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Abstract  

Background: Caregivers' burden is the physical, economic, social, and 

psychological exhaustion experienced by sick individuals and is a significant 

predictor of negative outcomes in home care situations. Understanding the 

current situation is crucial for designing health promotion programs and 

prioritising knowledge of parental caregiver burden in children's oncology 

research. This study aimed to determine the burden on caregivers of children 

diagnosed with haematological malignancies and measure their level of 

resilience. Materials and Methods: This cross-sectional study included 200 

children with haematological malignancies who provided consent for the study 

and met up in the Department of Hemato Oncology, Institute of Child Health 

and Hospital for Children, Chennai, from September 2021 to July 2022. The 

scale of the questionnaire was applied to both the primary caregiver (mostly the 

mother) and another close relative (father or grandparents). The questionnaire 

was framed based on the Caregivers’ Difficulty Rating Scale (CDRS). Result: 

Caregivers aged over 40, single, less educated, low-income, and unemployed 

faced a higher burden due to physical exhaustion, health concerns, and 

uncertainty about their children's future. The most affected children were born 

second, and caregivers from different districts and states experienced a higher 

burden. The parents of children with AML, frequent hospital visits, and fearful 

parents experience a higher burden. There was a significant negative moderate 

correlation between resilience and burden scores. Resilience increased as the 

burden score decreased. Conclusion: This study concluded that there is a 

significant burden experienced by parents of children with haematological 

malignancies. Most of them suffer from two or more physical, psychological, 

economic, and social burdens. 

 
 

 

INTRODUCTION 
 

Caregivers of sick individuals experience a 

significant burden encompassing physical, economic, 

social, and psychological aspects.[1] This burden can 

negatively impact their well-being and family 

dynamics. Resilience, on the other hand, refers to the 

ability to adapt positively despite challenges to 

physical and mental health.[2] It involves developing 

skills to overcome the negative effects of diseases 

like cancer. 

The World Health Organization (WHO) reports a 

rising incidence of childhood cancer globally, 

including developing countries like India.[3] 

According to the Population-Based Cancer Registry 

(PBCR) report, childhood cancer accounts for 0.7-

4.4% of total cancer diagnoses in India.[3] Leukemia 

is the most common type, with Acute Lymphoblastic 

Leukaemia (ALL) being the most prevalent.[4,5] 

Cancer diagnosis disrupts the lives of both children 

and families. Aggressive treatment regimens and 

constant care needs place a significant burden on 

parents at physical, psychological, socioeconomic, 

and behavioral levels.[6] This burden can lead to 

vulnerability, decreased quality of life, emotional 

instability, and tension within families.[6,7] 

Caregiver burden is a concept based on the 

Transactional Model (TM), which emphasizes the 

subjective evaluation of stress.[8] This model suggests 

that caregivers appraise their stressors and resources 

to manage stressful situations. High burden often 

leads to dysfunctional coping strategies.[8] The 

balance between burden and resources determines the 

consequences of caregiving. 
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While survival rates for childhood cancer have 

improved, this progress comes with challenges. Long 

hospital stays, high expenses, and psychological 

problems in patients and families are growing 

concerns.[9,10] Understanding parental burden is 

crucial for designing support programs for families. 

Research shows that parents of children with cancer 

often experience distress, but some also exhibit 

remarkable resilience.[11] Resilience allows 

individuals to adapt to adversity and research 

explores why some parents don't develop stress 

disorders. Studies suggest a link between higher 

resilience and better quality of life in parents.[12] 

Kumpfer's resilience framework proposes that 

internal factors like cognitive, spiritual, emotional, 

and behavioral aspects contribute to resilience.[13] 

Limited research exists on how parents can utilize 

these internal strengths during their child's cancer 

journey. A deeper understanding is crucial for 

developing interventions to boost parental resilience 

and improve coping mechanisms. 

The specific needs of caregivers differ depending on 

the illness. Therefore, focused assessment tools are 

needed to accurately measure burden and resilience 

in caregivers of children with cancer. 

Aim 

This study aimed to determine the burden on 

caregivers of children diagnosed with haematological 

malignancies and measure their level of resilience. 
 

MATERIALS AND METHODS 

 

This cross-sectional study was conducted on 200 

children with haematological malignancies who 

provided consent for the study and met up in the 

Department of Hemato Oncology, Institute of Child 

Health and Hospital for Children, Chennai, from 

September 2021 to July 2022. The study was 

approved by the institutional ethics committee before 

initiation, and informed consent was obtained from 

all patients. 

Inclusion Criteria 

Caregivers of children with newly diagnosed 

leukaemia who had completed the induction and 

consolidation phases of chemotherapy and stage III 

and above Hodgkin’s lymphoma after completion of 

two cycles of chemotherapy were included.  

Exclusion Criteria 

Families with close relatives with chronic illnesses 

were excluded.  

The caregivers of all children with haematological 

malignancies who provided consent for the study 

were asked to complete a semi-structured 

questionnaire. The questionnaire was written in the 

native language (Tamil). If the caregiver had another 

native language or was illiterate, the principal 

investigator, along with a translator, aided in filling 

up the questionnaire.  

The scale of the questionnaire was applied to both the 

primary caregiver (mostly the mother) and another 

close relative (father or grandparents). A total of 200 

primary and 200 secondary caregivers consented to 

participate in the study and completed the 

questionnaire. The questionnaire was framed based 

on the Caregivers’ Difficulty Rating Scale (CDRS). 

The principal investigator assessed the level of 

burden using the Zarit Caregiver Burden Interview 

(ZBI) scale, and measured the level of resilience 

using the Connor and Davidson 25-point resilience 

scale (CD-RISC 25). The level of burden on primary 

and secondary caregivers and the subsequent effects 

on resilience were measured. The major causes of this 

burden were assessed.  

Statistical Analysis: The burden and resilience 

scores between primary and secondary caregivers 

were analysed using a chi-square test. Quantitative 

differences between primary and secondary 

caregivers were calculated using an independent t-

test. The association between the level of the score 

and demographic variables was assessed using the 

chi-square test. The correlation between burden and 

resilience scores was calculated using the Karl 

Pearson correlation coefficient method. Statistical 

significance was set at p < 0.05. All statistical tests 

were two tailed. Statistical analysis was performed 

using the Statistical Package for Social Sciences 

(SPSS, version 22). 

 

RESULTS 

 

Primary attender’s data analysis 

Caregivers aged > 40 years perceive more burden, 

probably due in part to their physical exhaustion and 

health concerns. Single caregivers experienced a 

greater burden. This is explained by the need to look 

after all the needs of the family in a single person 

[Table 1]. 

Providers with less education had a higher burden. 

Caregivers from low-income families perceive a 

more severe burden. Employment status plays an 

important role in family income. Thus, caregivers 

who are on leave without pay and have abandoned 

their work perceive a higher burden. Uncertainty 

about the future, added to the uncertainty of their 

child, contributes to this increased burden. 

The most affected children were born second. 

Caregivers with first-born children have a higher 

burden. Approximately 44% of caregivers were from 

districts other than Chennai. They also experienced a 

higher burden. 21% of caregivers were from states 

other than Tamil Nadu. Among them, about 67% had 

their homes shifted to Chennai due to their children’s 

illness and treatment [Table 2]. 

The parents of children diagnosed with AML have a 

more severe burden. This may be explained by the 

more severe AML course. Parents of children 

diagnosed with malignancy for more than a year have 

a higher burden. Their parents must live with mental 

agony for a longer period. Parents of children who 

visit the hospital frequently have a higher burden. 

Parents of children who had a longer hospital stay had 

a higher burden. 
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Parents who never allowed their children to play 

outdoors, who always wanted their children to be 

involved in indoor activities, and those who did not 

allow their children to go to school had a more severe 

burden. However, this was completely explainable. 

All of these answers reflected their mental burden 

[Table 3]. 

Those who must spend more than Rs.5000 per 

hospital visit, those who have a debt of more than 

Rs.50000 and those who sell their property have a 

more severe burden. Characteristics such as the 

amount of debt, expenditure for one visit, and part of 

savings spent for treatment all have a very significant 

p-value. Burden severity is higher with parents who 

reported chemo port insertion as a fearful procedure 

[Table 4]. 

There was a significant negative moderate correlation 

between resilience and burden scores. Resilience 

increased as burden score decreased [Table 5]. 

 

 
Figure 1: Scatter diagram of burden score and 

resilience score of primary attendees 

 

The scatter diagram with regression estimates shows 

a significant, fair, negative correlation coefficient 

(r=-0.44, p ≤ 0.001) between the resilience score and 

burden score [Figure 1].  

Secondary attender’s data analysis: As can be 

inferred from the above table, most of the secondary 

caregivers are in the age group of 30-40 years. Of the 

secondary caregivers, 69.5% were males, and 30.5% 

were females. This is in contrast to primary 

caregivers, all of whom were females. This may be 

attributed to the fact that, in our institution, only 

female caregivers are allowed as primary caregivers. 

The secondary caregivers’ level of burden score was 

as follows: 22.50% had no burden score, 37.50% had 

a mild burden score, 27.50% had a moderate burden 

score, and 12.50% had a severe burden score. Less 

educated, manual labourers, caregivers with 

permanent jobs, and caregivers who continue to work 

have higher burden scores [Table 6]. 

There was a significant negative moderate correlation 

between the resilience score, increased burden score, 

and decreased burden score [Table 7]. 

 

 
Figure 2: Scatter diagram of burden score and 

resilience score of secondary attendees 

 

The scatter diagram with regression estimates shows 

a significant, fair, negative correlation coefficient 

(r=-0.34, p ≤ 0.001) between the resilience score and 

burden score [Figure 2]. 

 

Table 1: Association between burden score and demographic variables 

  Burden P value  

Mild burden Moderate burden Severe burden 

Age 20-30 years 9(29.03%) 15(48.39%) 7(22.58%) 0.05 

30-40 years 24(18.46%) 64(49.23%) 42(32.31%) 

>40 years 3(7.69%) 16(41.03%) 20(51.28%) 

Gender Male  36(18%) 95(47.50%) 69(34.50%) 1 

Female 0(0%) 0(0%) 0(0%) 

Marital status With spouse 27(16.67%) 84(51.85%) 51(31.48%) 0.001 

Spouse died 0(0%) 2(20%) 8(80%) 

Separated 9(32.14%) 9(32.14%) 10(35.71%) 

 

Table 2: Association between burden score and education, monthly income, and place of residence  

  Burden score P value  

Mild burden Moderate burden Severe burden 

Education Middle school 0(0%) 45(54.22%) 38 (45.78% 0.001 

High school 35(36.84%) 32(33.68%) 28(29.47% 

Graduate 1(4.55%) 18(81.82%) 3(13.64% 

Profession Manual labourer 5(16.13%) 16(51.61%) 10(32.26% 0.17 

Skilled/Professional 21(29.58%) 34(47.89%) 20(36.62% 

Unemployed 10(11.36%) 45(51.14%) (37.50% 

Monthly income Less than 10000 4(25.00%) 2(12.50%) 10(62.50% 0.03 

10000-20000 17(16.67%) 50(49.02%) 35(34.31% 

20000-30000 15(18.29%) 43(52.44%) 24(29.27% 

Type of job Permanent 10(21.74%) 27(58.70%) 9(19.57% 0.2 

Temporary 16(28.57%) 23(41.07%) 17(30.36% 
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Condition of job On leave with pay 1(8.33% 11(91.67%) 0(0.00% 0.02 

Leave without pay 19(25.68%) 33(44.59%) 22(29.73%) 

Left the job 6(37.50%) 6(37.50%) 4(25.00%) 

Order of birth First 8(13.56%) 30(50.85%) 21(35.59%) 0.75 

Second 18(19.35%) 41(44.09%) 34(36.56%) 

Three or more 10(20.83%) 24(50.00%) 14(3.57%) 

Address Chennai 18(26.09%) 37(53.62%) 14(20.29%) 0.001 

Outside Chennai but in Tamilnadu 10(11.36%) 33(37.50%) 45(51.14%) 

Other than Tamilnadu 8(18.60%) 25(58.14%) 10(23.26%) 

Reason for address change For the child 12(13.48%) 37(41.57%) 40(44.94%) 1 

Any other 0(0%) 0(0.00%) 0(0.00%) 

 

Table 3: Association between burden score and diagnosis of children, duration of treatment and daily activities of 

children  

  Burden score P 

value  Mild 

burden 

Moderate 

burden 

Severe 

burden 

Diagnosis All 38(20.9%) 74(40.8%) 69(38.10%) 0.001 

AML 3(6.25%) 31(29.1%) 14(29.16%) 

Others 4(36.36%) 6(54.54%) 1(9.09%) 

No. of blood transfusions < 5 16(15.5%) 56(54.36%) 31(30.09%) 0.65 

> 5 16(16.49%) 44(45.36%) 37(38.14%) 

Duration of treatment 3-6 months 6(31.58%) 9(47.37%) 4(21.05%) 

6months to 1year 27(40.30%) 33(49.25%) 7(10.45%) 0.001 

>1 years 3(2.63%) 53(46.49%) 58(50.88%) 

Hospital visit Less than once 27(20.30%) 70(52.63%) 36(27.07%) 0.01 

1-5 times 9(13.43%) 25(37.31%) 33(49.25%) 

Hospital stays Less than 10days 24(58.54%) 16(39.02%) 1(2.44%) 0.001 

10-25 days 11(11.70%) 53(56.38%) 30(31.91%) 

25-75 days 1(1.54%) 26(40.00%) 38(58.46%) 

Sick frequency Less than or once a week 4(4.12%) 62(63.92%) 31(31.96%) 0.001 

Once a month 6(46.15%) 3(23.08%) 4(30.77%) 

Twice or more than twice a 

month 

26(28.89%) 30(33.33%) 34(37.78%) 

Playing outdoor Sometimes 26(32.50%) 24(30.00%) 30(37.50%) 0.001 

Rarely 9(11.39%) 39(49.37%) 31(39.24%) 

Never 1(2.44%) 32(78.05%) 8(19.51%) 

Want to do Play outdoors 24(54.55%) 11(25.00%) 9(20.45%) 0.001 

Play indoors 11(8.40%) 66(50.38%) 54(41.22%) 

Not play 1(4.00%) 18(72.00%) 6(24.00%) 

Thought on attending 

school 

Very happy 33(30.28%) 36(33.03%) 40(36.70%) 0.001 

Fearful 3(6.98%) 38(88.37%) 2(4.65%) 

Won’t allow to school 0(0.00%) 21(43.75%) 27(56.25%) 

 

Table 4: Association between burden score and financial status and fearful procedure 

  Burden score P value  

Mild burden Moderate burden Severe burden 

Expenditure Less than 2500 12(31.58%) 18(47.37%) 8(21.05%) 0.01 

2500-5000 22(19.13%) 52(45.22%) 41(35.65%) 

More than 5000 2(4.26%) 25(53.19%) 20(42.55%) 

Major expenditure Transport 17(11.41%) 83(55.70%) 49(32.89%) 0.001 

Food/others 19(37.25%) 12(23.53%) 20(39.22%) 

Amount from saving All 1(2.70%) 21(56.76%) 15(40.54%) 0.001 

More than half 15(13.04%) 55(47.83%) 45(39.13%) 

A little 20(42.55%) 18(38.30%) 9(19.15%) 

In debt Yes 10(8.77%) 47(41.23%) 57(50.00%) 0.001 

No 26(30.23%) 48(55.81%) 12(13.95%) 

How much Less than 40000 10(23.26%) 19(44.19%) 14(32.56%) 0.001 

40000-50000 0(0.00%) 13(76.47%) 4(23.53%) 

More than 50000 0(0.00%) 15(27.78%) 39(72.22%) 

Sold Property Yes 11(20.37%) 28(51.85%) 15(27.78%) 0.47 

No 25(17.12%) 67(45.89%) 54(36.99%) 

Fearful procedure BMA 23(32.39%) 23(32.39%) 24(33.80%) 0.001 

Chemo port insertion 0(0.00%) 38(45.78%) 45(54.22%) 

IT injection 13(27.66%) 34(72.34%) 0(0.00%) 

 

Table 5: Correlation between mean Burden score and Resilience score 

Mean ± SD r value P value  

Burden score  Resilience score 

54.74±17.71 54.96±7.62 -0.42 0.001 

 



132 

 International Journal of Academic Medicine and Pharmacy (www.academicmed.org) 
ISSN (O): 2687-5365; ISSN (P): 2753-6556 

Table 6: Association between burden score and demographic variables 

  Burden score P value  

No burden Mild burden MOD/severe burn 

Age 20-30 years 6(13.64%) 29(65.91%) 9(20.45%) 0.001 

30-40 years 30(26.79%) 42(37.50%) 40(35.71%) 

>40 years 9(20.45%) 4(9.09%) 31(70.40%) 

Gender Male  26(57.78%) 66(88%) 47(58.75%) 0.001 

Female 19(42.22%) 9(%12) 33(41.25%) 

Education Up to middle school 5(12.82%) 6(15.38%) 28(71.79%) 0.001 

High school 22(18.64%) 54(45.76%) 42(35.59%) 

Graduate 18(41.86%) 15(34.88%) 10(23.26%) 

Profession Manual labourer 0(0.00%) 13(35.14%) 24(64.86%) 0.001 

Skilled 25(24.04%) 51(49.04%) 28(26.92%) 

Unemployed 20(33.90%) 11(18.64%) 28(47.46%) 

Type of job Permanent 25(26.60%) 26(27.66%) 43(45.74%) 0.001 

Temporary 20(18.87%) 49(46.23%) 37(34.91%) 

Condition of job Continuing to work 42(29.79%) 36(25.53%) 63(44.68%) 0.001 

Leave with/ without pay 2(6.06%) 20(60.61%) 11(33.33%) 

Left the job 1(3.85%) 19(73.08%) 6(23.08%) 

Child to do Play outdoors 11(23.91%) 14(30.43%) 21(45.65%) 0.001 

Play indoors 28(20.00%) 55(39.29%) 57(40.71%) 

Stay at home and not play 6(42.86%) 6(42.86%) 2(14.29%) 

Attending school Very happy 28(20.29%) 56(40.58%) 54(39.13%) 0.001 

Fearful 5(14.71%) 14(41.18%) 15(44.12%) 

Won’t allow to school 12(42.86%) 5(17.86%) 11(39.29%) 

 

Table 7: Correlation between mean burden score and resilience score 

Mean ± SD r value P value  

Burden score  Resilience score 

36.82±19.37 60.25±8.84 -0.34 0.001 

 

DISCUSSION 
 

In this study involving 200 primary caregivers, the 

majority (61%) were aged between 30-40 years 

(Namazzi et al).[1] Younger parents were found to 

experience a higher burden as caregivers (Bonin-

Guillaume et al., Kim and Spillers).[16,17] All primary 

caregivers were mothers, consistent with previous 

findings (Namazzi et al, Govender et al).[1,18] 

However, Thuy et al. found a majority of male 

caregivers.[19] About 20% of the mothers were single 

parents, similar to findings by Namazzi et al.[1] 

Regarding education, 47.5% of caregivers had 

completed high school, 2% were illiterate, and 11% 

were graduates. This differed from Namazzi et al., 

who reported higher secondary education for 48.6% 

of caregivers.[1] Burden was inversely related to 

educational status, with graduates experiencing 

moderate burden and illiterates experiencing severe 

burden (p = 0.03). Employed caregivers faced higher 

burden if their jobs were temporary (p = 0.20). 

Income also affected burden, with lower income 

associated with higher burden (p = 0.03). This was 

consistent with findings by Motlagh et al.[20] 

Caregivers often faced financial strain due to 

expenses related to the child's illness, such as 

transportation and food. The burden was higher for 

parents of children with AML (p = 0.001), as AML 

treatment is associated with frequent hospital stays 

and poor outcomes. 

Longer treatment duration increased caregiver 

burden (p = 0.001), as did total hospital stay 

exceeding 10 days (p = 0.001). Caregivers reported 

frequent fights with spouses, tiredness, exhaustion, 

and lack of sleep, similar to findings by Kazak et 

al.[21] Psychological stress was experienced by 

caregivers providing over 20 hours of care per week, 

often due to lack of support from other family 

members. Caregivers struggled with hospital 

procedures, such as insertion of intravenous 

cannulas, which increased burden (Shiota et al).[22] 

Insertion of a chemo port significantly increased 

burden (p = 0.001), as caregivers witnessed their 

children's distress during procedures. The mean 

resilience score was low compared to general 

populations (Davidson).[23-25] Resilience was 

negatively correlated with burden scores, indicating 

lower coping skills increased burden. 

Secondary caregivers, mainly aged 30-35, 

experienced moderate-to-severe burden, with a mean 

ZBI score of 33.5. Resilience scores for secondary 

caregivers were slightly higher than primary 

caregivers (60.25±8.84). Significant differences were 

found between primary and secondary caregiver 

burden scores (p = 0.001) and resilience scores (p = 

0.001).[26] 

 

CONCLUSION 
 

This study concludes that there is a significant burden 

experienced by parents of children with 

haematological malignancies. Most of them suffer 

from two or more physical, psychological, economic, 

and social burdens. As can be seen from this study, 

these parents also had a low level of resilience which 

is a marker of coping skills for the disease. This sheds 

light on the importance of parental counselling. With 

a child being the centre of the family, secondary 
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caregivers also experience a significant burden. In a 

long-term disease like cancer, the secondary 

caregivers must also experience all the burdens the 

primary caregiver has to undergo. Therefore, it is 

necessary to examine the burden and importance of 

secondary caregivers. There can be faltering in the 

continuation of treatment because of the burden felt 

by the parents. Hence, it is imperative to resort to 

counselling these parents at all levels and throughout 

the treatment. 

Limitations: The study at the Apex Institute of Tamil 

Nadu included children from other states, possibly 

biasing data towards higher burden for out-of-state 

caregivers. Additionally, there's a lack of resilience 

scores tailored to pediatric hematological malignancy 

caregivers, requiring further research. Furthermore, 

no studies have explored the burden of secondary 

caregivers in pediatrics, indicating a gap in 

understanding their experiences compared to primary 

caregivers. Limited data are available for 

comparison, with only a few adult-focused studies. 

 

REFERENCES 
 
1. Namazzi S, Chege M, Jebet CJ. Caregiver’s burden and its 

associated effect among parents of children suffering from 
cancer in Kenyatta National Hospital. Int J Recent Innov Med 

Clin Res 2019; 1:54–68. https://www.ijrimcr.com/journal-

article-file/20983 
2. Toledano-Toledano F, Moral de la Rubia J, Broche-Pérez Y, 

Domínguez-Guedea MT, Granados-García V. The 

measurement scale of resilience among family caregivers of 
children with cancer: a psychometric evaluation. BMC Public 

Health 2019;19. https://doi.org/10.1186/s12889-019-7512-8. 

3. Sameer Bakhshi a, * a Department of Medical Oncology. 
Honorary Consultant Paediatric Haematologist, Leeds 

Teaching Hospitals Trust. 

4. Steliarova-Foucher E, Colombet M, Ries LAG, Moreno F, 
Dolya A, Bray F, et al. International incidence of childhood 

cancer, 2001–10: a population-based registry study. Lancet 

Oncol 2017; 18:719–31. https://doi.org/10.1016/s1470-
2045(17)30186-9. 

5. Arora RS, Eden TOB, Kapoor G. Epidemiology of childhood 

cancer in India. Indian J Cancer 2009; 46:264. 
https://doi.org/10.4103/0019-509x.55546. 

6. Aung L, Saw SM, Chan MY, Khaing T, Quah TC, Verkooijen 

HM. The hidden impact of childhood cancer on the family: a 
multi-institutional study from Singapore. Ann Acad Med 

Singapore 2012; 41:170–5. 

https://www.annals.edu.sg/pdf/41VolNo4Apr2012/V41N4p1
70.pdf 

7. Bhardwaj T. Caregivers’ difficulty rating scale: Development 

and initial validation of a tool to identify the unmet needs of 
Indian caregivers. Indian J Palliat Care 2018; 24:300. 

https://doi.org/10.4103/IJPC.IJPC_78_18. 

8. Cooper C, Katona C, Orrell M, Livingston G. Coping 
strategies, anxiety, and depression in caregivers of people with 

Alzheimer’s disease. Int J Geriatr Psychiatry 2008; 23:929–

36. https://doi.org/10.1002/gps.2007. 
9. Gräßel E, Adabbo R. Perceived burden of informal caregivers 

of a chronically ill older family member: Burden in the context 

of the transactional stress model of Lazarus and Folkman. 
GeroPsych (Bern) 2011; 24:143–54. 

https://doi.org/10.1024/1662-9647/a000042. 

10. Smith MA, Seibel NL, Altekruse SF, Ries LAG, Melbert DL, 
O’Leary M, et al. Outcomes for children and adolescents with 

cancer: Challenges for the twenty-first century. J Clin Oncol 

2010; 28:2625–34. https://doi.org/10.1200/jco.2009.27.0421. 

11. McKenna K, Collier J, Hewitt M, Blake H. Parental 

involvement in paediatric cancer treatment decisions: Parental 

involvement in paediatric cancer treatment decisions. Eur J 

Cancer Care (Engl) 2010; 19:621–30. 

https://doi.org/10.1111/j.1365-2354.2009.01116.x. 
12. Wells DK, James K, Stewart JL, Moore IM (ki), Kelly KP, 

Moore B, et al. The care of my child with cancer: A new 

instrument to measure caregiving demand in parents of 
children with cancer. J Pediatr Nurs 2002; 17:201–10. 

https://doi.org/10.1053/jpdn.2002.124113. 

13. Van Schoors M, Caes L, Verhofstadt LL, Goubert L, Alderfer 
MA. Systematic review: Family resilience after pediatric 

cancer diagnosis: Figure 1. J Pediatr Psychol 2015; 40:856–

68. https://doi.org/10.1093/jpepsy/jsv055. 
14. Lin F-Y, Rong J-R, Lee. Resilience among caregivers of 

children with chronic conditions: a concept analysis. J 

Multidiscip Healthc 2013:323. 
https://doi.org/10.2147/jmdh.s46830. 

15. Glajchen M. Physical well-being of oncology caregivers: An 

important quality-of-life domain. Semin Oncol Nurs 2012; 
28:226–35. https://doi.org/10.1016/j.soncn.2012.09.005. 

16. Bonin-Guillaume S, Durand A-C, Yahi F, Curiel-Berruyer M, 

Lacroix O, Cretel E, et al. Predictive factors for early 
unplanned rehospitalization of older adults after an ED visit: 

role of the caregiver burden. Aging Clin Exp Res 2015; 

27:883–91. https://doi.org/10.1007/s40520-015-0347-y. 
17. Kim Y, Spillers RL. Quality of life of family caregivers at 2 

years after a relative’s cancer diagnosis. Psychooncology 

2010; 19:431–40. https://doi.org/10.1002/pon.1576. 
18. Govender D, Naidoo S, Taylor M. “I have to provide for 

another life emotionally, physically and financially”: 

understanding pregnancy, motherhood, and the future 
aspirations of adolescent mothers in KwaZulu-Natal South, 

Africa. BMC Pregnancy Childbirth 2020;20. 

https://doi.org/10.1186/s12884-020-03319-7.  
19. Thuy LN, Dan TT, Street NT. Caregiving burden among 

relatives of cancer patients in Vietnamese National Oncology 

Hospital. Vietnam J Med Pharm 2015; 8:1–4. 
https://eprints.qut.edu.au/113773/ 

20. Motlagh ME, Mirzaei-Alavijeh M, Hosseini SN. Care burden 

in parents of children with leukaemia: a cross-sectional study 
in the west of Iran. Int J Pediatr 2019; 7:9541–8. 

https://doi.org/10.22038/ijp.2019.38584.3305. 

21. Kazak AE, Alderfer MA, Streisand R, Simms S, Rourke MT, 
Barakat LP, et al. Treatment of post-traumatic stress 

symptoms in adolescent survivors of childhood cancer and 

their families: A randomized clinical trial. J Fam Psychol 
2004; 18:493–504. https://doi.org/10.1037/0893-

3200.18.3.493. 

22. Shiota CM, Santos AR, Miyazaki MC. Behavior problems in 
children with cancer: The role of parents. On Behavior and 

Cognition 2004; 14:261–6. 
https://scholar.google.com/scholar?hl=en&as_sdt=0%2C5&q

=22.%09Shiota+CM%2C+Santos+AR%2C+Miyazaki+MC.

+Problemas+de+comportamento+em+crian%C3%A7as+com
+c%C3%A2ncer%3A+O+papel+dos+pais.+Sobre+Comport

amento+e+Cogni%C3%A7%C3%A3o+2004%3B+14%3A2

61%E2%80%936&btnG= 
23. Wang J, Shen N, Zhang X, Shen M, Xie A, Howell D, et al. 

Care burden and its predictive factors in parents of newly 

diagnosed children with acute lymphoblastic leukemia in 
academic hospitals in China. Support Care Cancer 2017; 

25:3703–13. https://doi.org/10.1007/s00520-017-3796-3. 

24. Kahriman F, Zaybak A. Caregiver burden and perceived social 
support among caregivers of patients with cancer. Asian Pac J 

Cancer Prev 2015; 16:3313–7. 

https://doi.org/10.7314/apjcp.2015.16.8.3313. 
25. Davidson JR. Connor-Davidson resilience scale (CD-RISC). 

https://www.connordavidson-resiliencescale.com/CD-

RISC%20Manual%2008-19-18.pdf 
26. Gonçalves-Pereira M, Zarit SH, Cardoso AM, Alves da Silva 

J, Papoila AL, Mateos R. A comparison of primary and 

secondary caregivers of persons with dementia. Psychol 
Aging 2020; 35:20–7. https://doi.org/10.1037/pag0000380 

 

 


