00
Social Functioning bt
Diabetic 100 1.71 2.16 171 <0.001*
Non-diabetic 100 0.00 0.00
About School bt
Diabetic 100 6.65 2.56 5.09 <0001
Non-diabetic 100 1.56 1.81

VI. DISCUSSION
Due to limited financial means and low socioeconomic status (SES), most of children experienced a detoriated quality of life

(QOL), varying slightly in severity and degree.

In line with prior findings, our study revealed that children with type 1 diabetes had a lower general quality of life than typical
children.

This may be due to the disease's demands on parents and kids to maintain correct glycaemic control.

Students' QOL scores were high when they missed school due to physical constraints or illness.

Subtle neurophysiological alterations linked to inadequate glycaemic management are to blame for this. Because patient age is a
major determinant of quality of life, a broad range of participants (5-15 years old) were chosen for the current study to evaluate

the quality of life of children with type 1 diabetes, as the most of the prior research was conducted in the adolescent age group.

As the Kids in the diabetes module grew older, they were able to handle the condition more autonomously and subjectively. The
American Diabetes Association addresses the necessity of reducing parental supervision as a kid enters adolescence and

permitting a gradual transition to independence.
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Due to differences in the health care delivery system, family dynamics, attitudes, and knowledge of diabetes, children in India

require different monitoring, as strict eating habits and frequent pricks can negatively impact their quality of life. Diabetic centers
take care of such children but do not look on psychological aspects. The majority of parents lack the literacy necessary to
comprehend how to regulate blood sugar and insulin at home. It is further exacerbated by budgetary limitations. There are hardly
few limited studies in India regarding QOL in children with TIDM and this study provides more light into the diabetic care in
Indian children.
VIl. CONCLUSION

Financial worries had a detrimental effect on the parents' quality of life, and most of the children's QOL suffered in every way.
Regular child care must include the evaluation of children's quality of life (QOL), since this may reveal the strength of the family

unit in supporting children as they deal with the challenges and disappointments brought on by a diabetes diagnosis.
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Fig 1:Quality of lfe instrument in indian diabetics (ualty o e insrument inIndian iabeis by hildren
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