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countries, which may limit the applicability of this review to other countries.
Results: Five themes emerged: disease-related distress, personal struggles, family structure, lack of resources and
unrealistic social expectations,
Conclusion: Parents of children with chronic kidney disease undergoing dialysis experienced distress at multiple
levels.
Implication: Healthcare professionals caring for children with chronic kidney disease could screen parents early
for distress, and refer them to relevant psychosocial and community services,
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Introduction a complicated treatment relationship between children and their par-

ents. As their children's main caregivers, parents face tremendous bur-
dens of care. They need to adopt dual roles of parents and informal
healthcare provider, delivering home-based clinical care and nutritional
supports, and monitoring symptoms, despite lacking professional qual-
ification and training (Tong, Lowe, Sainsbury, & C raig, 2008). This con-
stant pressure often causes psychological distress among parents,

The pressure of a parental role in caring for children with CKD can
severely affect their mental wellbeing, resulting in higher levels of anx-
iety (de Paula, Nascimento, & Rocha, 2008), depression (Tsai, Liu, Tsai, &

The use of dialysis in pediatric patients with chronic kidney disease
(CKI?) femains a core pillar for renal replacement therapy (RRT) with
persisting scarcity of kidney transplants. Two thirds of all cases of CKD
arise from congenital abnormalities and hereditary nephropathies
(Harambat, van Stralen, Kim, & Tizard, 201 2). Dialysis, however, creates
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Chou, 2006), marital strain (de Paula et al., 2008; Laakkonen, Taskinen,
Ronnholm, Holmberg, & Sandberg, 2014), and financial burden (Cimete,
2002; Medway et al,, 2015; Tong, Lowe, Sainsbury, & Craig, 2010).
Eleven years ago, Tong et al. (2008) conducted a systematic review on
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failure, We thus sought to perform anfor e o specif

sources of distress among parents c-u_'ing daress hat
cally undergoing dialysis and to identify sources of parental
could potentially be alleviated.
Methods
Search strategy
; ing the

A systematic review of qualitative studies Was c::::nﬁfn:lgyses

Preferred Reporting Items for Systematic Review il

(PRISMA) guidelines (Moer, Liberati. Tetzlafl, § Altman. 20;23 aI\nd i
itative synthesis allows for the generation of rich imrpmf; S
derstanding of the impact of condition, al!o\mnx r Sy
understanding of parents' perspectives on their sources 0 o
(Flemming, Booth, Garside, Tuncalp, & Noyes, 2019). Electrommg 2
base search was run without time limits until 20 December Zme
six databases (PubMed, Embase, PsycINFO, Scopus, Cochrane.m 2
M)nmmnmmmmﬂmMmllmmm ¢ ecpﬁon
mnmndmmmmmwasdwdwtdl_n%
with a medical libranan (Appendix 1)andonlypeer—l!v!ewed
published in English were included. The search study lnFluded text
words and MeSH and keyworﬂtunsforcmmiclddneydmse.car&
givers/ parents and children. Additional articles were found by hand
searching the reference list of included articles. Fig. 1 shows the
PRISMA flowchart of indluded studies.

Study selection

Weirndutkdquzliﬂﬁvesmdisrzparﬁngundism(mmmlsof
anyncgaﬁvea:puimmmdmmmlimitzdm.psydmlogial
phyﬁaLfanﬂhlaMﬁnaﬁalhndship)aq)rssedbypxmsothlﬂ-
dmnmmmmicdhlysis(pamaldialysisandhmodmy-
sis).mildmwknhadmdugnnelddneymsphmswmexduded.
Studies were included if they used qualitative methods, including in-
depth interviews and focus groups. Studies using mixed methods
were included but quantitative results in these studies were excluded.
Commentaries, editorials and systematic reviews were excluded.

d with Endnote X9
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Data extraction and synthesls of results

Y i hor, year of publicy;
h journal detalls(e_aut “of publicaiy,
Astructured form, with J d characteristics, and main findings

size an! ]
methodolow.ds:r:glsommen( data. Independent line-by-Jine cyg,
used mdee)r(t::(e 1 by two authors in the extraction of data from the
was un

i ive thematic synthesis method oyy);
cles. Using 8 thre‘:-sr;?:“?#‘gln‘fs & Harden, 2008), transcripts :,I;Ilh'
by Thomas an?n 3red contrasted and similar elements were useqy,
it c:?ve Ft’haemés Further discussions among the authors gepe,
o dmgned analytical themes and providgd intgmmtaﬁon beyong
ated arthe primary findings. The Critical App\_'alsal Skill Program %)
thatl'c:ative checklist with the domains of aims, methodology, desip
qu; lresults was used to appraise quality of included articles
f“wd_ “moderate” or “poor’, as recommended by the Cochrane quy.
ifative'and implementation methods g}'oup..The results of CASP wer
used to enhance the rigor of synthesis (Dlxon'-Woo¢?s et al,, 2007)
and not to eliminate any studies regardless f’f their quahty,' all the smd-
ies were included in this review. The details on the quality of the -
cluded studies can be found in Supplementary F_ile 2. The evaluation
was performed by two authors with discrepancies resolved .thmug\
face-to-face discussions with a third author. The dlscrepanges were
mainly regarding the unclear methodologies and the grouping of the

extracted data.

Results

The search strategy yielded 34,979 abstracts and 23,129 articles
were left after removal of duplicates. After screening titles and abs.tnas
22,968 articles were excluded, and 161 full-text articles were reviewed
One hundred forty-eight articles were excluded for various reasons.
quantitative methodology (62), no parental assessment (42), adut
CKD patients (26), unrelated to CKD (17) and duplicate (1) (Fig I}

Studies included
(n=13)

ok et fasngh datsinac Additional records identified through
other
(a=34979) (n:';';"“
= ]
Records afier duplicates
removed
(0=23,129)
Records excluded
(n =22,968)
Fulltext articles assessed for
clighbiliy
(0=161)

Fulltext articles excluded, with e
(n=148)

o qualiative analysis (v-62)
mm( Assessment (n=42)
I CKD patients (5=26)
Noo-CKD (n=17)
Duplicate articles (n=1)

Fig. 1. PRISMA flowchart of Included studjes,
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Table 1
summary of Included studies.
stud Findings No.of Parent  Age Type of Methods
y/country parents Involved range of dialysis
patients
(years)
Dracopoulos & Weatherly, ~ The problems that families of children in renal failure face {molw many domains 2 Mothers  NR ;l[[)) and Narratives
1983 (USA) including disease-related, societal, family, parental and panem"s wellbemg. e it
Geense et al., 2017 (NLD) The parents with children suffering from CKD require informational, emotional 5 Mothers 7-16 an g
and practical support to help them better cope with caregiving. PD ; J
Goler Cimete, 2002 (TUR) This study illustrated the common stress factors and coping strategies of parents 31 Mothers 45-20 HD Interviews an
whose children had been treated by hemodialysis. and focus group
fathers discussions
The analysis revealed what is ¢ lace in the of the d d: 13 Mothers NR PD Parer!t group
plageton, 998 (%) parents fi:e in the difficult circumstances of their child care. ?n;m meetings
a
Mieto & Bousso, 2014 (BRA)  Themes include the new demands to comprehend the new health conditions of 11 Mothers 0-18 HD Interviews
their children and the i ployed to endure the experience. :
Nicholas, 1999 (CAN) The study described differences in meanings mothers attached to caring forachild 24 Mothers 1-18 HDand Interviews
with ESRD, which are associated with previous maternal life experiences and PD
future expectations for mothers’ life. \
Pourghaznein, Heydari, & Themes involved the mothers enclosed by child care, emotional and psydu?logml 1 Mothers 5-15 HD Interviews
Manzari, 2018, (IRN) tension, acceptance and contrivance, the entire family being a victim of a sick
child, and self-devotion. :
Pourghaznein, Heydari, Iranian mothers of children undergoing hemodialysis are overwhelmed by the n Mothers  5-15 HD Interviews
Manzari, & ValizadehZare,  psychological pressures that they encounter during the treatment of their
2018, (IRN) children. ) 7
Sampson, 1975 (USA) The | and social and intra-familial of interaction  NR NR 10-18 HD Interviews
patterns were analysed in the study. ;
Sari et al., 2018, (IDN) Participants shared about the their response to child care, its impact on the family, 7 NR NR HDand Interviews
their perception of changes in children while undergoing dialysis, family’s support PD
and coping strategies. .
Tong et al., 2010 Themes included the experiences of parents who have children with CKD, having 20 Mothers 0-18 HDand Interviews
(AUS) to absorb the clinical environment and take on the caregiver role as well as the and PD
coping strategies and available support structures fathers
‘Waissman, 1990 (FRA) Analysis revealed the conditions underlying the choice of home dialysis made by 15 NR 6-20 HDand Interviews
doctors and the parents of children suffering from end-stage renal disease and families PD
how the decision was made.
Wightman et al., 2019 (USA)  Interviews revealed the range of positive to negative caregiver experiences with 33 Mothers 0-18 HD Interviews
regards to | and social adj i ion and caregiver and
medicalisation. fathers

HD, hemodialysis; PD, peritoneal dialysis; NR, not reported.

AUS, Australia; BRA, Brazil; CAN, Canada; FRA, France; GBR, United Kingdom; IDN, Indonesia; IRN, Iran; USA, United States of America; NLD, The Netherlands; TUR, Turkey.

Thirteen studies conducted in 10 countries fulfilled the inclusion
criteria. Six studies reported on children undergoing hemodialysis
(HD), one on peritoneal dialysis (PD) while six included patients under-
going both modalities of dialysis. The studies comprised of 183 parents
of which both mothers and fathers were involved. The detailed charac-
teristics of the included studies are presented in Table 1. Appendix 2
provides the summary of quality assessment of included articles.

Five themes on sources of distress experienced by parents of chil-
dren with CKD undergoing dialysis were identified: (1) disease-
related distress, (2) personal struggles, (3) family structure, (4) lack of
resources and (5) unrealistic social expectations. Subthemes are
summarised in Table 2.

Disease-related distress

CKD serves as a significant stressor for parents from the revelation of
diagnosis, the treatment process to the prognosis of the disease.

Diagnosis

Parents described having felt strong emotions when the diagnosis
was first revealed to them - that the situation was incredulous and over-
whelming (Tong et al, 2010). A few of them resented the fact that they
were not given the diagnosis in a private setting (Tong et al., 2010). The
unexpectedness of diagnosis was hard for many to handle, especially if
there were no past history of renal diseases recorded by other doctors
(Sampson, 1975).

Treatment

Parents reported that the various procedures and treatments under-
taken on their child was heart-breaking to witness (Mieto & Bousso,
2014; Pourghaznein, Heydari, Manzari, & ValizadehZare, 2018; Tong
et al., 2010; Waissman, 1990). Some were faced with emotional chal-
lenges when giving medications to their child due to their negative per-
ception about medications and worry about adverse effects (Geense,
van Gaal, Knoll, Cornelissen, & van Achterberg, 2017). Parents were
also under the constant pressure of potential blame for potential com-
plications while carrying out their duty of care, especially with at-
home procedures like peritoneal dialysis (Tong et al., 2010).

Table 2
Summary of themes.
Disease-related distress Diagnosis
Treatment
A long road ahead
Personal struggles Physical exhaustion and poor job security
Psychosocial distress
Family structure Inability to care for other children
Strain on marriage
Tensions within family
Lack of resources Formal support
Informal support
Unprepared for change
Unrealistic social expectations Stigmatisation of caregivers

Discrimination of child
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child”
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; s uate care
Parents worried that they might not be P‘“"'d"‘g, ::: required

for their children, especially with the complexity O S92 uring
and the expectation to deal with unforeseen events ;h:;';:t 2018
treatment (Middleton, 1996; Pourghaznein. Heydan. 3
Pourghaznein, Heydari, Manzan. & ValizadehZare, 2018). s
1mmunmormeﬁmmmmmwm:i‘:‘§:;mm
ications on time. She needs to drink a little water od 125

certain foods. In sum, | am always mentally
think about the things that she should of should not have and
fsua of ber hand® 2018)]

Pourghaznein,

2010; Waissman, 1930).
Wmmwmajmmmmvoumﬂy
Mmmﬂmh&aﬂdwwﬂcmmm
dmmmmmmﬂemmh&mm
to get the water.”

[(Tong et al, 2010)]

A long road ahead
Fmﬂishzim&alwﬁhmmmxmisaﬁfdngmﬁ-
tion and that they might never regain their sense of normality again
(mm&wm.lmﬂmgaimo).wmﬂrmyﬁad
dpmimimnamahgmmedmgnﬂm-
ments, 2 predictable future was deemed an impossible dream by par-
ents. Many parents struggied to cope with this fact - they were unable
to see their child’s future beyond receiving a kidney transplant
(Pourghaznemn, Heydari, Manzari, & ValizadehZare, 2018; Wightman
etal 2019).
“When we think ahead g little about the fuure, my brain seems to
stop workmg. | am not certan about my child's fate. Even after the
transplant, he is likely to reject the organ. If his body accepts the
mh-wmmnhdmwdmlmm

[(Pourghaznein, Heydar, m&vamhgzmsn

Compared to their peers, children with CKD were often small
bsphyﬁaﬂyabk(ﬁmgﬂﬂ).mmmmmmm
misery 1o both parents and children (Gmete, 2002),

“When we are inside the hospital, | don't notice my child'

grmkismmmmmmwmzwm;‘m"’
m:mmmmmmwﬁ‘"“";“
Looking at the older il hildren 1 know that in the future s s -
will be as them and | feel miserable” my chid tog

I(Cimete, 200))

Some parents lost faith in being ableto find a
child (Gimete, zmz).m,nrymanq;mm‘rmf.“m
hopelessness (Cimete, 2002; Pourghaznein, Heydari, & X
Pourghaznein, Heydari, Manzari, & ValizadehZare, 20 8;’““‘“‘. 2018,

“ do everything with despair. There is no im

that those who received transplants .,,,,‘}',‘“'d““ol'“' h’e’"”nvl; h’;an}
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)

, but th
tment. [tis aray of hope for me, e
- mn:;')';’;‘,";nmem who receved organs and refected | by ,,r:
lose hopf[ m’ghaznein. Heydari, Manzarl, & Valizadehz,p, 1y
ild was a major
- nending death of their ch i
ogmvxich was periodlcally triggered by the deaty (;II%
ith the same disease (Dracopoulos & Wey,
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The fear
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ildren's .
:g:g:twem & Bousso, 2014;
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'Eachmormm.lrhinkl am

anxiety. ; i
with mult(?fpou rghaznein, Heydari Manzari, & ValizadehZare,

losing my son. As I sleep at night, | Wiy

Personal struggles

+ ol exhaustion and poor job security

Parent had to spend most of their day and energy on their dy
undergoing dialysis, which is an gxhausting routine for
(Pourghaznein, Heydari, & Manzari, 2018; Tong et al, 2y
Waissman, 1990). Parents had to take leave from work periodicllyy
care for their child, impacting job progression and stability and e
worse, parents could lose their only source of income (Cimete, 200,
Sari, Allenidekania, & Afiyanti, 2018; Tong et al., 2010; Wightma
etal. 2019). Parents reported feeling resentful due to their lives bexy
dictated by their child's disease and treatment process. Their leisir
or job-related activities could be interrupted at any time by unpred-
able medical crises (Dracopoulos & Weatherly, 1983). Some fathes
resented their jobs which limited their involvement in the care of tir

child (Sampson, 1975).
“My husband has been unemployed from four jobs due to freqe
breaks because of our child's illness. Now he works at a strenics
low-paying job.”
[(Cimete, 200]

Psychosocial distress

Some parents expressed guilt over their perceived role in @
tributing to the disease process and the complications as a ™%
of thgir mistakes and carelessness (Pourghaznein, Heydari, Manz*
& ValizadehZare, 2018; Sari et al,, 2018; Wightman et al, 2019).

“Yeah, I feel guilty, yeah, I don't. If the doctor gets mad at mé. I do!

mind, | accept that. Indeed, | am wrong”
((Sari etal 209

 They had it to no time for their own goals and aspirations ™
ing t0 forsake asocial lfe outside of their family,leisure, Job 4%*7
m education or the opportunity to find a romantic P
Boussowzzbs,& Weatherly, 1983; Geense et al, 2017; M<’
ot 14; Pourghaznein, Heydari, & Manzari, 2018; 53" d
b u;: 2 ﬂfn et :}L‘; 2010; Wightman et al, 2019). Parents reportE
(Z ir own aspirations and feelings, resigning ©©
C‘"‘umlham Pourghaznein, Heydari, & Manzari, 2018).
Ve accepted that i
any wishes for myﬂl;'gnb;wmogorgﬂ things e over/orme, 01 §l
[(Pourghaznein, Heydari, & Manzark A

Family structure
lelIhyH emt:‘:n'[oroﬂmchﬂdrm o
tive care fror . uires frequent trips to dialysis centfes&n: e
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M the parents which reduces parents' time for @
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commitments (Pourghaznein, Heydarl, & Manzari, 2018; Pourghaznein,
Heydarl, Manzari, & ValizadehZare, 2018; Sari et al,, 2018; Tong et al.,
2010), Parents also expressed that the inability to care for their other
children was a source of stress, being unsure of how this situation
would impact their children (Cimete, 2002), They were concerned that
the significant time and energy spent on the child with CKD would
cause envy and bitterness in the siblings (Cimete, 2002; Dracopoulos &
Weatherly, 1983; Tong et al., 2010; Wightman et al,, 2019).

“I had to abandon my youngest daughter and really in hindsight, that
was hard for me, to abandon my other girls, my other children, but
you have to. | had to explain that | needed to focus on (my son), he needs

me, he needs to get well.”
[(Tong et al., 2010)]

Strain on marriage
Most parents explained that the child’s kidney disease had placed a

huge strain on their marriage, due to unmet expectations and the lack
of time available for each other (Cimete, 2002; Dracopoulos &
Weatherly, 1983; Nicholas, 1999; Pourghaznein, Heydari, & Manzari,
2018). This resulted in frequentargumenls,especially when the diagno-
sis was first known, and resulted in the possibility of divorce (Cimete,
2002; Dracopoulos & Weatherly, 1983; Nicholas, 1999; Pourghaznein,

Heydari, & Manzari, 2018).
“] got depression, I'm taking medicine for a year, my husband is both

nervous and bored. My relationship is very cold.”
[(Pourghaznein, Heydari, & Manzari, 2018)]

Tensions within family

The increased tensions within the family led to increased family con-
flicts, especially due to the reluctance to talk with one another and im-
paired ability to make decisions and resolve conflicts (Sampson, 1975).
Mothers were often the main caregivers for these patients and some-
times they felt overwhelmed by the big responsibility on their shoulders
(Cimete, 2002).

Lack of resources

Formal support

The chronicity of the illness and the nature of dialysis greatly hin-
dered the education of children with CKD. This was a major source of
sorrow for parents, especially if educators and schools were not sup-
portive of their children’s needs (Cimete, 2002; Dracopoulos &
Weatherly, 1983). Parents were unhappy and exasperated if medical
staff acted in a hostile and careless manner towards them, especially
nurses who did not truly understand their predicament, their child’s
needs, and did not provide an adequate standard of care for their
child (Nicholas, 1999; Tong et al, 2010; Waissman, 1990). Some par-
ents felt that they were not part of the decision-making process and
not actively involved in the management and care of their child
(Tong et al.,, 2010). Their feelings and concerns were not taken into ac-
count and little attention was given to these parents (Pourghaznein,
Heydari, & Manzari, 2018; Pourghaznein, Heydari, Manzari, &
ValizadehZare, 2018).

“If you ask them more than two questions, you're a problem parent.”
((Tong etal., 2010)]

Parents, having to deal with bureaucracy and the never-ending list
of tests, prescriptions and appointments, sometimes felt that they
were alone in the fight for their child's health (Cimete, 2002; Tong
etal, 2010).

JOUTTIOI O] FEUNIUIG. J¥am DM 22 (N Sd T AT

you're a soldier for your child, you're there

manly for him, you're there for him, not for yourself... Sometimes they
make it so difficult for you and it’s like | feel like you're in a battle, and

you're battling for your child.”

“You go to the hospital and

[(Tong et al, 2010)]

Financial burden of the disease included more than just procedures and
medications. The cost of travel, dietary restrictions, and other household
expenses all added on to the constant strain on family finances (Cimete,
2002; Dracopoulos & Weatherly, 1983; Pourghaznein, Heydari, &
Manzari, 2018; Sari et al, 2018; Tong et al, 2010; Wightman et al, 2019).
While some parents received help from their families, the assistance was
often not guaranteed and they were unsure when it would end (Cimete,
2002). They often had to cope with the steep insurance co-pay ratios
(dnmﬁoofdaimmnﬂinmimmpolicywb:bomebydwinsured
out of pocket) and the uncertainty that insurance companies would re-
strict or stop coverage (Cimete, 2002; Wightman et al, 2019).

“sometimes I do not know what to make for my son. The doctor has ad-
vised me to feed him food like fish to make him strong. but I cannot. |
cannot afford it What can | do7”

[(Pourghaznein, Heydari, & Manzari, 2018)]

Informal support
Parents stated that they sometimes felt distant from their family and

friends, whom they felt did not comprehend their situation
(Pourghaznein, Heydari, Manzari, & ValizadehZare, 2018; Sampson,
1975). Due to the constant care parents had to provide, they often felt
detached from the outside world (Middleton, 1996; Wightman et al,
2019). It was also difficult to find others, including medical staff, who
could truly understand their situation and empathise with them
(Middleton, 1996; Wightman et al, 2019).

“It is s0 hard: no one does understand your conditions, even your hus-
band. They blame mothers, even when children eat something that is

not good for them.”
[Pourghaznein, Heydari, Manzari, & ValizadehZare, 2018)]

Unprepared for change
The loss of normality in the child's life brought about anguish, resent-

ment and apprehension in their families (Dracopoulos & Weatherly,
1983; Wightman et al., 2019). Children with CKD often went through
various emotional and behavioural changes such as hostility and depres-
sion, and parents found themselves ill-equipped to handle this due to
limited knowledge and available assistance (Sari et al., 2018; Tong
etal, 2010).

“Usually, my boy will play with his bicycle somewhere. But now, he is
just silent and passive_~
[(Sari et al, 2018)]

Unrealistic social expectations

Stigmatisation of caregivers

parents wrestled with various social stigma and expectations, deal-
ing with judgment from outsiders, other parents and medical staff
(Wightman et al, 2019). This source of distress was especially pertinent
for families already dealing with other forms of societal stigmatisation
such as being part of a minority group or families that had to depend
on others for financial aid (Wightman et al., 2019). Parents also faced
societal pressures to eam an income despite having to provide care for
their chronically ill child (Wightman et al, 2019).
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“Everybody says. So why can’tyou work?! What do '\;:i; v:l;:th \c‘:l",'m:
ill h ) i makes $

I work? I still have to care for my baby. Istill mln(q\'V n;u iy 20101

Discrimination of child ; y
Parents reported that seeing their children bei
them greatly (Wightman et al, 2019).
i i he
*A lot of people would point at him because he*
will say at the store, Oh, look at him. He's so bul or
Look at his cheeks.* At first | didn't pay attention
time it started bothering. like, Mind your own business.

asking me?”

ng (ngma“m p‘!inm

was chubby, and people
He‘ssodlllbby-"""d
to that, but with the
Why areyou

|(Wightman etal. 2019)]

Discussion

identi - ous sources of distress affecting parents of chil-
drenw \;Il;leg?g mmru dialysis. Hopelessness and despair I{T'V‘“.TI
inwﬁmsuusﬁmnmenmmxdhmasiswasmalc@.wwn::gj
treatment and the long road ahead. Parents reported being depress*®
socially isolated and misunderstood, dealing alone with family struggles

i adequate formal and informal support.

wg:nrtsults are consistent with the review by Tong et a]. (2008),
which had laid out similar themes including psychosoaal impact o
dxmfsnhessm::mmmisxsasw:nasmmlmn@sqm&
sults, however, included newmemssumasthcunmlisucsoualex-
pectations caregivers face and their unpreparedness fof dunge: Our
new findings may likely be due to the inclusion of studies published
after Tong et al. (2008) that provided newinsighrstodnl!enges care-
givers face. The continued presence of similar sources of distress more
Madeadehtardleﬁsapuﬁblehdcofpmgr&hﬂlesuppoﬂsys—
tems for caregivers and their families and signals the need for more
mmwwikthsefzmﬂi:swiﬂm:mlmm required.

F_umsiveﬁm:nnemﬂ:amgivu‘bmdmafdﬁurmwithchmnic
illnesses reported similar findings (Coughlin & Sethares, 2017; Cousino
& Hazen, 2013; Nabors et al, 2013; Pinguart, 2018). A recent review
(Smith, Cheater, & Bekker, 2015) reported difficulties of physical and
mwmmlbmdms.hdmfsuppomadaptzﬁnnmevolvingmlnnd fi-
nancial woes.

Cognizant of the fact that the technology and standard of care for
dﬂdrmwiﬂlO(Dhasadvmrdsigniﬁmdyind!pasttwodeads,
w!havcsﬁﬂhﬁtl‘hdmdbplblishcdpﬁormmmmepsy-
Mmmmmmwmmfmm_
dmnandialysismpomdbymcseolderstudiesmsﬁﬂrelcvmt,and
echoed by recent studies induded in our review.

The chronicity of the llness and the high level of care necessary for
these children with CKD, on top of external stressors like societal stigma,
may have detrimental effects on the psychological and physical heath
of caregivers, which in turn affects the quality of care they can provide
for their child. Parents of children with developmental disorders and
mental health problems reported poorer self-rated health and greater
number of chronic conditions as a result of the chronic stress of caregjy-
ing and the stigma they faced (Song. Mailick, & Greenberg, 2018), A
meta-analysis described how parents of children with chronic health
conditions are more likely to develop depressive symptoms than their
counterparts (Pinguart, 2019),

The question to ponder upon would be: should healthcare workers
accept parental distress as an inevitable part of the disease process, or
should efforts be undertaken to help alleviate distress and restore
hope? We postulate several sources of distress that could be alleyiat
Actionable areas can be found in the healthcare system and h, e
workerxNu:ssaMdoaorsneedtoukrenuwembemfeﬂfmn‘_
thetic, and incorporate family-centred care practices (Commi uep:
Hospital Care & Institute for Patient- and Family-Centered Care 2012"
Key tenets of Family-Centred Care (FCC) include “kﬂOMcdéin : lh)c'

fstrength and support, pla

amily a8 the childs primary sourfl;! ?s perspectives in clinlcgl Jlng in
Ll he child's and famlly in thelr roles t| i
portance on th ing P arent's confidence I €s througl pe.
making and enhan® rlences. This Is {llustrated by the positive Xpe.
tive health cart cxnd tal during {mplementation of Family-cep, o
ences of families & ¢ and Kidney Unit (Titone, Cross; Slleo, & My
Careina 1530 oleagues (Hansom: Cralg, & Tong, 2017) have y,
2004), Hanson orEand ram"y.cemered care as a distinctive featuy,
emphasised pat °e diatric care, and icentral to caring for children yy
orhig!\-qualitvg <ease, Various aspects of bureaucracy can be sjpy;
ct:':amcl ‘I::i;:):m feel they have a partner advocate for their chigy,
fied s0 one.
stead of battling foll“tt:'igp‘ohn"‘;:oup s an avenue for parents to eng,

pamnt-wpa:“:s who could understand their situation and reyers,
wit!\ other p?r:odal isolation. With peer support programme, paren
tt;elr ::j:lsen ; d increased confidence and probep,
of sp

ds children showe C
solving capacity (Ainbinder et al, 1998; Singer et al,, 1999), ang
mother's menta

| health status improve;i (:reys. Cl:ten;off, ?evm
; ort is offered routinely as part of renal care i
Klmﬁfgg gi::ﬁr:::liipowwer. not all renal units have the resources
{'f;;n peer Supporters and implement a peer support program.
Religiosity and spirituality can be 'con51defed as an avenue for psy-
chological respite for caregivers. An mteg.ntnve' review‘on the role of
benefits of spirituality and or religiosity in patients wnth.q(n found
that religious/spiritual beliefs help in restoring Ijope, in coping ‘”"W
ness, giving a better quality of life and minimizing dgqressnon (Bram
Trettene, Andrade, & Popim, 2019). Moreover, tt}g religious commuriy
can provide a source of social support for famllles: Conducnng mor
studies to evaluate positive factors (resilience, coping mechanism)in
families that thrive and cope despite managing a child with CKD, wil
provide more answers on how to reduce parental distress (Cimete,
2002: Paula, Nascimento, & Rocha, 2008; Tong et al., 2010).

Practice implications

patients with (0

Healthcare professionals taking care of pediatric
d direct these -

should screen parents early for parenting stress an
fected parents towards relevant resources to receive necessary psyd#
social and community services to better cope with care f9r theit
chronically ill child and to preserve the integrity family dynamics.

Limitations

Our study has several limitations. Despite our efforts to conSUFP
date the independent searches, some studies may have been oM
ted due to unclear titles and abstracts and poor indexing 0.
literatures published in English or with English translation were I
cluded. Most included studies were conducted in Western cou
hence applicability to other countries may be limited, due o differe
in accessibility to health care, insurance and social/financial s
Nonetheless, results from the few included studies from non-W ef
countries show similar sources of parental distress with studies
Western countries, This shows that many stressors are universd:
though the extent experienced by parents may differ according 10
healthcare and cultural context, as well as the support syste™ 0!
able, Lastly, we included al the studies that had shared any S0V
distess such a psychological, physical, and financial hardshiP @
for pediatric CKD patients which may have missed pertinent 0%
garding specific types of distress, The future studies could consl
ploring each of these stressors in details both quamitatlvelv
Qualitatively to provide individualized support to the needy paren®

Condusion
rhepc‘;rms of children with CKD face many sources of distr®s* o
regiving process, from difficulty in acceptance of the

2. Ong, CH, Ng. P.L Tok et al.

to dealing with judgment and stigmatisation from family and acquain-
tances, Some sources of distress may be mitigated by taking specific ac-
tions, These actions can be simple acts of kindness, empathy and
creating trust initiated by the healthcare team and implementing
family-centred care approaches in the pediatric renal unit, which in-

cludes peer parent support.
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