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Study Background

A Most of the children with Idiopathic Nephrotic Syndrome
(INS) will experience relapse after the initial diagnosis and
frequent relapses are common.

A Young children with INS depend largely on parents to
manage and advocate for their health care needs.

A Many studies only focused on therapeutic management of
INS.

A Little is known about caregivers 'health seeking behaviours
and care and support needs of those children from
caregiverso perspective.
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Study Aims

A Understand
caregivers

the health seeking behaviours of
orior the diagnosis of INS and when the

children fal

A Explore the

sick with another illness.

care and support needs when the

children are well and during the period of acute

IlIness.

A Determine the impacts of the disease on the lives
of the caregivers/family unit.




Methodology

Design

A Cross-
sectional
descriptive
study

Inclusion Criteria

A Caregivers with
children aged <18
years old and
diagnosed with
INS for more than
3 months

A Aged between 21-

75 years old

/

Study Setting

A Paediatric
inpatient wards
and outpatient
clinics




Methodology

Data : .
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Result-Demographics

/7~ O\

N Minimum Maximum Mean

Age of 80 28 56 39.19
Caregiver

Age of Child 80 1 16 4.98

N

L Primary school

® Mother 1%
O level
4% O Father 15%
S0thers L Diploma

IBachelor and
above

INo formal
education
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Results

Caregiverso Heal th |Seeki n
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Result

School Performance Affected By IIInesls
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Result

Condition

Better Cont

- - rrelation ffici
Adequate financial Correlation Coefficient

*

.283

Spearman's rho N _ — 7 88
: Correlation Coefficient .873
Adequate family _ _
N
= Correlation is significant at the 0.01 level (2-tailed).
* Correlation is significant at 0.05 level (2-tailed).
Educational Level
Pearson Correlation .94$
IConfidence Level Sig. (2-tailed) 0.00
N 80
**, Caorrelation is significant at the 0.01 level (2-tailed). 4/




Result-Satisfaction

N=80

| am satisfied with the care provided by the health 97.5%
care team

The health care team played a significant role in 98.8%
KStLAY3 YS 6AGK Yé OKA
Willing to join support group
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Result

In-depth Interview with Caregivers (Main Themes)

Lack of
awareness
on INS

Non of my
rf'r]ands/ relatives
heard about this

conditi

@,

Lack of
evidence
on impact

of diet

GP Doctor told
me my child was
having allergy

v

o T

Will protein
supplement be
helpful?
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Limitation

A Single centre studly.

AThe years of caregivers:
difference in their caring capabilities, future
study with homogenous population will be more
beneficial.

A Study was conducted for those who turn up for
follow ups only.




Conclusion

A This study facilitate a holistic and deep insight into the
under standing of c arbelqviowse r
and care/support needs for children with INS.

A Findings suggested knowledge deficits were no
longer the major concern for caregivers with children
diagnosed with INS.

A Family dynamic plays a significant impact on
caregiverso coping stratec
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Discussion and Implication

A This study will enable us to develop further
educational materials and supporting programmes
to help better prepare, train and support caregivers
in future.

Some thought sé

A Collaborative nursing research among various healthcare
settings can be considered to generate new evidences,
enhance patient care delivery process and promote best
practices.




References

A Braun V., Clarke V. Using thematic analysis in psychology. Qualitative Research in Psychology.
2006;3(2):771 101.

A Costa, W. K-S., Moreira, R. T-F,, Lucio, I. M-L., & Cavalcante, L. P-F. (2015). How Mothers
Perceive Their Children with Nephrotic Syndrome. J Nurs UFPE on line, 9(2):624-32. DOI:
10.5205/reuol.7028-60723-1-SM.0902201519

A Christian BJ. Research commentary-challenges for parents and families: demands of caregiving
of children with chronic conditions. J Pediatr Nurs. 2010;25(4):299-301.

A Hakim, A., Madhooshi, S., & Valavi, E. (2013). A study about knowledge of parents of children with
nephrotic syndrome toward recurrence of disease. Jundishapur Journal of Chronic Disease Care,
2(4):49-55.

A Mitra S, Banerjee S. The impact of pediatric nephrotic syndrome on families. Pediatr Nephrol.
2011;26(8):1235-40.

A Mishra, K., Ramachandran, S., & Firdaus, S., & Rath, B. (2015). The Impact of Pediatric Nephrotic
Syndr ome on P aelaad Qualdy oH desahdtFamily Functioning: An Assessment
Made by the PedsQL 4.0 Family Impact Module. Saudi J Kidney Dis Transpl, 26(2):285-292.

A Paula ES, Nascimento LC, Rocha SMM. The influence of social support on strengthening families
of children with chronic renal failure. Rev Latinoam Enferm. 2008;16(4):692-9.

A Sousa, F., Silva, K. L., Nébrega, M.M-L., & Collet, N. (2012). Self Care Deficits in Children and
Adolescents with Chronic Kidney Disease. Text Context Nursing, 21(1): 95-102.




Acknowledgement ‘

. THANK |
Special thanks to YOU

A Paediatric Nephrology Team

A A/P Ng Yong Hong (Senior Consultant, Head of
Paediatric Nephrology Service)

A Dr Chia Yen Yen (Mentor, Deputy Director Nursing)
A SN Lynn Xue (Member)

SingHealth




KK Womenés and Children's Hospital, Sin
Kandang Kerbau Hospital, Singapura

il




