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Introduction: Inequitable access to health care based on demographic factors such as ethnicity, socio-
economic status and geographical location has been consistently found in children with chronic kidney
disease (CKD). However, little is known about the perspectives of caregivers on accessing health care. We
described caregivers’ perspectives on accessing health care for children with CKD from socioeconomically
disadvantaged backgrounds and/or rural or remote areas.

Methods: Caregivers of Australian children aged 0 to 16 years, across all CKD stages, from low socio-
economic status backgrounds, and/or residing in rural or remote areas, purposively sampled from 5
centers, participated in semi structured interviews on accessing health care. Transcripts were analyzed
thematically.

Results: From 32 interviews, we identified 6 themes: lack of agency undermining ability to seek care
(obscurity of symptoms, uncertain and confused about care processes, and vulnerable and unable to
advocate), losing trust in clinicians (confused by inconsistencies and ambiguities in advice, and distressed
by lack of collaborative care), exasperated by organizational rigidity (frustrated by bureaucratic road-
blocks, lack of access to specialist care in rural and remote settings, and inadequacies of support pro-
grams), compounding burden of caregiving (unsustainable financial pressure, debilitating exhaustion, and
asymmetry of responsibility), intensifying strain on family (uprooting to relocate, sibling stress and
neglect, and depending on family support), building resilience and stability (empowerment through ed-
ucation and confidence in technical and medical support).
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Conclusions: Caregivers of children with CKD from disadvantaged backgrounds feel disempowered and
vulnerable when accessing care for their child. Strategies are needed to improve access to health care for
families who are socioeconomically or geographically disadvantaged.
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hildren with CKD face increased risks of neuro-

cognitive disorders, multiple morbidities, and
premature death.'” The complex nature of CKD re-
quires access to multiple health care services leading to
dependence on caregivers4 who are required to coor-
dinate appointments, monitor their child’s health, and
potentially administer invasive treatments such as
home dialysis and enteral feeding.”” Navigating these
complex care regimens, including coordinating care
among multiple health care providers, understanding
medical terminology, and financing treatment costs,’
can be challenging for caregivers.

Access to care for patients with CKD can vary across
countries, influenced by factors such as health care
systems, socioeconomic conditions, and geographic lo-
cations. For example, in low to middle-income coun-
tries, the availability of dialysis care often necessitates
copayments from patients, placing a significant finan-
cial burden on those affected. Conversely, in high-
income countries such as Australia and the UK,
public health care systems cover dialysis costs, thereby
reducing financial barriers.”” Socioeconomic disad-
vantage and geographical remoteness, particularly in
areas with limited access to specialist pediatric CKD
health services, pose barriers to equitable access to
care.”'” This is associated with increased rates of
comorbidities, poorer clinical outcomes, and dimin-
ished quality of life for patients experiencing socio-
economic disadvantage and/or living in rural and
remote areas.'''* In Australia, a universal health care
system, covers many health care costs, including visits
to general practitioners and public hospital stays.15
However, persistent challenges such as transportation
costs exist affecting access to health care, particularly
for those in remote areas and lower socioeconomic
groups.9 The burden of care contributes to economical,
physical, and psychosocial stress, particularly among
caregivers from disadvantaged backgrounds.””'*"

Despite the pivotal role of caregivers in outcomes for
children with CKD, little is known about their expe-
riences of accessing health care, particularly in those
who are known to have reduced access due to
geographical isolation or socioeconomic disadvantage.
Understanding their perspectives, from those who are
the most vulnerable, can inform interventions,
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strategies, and policies to improve access and outcomes
for children with CKD and their families. This study
aims to describe the perspectives of caregivers of
children with CKD from low socioeconomic back-
grounds and/or living in rural and remote areas on
access to health care.

METHODS

This qualitative study is reported according to the
Consolidated criteria for Reporting Qualitative
research.'®

Context

This study was conducted as part of the NAVKIDS?
trial: a multicenter, waitlisted randomized controlled
trial of a patient navigator intervention that aimed to
assess the effects of patient navigation (intervention) on
the self-rated health of children with CKD. The trial
design has been previously described.”'”*” NAVKIDS®
was registered on the Australia and New Zealand
Clinical Trials Registry ACTRN12618001152213 and
reported as per the CONSORT 2010 statement.”"** P
tients were eligible to participate if they were aged
from O to 16 years, with CKD stages 1 to 5, receiving
dialysis or with a kidney transplant, from low socio-
economic status backgrounds, and/or residing in rural
or remote areas.””’ The trial was conducted across 5
pediatric centers across Australia between 2020 and
2022. Participants were included if they fulfilled any of
the following criteria: if caregivers had a weekly in-
come below the median income of $1250 (AUD) or had a
low self-perceived income status (having inadequate
income or economic resources), where both partners
were unemployed, were living in public housing, or
were single parents on social benefits, or lived in rural
or remote areas (classified by the Australian Statistical
Geography Standard as Inner Regional to Very Remote
Australia (RA2-RA5).

a-

Participant Selection and Recruitment

The inclusion criteria for this study were the same as
for the trial. All adult English-speaking caregivers of
participants who were enrolled in the NAVKIDS trial
were invited to this qualitative study. Participants for
this qualitative study were sampled purposively from
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The extrinsic and intrinsic impacts of barriers accumulate and can either intensify the strain on the family and/or build resilience and stability

Figure 1. Schema-perspectives of caregivers on access to care for children with CKD. CKD, chronic kidney disease.

the participants of the NAVKIDS® trial to include a
diverse range of demographic and clinical
characteristics.

Data Collection

The semistructured interviews lasted between 24 and
70 minutes and were conducted prior to the
commencement of the trial either face-to-face at the
hospitals, over telephone or online using videoconfer-
encing platforms such as Zoom, depending on the
preference of the participants. The interview guide was
developed based on the literature,”'”'***** including
Levesque’s conceptual framework of access to health
care”” and discussion among the research team. (Inter-
view guide for caregivers and Supplementary
Figure S1). First author (CG), with experience in qual-
itative research conducted the interviews from July
2020 to May 2021 until data saturation, defined as
when no new data emerged. All interviews were
recorded and transcribed.

Data Analysis

Using thematic analysis, CG read each transcript line-by-
line, then conceptualized, and coded all meaningful
segments of text into concepts inductively identified
from the data. Similar concepts were grouped into pre-
liminary themes and subthemes. Authors CG and AJ
discussed the preliminary coding structure to ensure
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that it captured the full breadth and depth of data
collected. The transcripts were imported into Hyper
RESEARCH (Version 4.5.4; Research Ware Inc.). The
software was used to generate a report of the themes and
qualitative data coded to each theme. CG and AJ iden-
tified and discussed conceptual patterns among the
themes, which were mapped into a schema (Figure 1).

Consumer Involvement

This study was led by CG who is a caregiver of her
daughter diagnosed with childhood CKD and LM was
involved in a consumer capacity.

RESULTS

Of the 162 participants in the NAVKIDS? trial, 106 from
the 5 pediatric centers consented to participate in the
interview study. In total, 32 caregivers completed the
interviews. Participant and patient characteristics are
presented in Table 1. The median (interquartile range)
age of the participants was 36.5 (32.8-40.2) (mean [SD],
36.4 [6.9]) years. Thirty-one participants were parents,
1 participant was a grandparent, and 29 participants
(91%) were female. Over one-fifth (22%) of the families
perceived themselves as “poor” financially, 75% were
“just getting along,” and 53% earned below $1250
AUD per week. Most caregivers were married or
partnered (66%), whereas 28% were single caregivers
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Table 1. Patient and caregivers’ characteristics (N = 32)*

Child age (yrs) mean (SD) 8.3 (4.1)
Child gender (%) male 20 (63)
Household income (%)
$0-$31,199/yr 7 (22)
$31,200-$64,999/yr 10 31)
$65,000-$104,000/yr 6 (19)
> $104,000/yr 2 (6.3)
No response 7 (22)
Family perceived financial status (%)°
Reasonably comfortable 1@
Just getting along 24 (75)
Poor 7 (22)
Region RAT-RA5 (%)°
RA 1: major cities of Australia 22 (69)
RA 2: inner regional Australia 8 (25)
RA 4: remote Australia 1@
RA 5: very remote Australia 1@.1)
Primary ethnicity (%)
European Australian 17 (63)
Aboriginal and/or Torres Strait Islander 4(12)
Asian 2 (6.3)
Middle Eastern 1@3.1)
Pacific Islander 1@.1)
Not specified 1.1
Other 6 (19)
Language® (%)
English 32 (100)
Other 2 (6.3)
Marital status of caregivers (%)
Single 7 (22)
Partnered 2 (6.3)
Married/de facto 19 (59)
Divorced/separated 4 (12)
Single caregiver on social benefits (Yes) 9 (28)
Both caregivers unemployed (Yes) 9 (28)
Family lives in public housing (Yes) 5 (16)
Caregiver age (yr)-mean (SD) 36.4 (6.9)
Caregiver gender - female 29 (91%)
CKD stage (%)
Stage 1-5 (predialysis) 20 (60.3)
Dialysis® 4 (13)
Transplant 8 (25)

CKD, chronic kidney disease; RA, remoteness area.

?n (%) unless otherwise specified, caregivers: 31 were biological parents, 1 was a
grandparent.

®No participant belonged to “prosperous,” “comfortable,” or “very poor” category.
°No participants belonged to RA3: outer regional Australia.

9Does not add up to 100% due to children speaking multiple languages.
®Hemodialysis - 1, Peritoneal dialysis- 3.

Inclusion criteria: median income <$1250, AUD/ self-perceived income, employment
status of caregivers/single parent/families living in public housing.

on social benefits. A quarter of the families lived in
rural/remote regions.

Themes

We identified the following 6 themes: (i) lack of agency
undermining ability to seek care, (ii) losing trust in
clinicians, (iii) exasperated by organizational rigidity,
(iv) compounding burden of caregiving, (v) intensi-
fying strain on family, and (vi) building resilience and
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stability. The themes and respective subthemes are
described in this section with further illustrative
quotations to support each theme provided in Table 2.
A thematic schema illustrating the relationship among
themes and subthemes is shown in Figure 1.

Lack of Agency Undermining Ability to Seek
Care

Obscurity of Symptoms

Caregivers of children with CKD reported that they
were sometimes unable to access timely care because
the early symptoms of CKD were not apparent, or the
symptoms were not specific to CKD (“massive fatigue”).
They noted that clinicians were uncertain whether the
symptoms were indicative of a “a kidney issue” or
were associated with a different condition, leading to
delays in diagnosis. In cases of rare, genetic diseases
(e.g., tuberous sclerosis causing tumors in many parts
of the body, including kidneys), participants felt they
were unable to receive a prompt and accurate diagnosis
of the CKD due to the “unknown nature” of the disease.

Uncertain and Confused About Care Processes
Participants overwhelmed by “medical jargon,” were
unable to process the amount and pace of information
received. Where children required complex treatments
(e.g., dialysis or transplantation) or had multiple
comorbidities, (e.g., gastrointestinal conditions), coor-
dinating multiple care teams was “the biggest issue.”
After devices such as feeding tubes or catheters were
(surgically) placed in their children, caregivers were
unsure about “who to call” or “where to go” if the
device “popped out.” Participants “new to the country”
and “not knowing how the system works” had diffi-
culties accessing information and care due to language
and cultural barriers. They were unsure of how to ask
for their child’s medical files and health information.

Vulnerable and unable to advocate

Some participants believed they were “not in control,”
“didn’t have 100% choice,” or “did not have the right”
to be involved in their child’s treatment and felt their
voices were not heard; for example, request for a “a
blood test” was ignored, which delayed the diagnosis
of CKD. Feeling dismissed or “pushed aside as a parent
by some doctors,” they lacked the confidence to “speak
up” and were unable to ask questions of their
clinicians.

Losing Trust in Clinicians

Confused by Inconsistencies and Ambiguities in
Advice

Participants were confused due to conflicting or un-
clear information from health care teams, such as un-
clear instructions on measuring fluid intake for
breastfed babies with CKD under fluid restriction.

Kidney International Reports (2024) 9, 3177-3189
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Table 2. lllustrative quotations supporting each theme

Theme

Participant quotations

Lack of agency undermining ability to seek care

Obscurity of sympfoms

Uncertain and confused about care
processes

Vulnerable and unable fo advocate

Losing frust in clinicians

Confused by inconsistencies and
ambiguities in advice

Distressed by lack of collaborative care

Exasperated by organizational rigidity
Frusfrated by bureaucratic roadblocks

Lack of access fo expert and quality
specialist care

Inadequacies of support programs

Compounding burden of caregiving
Unsustainable financial pressure

*I could hardly lift him up. He was so puffy, and ...we didnt know unfil | noticed that he wasn’t walking normally.” Female, 39 yrs.
“They really didn‘t know what it was at the time because his kidneys were so small that they couldn’t really pick them up on the ultrasounds ... it
was a long like week or 2 of just not really knowing and just understanding that there was something wrong with his kidneys, buf we didn’t know

what” Female, 24 yrs.

“We could have done with more help around the management of our case. \We were left fo bring everything together at fimes or that’s how it felt
...that's probably the biggest issue that we had.” Male, 32 yrs.
"l cried ... because | cared about the aftercare. What am | facing? What do | have to do? What happens if it (the feeding tube) pops out? No one
told me any of that.” Female, 38 yrs.

"It was very hard. You had o kind of squish all your information into a very short amount of time because obviously they need to see numerous
people throughout the working day. Um, so | found | didn’t necessarily get fo everything that | needed to. Yeah. And so, they would leave and then
it would all come back into my head and just sfay there.” Female, 35 yrs
“We were new fo the country; we had been in Australia for a month. That was a very fough experience for us and also the language barrier and
the cultural barrier was a bit of an experience. ...for example, when we ask for copies of blood results, the nurses wouldn't give it fo us and there
is a way of asking for if... buf | don't know (how to ask).” Female 39 yrs.

*| didn't really feel like | was in control. | felf like | didnt have that 100% choice in choosing whether my daughter wanted fo have the PEG
(feeding tube) or not.” Female, 38 yrs.

“You offen get pushed aside as a parent by some doctors, not all, some doctors are amazing and very encouraging and speak with you and
want to know more and a 100% believe what you say, but you get other doctors that want to dismiss you.” Female, 28 yrs.
“You're allowed fo say okay, this treatment plan isn't working okay, my child is clearly still in pain, | want more pain medication. It fook me so
long to learn to speak up confidently. (Name of child) definitely went through situations where he unintentionally suffered.” Female, 28 yrs.

“There were a lot of inconsistencies coming from different medical staff about various issues we had. People saying .... we'll be able to sorf that
out and work that ouf. And then somebody else furning around and saying, no, that's not possible.” Female, 35 yrs.
*| feel like when you are seeing so many different specialists and all the issues sort of blur together, it's really hard fo keep up with who's saying
what and what's okay with one person and the other person. So, | was having a lot of like, oh this person said this and then they’ll be like, oh,
but that’s irrelevant for this or whatever.” Female, 35 yrs.

“They just kept on sending us home with silly things. ...everybody knew there was something not right. Her bloods were showing that she had
acidosis and all the rest of the jazz. But they weren’t proactive in actually having a look at what was going on behind it and getting (name of
hospital) involved and getting the renal specialists involved.” Female, 36 yrs.

“It's becoming very much tfo the point where | don’t want to have to deal with the hospital up here because they keep brushing my son off, and
they’re making my son worse.” Female, 33 yrs.

“Because we weren't being listened fo, we weren’t being heard, we were in a regional center, so they have a lot of churns with locum
pediatricians. So, we didn’t have any consistency from that point of view either. We kept seeing different docfors every time, so (name of patient)
was really unwell by the end.” Female, aged 39 yrs

“You know, the system is foo bureaucratic. It seems like bullshit fo get through. You never get to the hard and fast fact of what you're eligible for,
what you're entitled to, what the outcome will be. No one ever knows. It's almost like you go out there as a guest to what you can find. That is the
failure of the system.” Female, 50 yrs.

“You can’t always gef them (appoiniments) on the same day. And if | can’t then | have fo stay af the Ronald McDonald House overnight or ...1ry
having fo come back twice in 1 week (which) is basically impossible.” Female, 34 yrs.

“We were up in (name of regional center) so when you present fo ED, then they usually get the pediairic team down to see you. But most of the
pediafricians that we were seeing were locums. So, we didn't have any consisfency.” Female, 36 yrs.
“The main concern for us is (name of child) gets sick. To get fo a pediatric service hospital is a drive af least 3 or 4 hours to get there. To access
a health system for a kid living in the rural remote places, it's very hard.” Male, 36 yrs.

“(Name of patient) has now been needing these catheters in and out every, every night. They’re super expensive to buy. There’s the company that
orders it (cathefers) and there’s the company that provides if. There were fimes where | was buying the catheters because | just didn‘t get any
delivered because someone hadn’t sent an email.” Female, 39 yrs.

“Nobody would actually classify (name of patient) as being disabled or needing assisfance. Even (name of welfare service) would not classify
her as disabled even though she had a colostomy bag. And before the age 1 yr, she had a left foot amputated because she had cleft leff foot. So,
she’s got a prosthesis as well. But they would not classify her as any form of disability.” Female, 41 yrs.

*I remember the social worker recommending a few things (related fo accessing Centrelink) ...and | found a lot of the times they would say, oh,
we'll fry and find that out for you. And it would just get lost in amongst everything else that was going on. ...I can understand that from a health
professional point of view...but from a parent point of view, it's frustrating because then you are kind of left with, well what do | do?” Female, 35
yrs.
| did, uh, ask for few things that this social worker, um, | really wasn’t safisfied with the answers; | asked the social worker and um, she said she
had come back to me with the phone number (for legal aid), which took her about a week to give it to me. So, when she came back to me, |
said, well, | already gof it. because by then | had noficed in the kitchen that there was the phone number for legal aids.” Female 39 yrs.

*| struggled from the minufe (patient’s name) was born. | couldn’t go back to work. Everything got behind. It kept getting worse fo the point 18
months ago | couldn’t live with it anymore and | had to make that decision to declare bankruptcy. So that has majorly affected my life. It's not
somewhere | thought I'd be at 30 years of age.” Female, 30 yrs.

“Prior to having (name of patient), we had 2 relatively good incomes and, so to drop the one income completely was a big shock. | always had
a sense of guilt that | couldn’t work, and | couldn‘t bring in an income because I'd always brought in an income... | would like nothing more than
fo be able to bring in a second income.” Female, 28 yrs.

*When she was diagnosed and basically being told that you’ve got albumin infusions twice a week, and then you always thinking back, how are
we going fo facilitate this? I've got two other kids, then we had fo shut down our business so my husband could sort of work around the kids’
schedule.” Female, 42 yrs.

(Continued on following page)
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Table 2. (Continued) lllustrative quotations supporting each theme

Theme Participant quotations

Debilitating exhaustion “And when she (the patient) was discharged that same night, | had like a stroke-like condition, where half of my body just shut down and |
stayed in the hospital for the next 2 wks.” Female, 38 yrs.
“I've got a disability; | couldn’t sort of do everything and | was very fatigued. Like I've just had a child and then I'm running up and down the

freeway and it was just chaos.” Female, 42 yrs.

“His dad, he wasn't very supportive. So, it was hard. It made it harder for me.” Female, 38 yrs.

“It actually does get to the point where some days it feels like I'm frapped in medical prison because all the care falls onto me. If I'm nof there (name
of patient) won't get his medication. Cause my husband is foo scared fo make it up. And it doesn’t matter how many times I show him, he won't
make the medication up, which then means I'm going o go somewhere, | just can’t do it without planning.” Female, 39 yrs.

*I like fo do it all myself...| have a file in my bag and ...it's got all of his most recent blood reports, doctors lefters, ...everything, anything we need for
(name of patient). Now, if | hand over the care over o his dad fo do that: number 1, (name of father) wouldn't really want fo do it. ...And number 2,
I, 1 don’t think it'll get done.” Female 39 yrs.

Asymmetry of responsibility

Infensifying sfrain on family

Uprooting fo relocate “We've had fo shift because we don't frust the health service. ...she ended up in ICU down in (name of location) and it still took them 16 hours to
fly out. So, after that experience we kind of just went, we can’t do this anymore. We need fo be closer fo Brisbane so we can be within driving
distance.” Female, 39 yrs.

“She needs to be close fo a hospital so that she gefs more attention. So that’s why | basically sfarted looking for newer jobs. That's why like |

picked up job in (name of location).” Male, 36 yrs.

“He hits, he punches, he threatens fo pull (patient’s) cord out, so he dies. He’s angry at me | think for sending him to live with my mum for 2 yrs and

| kept the 3 little ones with me.... Threatening fo break his (pafient’s) arm when he had the fistula put in. Just horrible things.” Female, 42 yrs.

*So, the first 3 months after diagnosis, we were living in and out of hospital.... | had to drop (sibling) off to someone to care for her during the day fo

get fo the hospital in time....... (sibling) has a lot of anxiety, and | feel like a lot of it has come from the fact that she felt a bit abandoned. ...l don't feel

that her needs were being met as well as they could have been....so it's impacted her (sibling) immensely and we are still struggling with behaviors
that have come out of that...” Female, 36 yrs.

“They (family) provided a lot of support. .... right down fo when (name of patient) had his fransplant, ....and they did like a cook up of food and
brought things up to the hospital cause they knew we were in hospital for a while and, brought up a little goody pack and like they, they provided
a shoulder that | needed.” Female, 28 yrs.

*My mom is very close with us, so if ever | need anything, she’s always there to help and she fakes them for a bit... And, and my sister, she’s
always there as well and the kids (siblings) will go over to her house, and she’ll mind them.” Female, 35 yrs.

“Socially we were even more isolated because, (name of patient) wasn't physically going to school either, cause you don‘t want to be sick when
you're on dialysis... Because we didn’t know anyone in the area, we were on our own. And my partner was leaving at 6, 6.30 in the morning
and coming back af 6.30 atf night. So, we were definitely just my son and me. And it’'s, it's been difficult at the same time.” Female, 39 yrs.

Sibling sfress and neglect

Depending on family support

Building resilience and stability

Empowerment through education “This is the patient travel service... which in the very beginning we didnt know exisfed. And we were ringing accommodation places ...And we
ended up af the (name of the accommodation), which was very close to the hospital and the ladies there actually told me about the patient travel
system and said, you need to ring (name of hospital) as your local hospital. And tell them about your situation.”

The psychologist came down fo (name of patient) and they'd done a little book up for her so that she knew what to expect when it comes coming
into dialysis. And | think that was brilliant for her because that gave her more confidence in what she was doing.” Female, 41 yrs.
Families who have been in the system long term, are very, very good af what they do (accessing the hospifal system).” Female 35, yrs.
“And then also not knowing what services were available (when newly diagnosed) and not knowing who to ask if there was service available.
Because now I'm very comforfable with the renal nurses. ...I've known them 5 years now, so they’re almost like friends. But af the sfart, | definifely
didn't have that rapport.” Female, 28 yrs.

Confidence in fechnical and medical *| do speak with her (nurse) a lot. She’s on to making sure we get regular appointments in (hospital) and | can contact her if | need something.”

support Female, 30 yrs.
“We found the renal team at the hospital fo be quite good. They have a smaller number of patients, you know, they are a smaller team. Access fo
them been very, very good.” Male, 32 yrs.

Participants with children managing multiple issues, believed that “differences in the care teams, a lack of

such as CKD and a stoma bag, found it challenging to
navigate conflicting advice from different care teams
(e.g., nephrology and gastroenterology). “I was having
a lot of, oh this person said this and then..., but that’s
irrelevant for this or whatever.”

Distressed by Lack of Collaborative Care

Some participants felt there was a lack of collaboration
among medical specialty teams, emergency department
doctors, and the nephrology team, which they believed
could potentially jeopardize the care and outcomes for
their child. They believed that non-nephrology clini-
cians did not understand or consider the impact of
their treatment on the underlying kidney condition
and “a lot of miscommunications” resulted in harm
and/or “longer hospital stays.” When coordinating care
between both rural and urban hospitals, participants
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coordination and interrupted continuity of care” could
result in adverse outcomes. A participant living in a
rural area was concerned that the local emergency
doctors advised to administer oral rehydration solution
(hydrolyte) to her child on peritoneal dialysis without
consulting a nephrologist. Another participant whose
child had a nasal tube inserted (at the metropolitan
hospital) was distressed after being transferred to the
local rural emergency department as she found her
child “without a feeding tube” and no one knew when
the child was last fed.

Exasperated by Organizational Rigidity
Frustrated by Bureaucratic Roadblocks

Scheduling multiple appointments and travelling be-
tween multiple clinics was considered the “most chal-
lenging” part of accessing care. Participants felt that
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clinicians did not consider the distress and disruption
to the child. For example, commencing dialysis in the
afternoon could cause the child to be fatigued and
“miss school” the following day. Participants from
remote and rural areas sometimes made “extra trips” to
the hospital and incurred “extra costs,” including
travel, parking, and meal expenses when requests to
schedule their appointments in ways that could mini-
mize the travel burden, such as organizing them over a
single day, were declined.

Lack of Access to Expert and Quality Specialist Care
For participants in rural and remote areas, the absence
of pediatric nephrologists, inpatient and intensive care
services locally meant some participants had to travel
long distances: “200 km 2 or 3 times a week (for their
child) to get treatment.” One participant reported that
the local hospital, “didn’t have the correct size of the
feeding tube” and was frustrated when “no one could
put it in.” Participants in rural or remote areas felt that
relying on locum clinical staff and having to explain
their child’s treatment regimens to a different person
each time led to “inconsistent relationships” between
patient and clinicians.

Inadequacies of Support Programs

Participants lacked awareness or clarity about the so-
cial security services, payments, and products available
to them through welfare organizations and government
departments (such as Centrelink and National
Disability Insurance Scheme). They felt that the
application processes did not capture the rare or com-
plex conditions of their child, were too complicated,
and an administrative “nightmare.” One participant
reported that her “child was not classified as disabled”
despite having “an amputated foot and a colostomy
bag” and regardless of “numerous doctors’ letters.” In
contrast, despite being eligible for support, some par-
ticipants still faced financial stresses when they had to
purchase medical supplies (e.g., catheters and conti-
nence products), due to administrative lapses by the
providers (such as delayed reimbursements). Partici-
pants were disappointed when allied health providers
did not follow through with information required for
accessing the financial support products or services
(e.g., information on Centrelink) they had promised to
provide.

Compounding Burden of Caregiving
Unsustainable Financial Pressure

Participants believed that their “family life, careers and
finances” were all “thrown into chaos” by the financial
burden of health care-related costs such as medicines,
parking, and meal costs during hospital visits. Living
in a rural area and travelling to urban hospitals for

Kidney International Reports (2024) 9, 3177-3189

CLINICAL RESEARCH

treatment accumulated expenses “especially on a mul-
tiday stay.” Caregivers were financially strained when
they gave up work to manage their child’s complex
care. Some were forced to “dip into their savings,”
“shut down the business” or declare “bankruptcy.”
Single parents struggled financially and had to rely on
government income support.

Debilitating Exhaustion

Participants felt overcome by burnout and unable to
continue when they had to provide a high level of care
for their child such as catheterizing their infant child
by hand frequently. Some participants struggled to
maintain the routine and rigor of carrying out perito-
neal dialysis at home (monitoring peritoneal dialysis
machines and administering the treatment). Caregivers
with their own disabilities or health conditions (e.g.,
depression) felt overwhelmed, fatigued, “mentally not
there” and struggled to provide care for their child.

Asymmetry of Responsibility

Some caregivers experienced feelings of loneliness and
a lack of support from their partners when they
assumed the sole responsibility of accessing care for
their child. The unequal responsibility of their duties
increased their caregiving burden. They found it “very
difficult to” bear the sole responsibility of care such as
keeping track of their child’s “blood reports, medica-
tions, doctors’ letters,” in addition to their family re-
sponsibilities. Some caregivers shouldered the entire
burden of care as they lacked trust in their partners,
perceiving them incapable of handling the pressures of
caregiving or lacking understanding of their child’s
care processes.

Intensifying Strain on Family

Uprooting to Relocate

Caregivers from rural or remote areas often experienced
family disruptions when staying away from home for
their child’s frequent treatments (such as hospitaliza-
tions for infections or catheterizations). The children,
including siblings, struggled to “cope well” when “the
family was separated.” Relocating for improved access
to specialist care presented challenges, such as securing
immediate employment and reorganizing their family.

Sibling Stress and Neglect

Participants felt that caring for their child with CKD
often led to neglect of their siblings. Siblings were
sometimes “dragged” to medical appointments or
caregivers “left them” in the care of family members.
When the child (patient with CKD) was going through
a crisis, the siblings “received no support” because
there was “no time” or “kid appropriate resources” to
explain what was going on. Deprioritizing the needs of
the siblings caused “a lot of imbalances in the family”
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affecting relationships, causing behavioral problems (in
the children) and psychosocial issues including “guilt,”
“worry,” “sadness,” “anxiety” and “a lot of anger.”
One participant reported that her son (sibling of the
patient) “hits, punches and threatens to pull the cord
(treatment lines) out so he (patient) dies.”

Depending on Family Support

Some participants described the vital role played by
their extended family members, especially the patient’s
grandparents, who contributed by actively engaging in
the patient’s care, providing emotional support,
financial aid, and looking after the patient’s siblings.
During stressful times, such as when patients were
newly diagnosed or underwent a transplant, partici-
pants “leaned on” family and a “few friends” to take “a
break,” to recharge and resume their caring re-
sponsibilities. One participant who was new to the
country encountered cultural and language barriers in
accessing care and felt isolated without family support.

Building Resilience and Stability

Empowerment Through Education

As a result of the education, training, and information
that the hospital provided, some caregivers felt capable
of managing their child’s treatment. They reported that
the nurses “made sure” the participants could inde-
pendently access and administer their child’s treatment
such as home dialysis. Caregivers new to the system
initially struggled to navigate health care services.
However, as the patients reached stable stages and
caregivers gained more information, they became
familiar with the system and felt more settled.

Confidence in Technical and Medical Support

Some participants expressed confidence in their ability
to care for their children, attributing this to effective
hospital facilities and systems, or since their child (in
the stage of CKD) was now “relatively well.” They felt
the information on their child available through the
hospital “portal” helped them “keep up with their
appointments and treatment.” Participants trusted the
medical support they received, and the nurses ensured
the caregivers knew how to contact them “for emer-
gencies.” One participant who had a disability herself,
reported that the regional hospital nurse and social
worker “made sure she (caregiver) was okay” while
monitoring her child receiving albumin infusions.

DISCUSSION

Caregivers of children with CKD felt disempowered
while accessing health care for their child. Unable to
obtain a timely diagnosis and referral to specialist care,
they were uncertain about the processes of care or the
treatment their child should be receiving. Trust in
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clinicians was undermined by perceived in-
consistencies in the information provided and
disjointed care across specialties. The burden of care-
giving was intensified by the financial strain, ongoing
fatigue, and overwhelming responsibility of care.
Caregivers felt frustrated by the systemic impediments
to accessing care due to inflexible appointment sched-
uling systems, lack of equipment and expertise specific
to the needs of children with CKD, and hard-to-
navigate financial support systems. Some participants
felt that they did not receive the information and
support from the allied health care professionals (e.g.,
social workers) to access these services. The strain of
caring impacted the whole family with some caregivers
uprooting their family and relocating to access neces-
sary care. While balancing the care of the child with
CKD, the needs of the siblings were often deprioritized,
and some caregivers were forced to rely on extended
family members for support. Participants who were
new to the country (recent immigrants) and lacked
family support, faced language and cultural barriers
while navigating the health care system. Despite these
barriers, caregivers gained a sense of agency over time.
They felt empowered to access care by acquiring
knowledge about the disease and the health care system
and building confidence through technical and medical
support.

Although our findings were broadly consistent
across all participants, the differences in perspectives
on accessing care were influenced by the child’s health
needs, the severity and stage of CKD, the socioeconomic
status of the caregiver, and geographical factors.
Compared to children with low care needs (such as
early CKD stages or stable post-transplant), caregivers
of children with complex care needs faced greater
challenges in accessing care as well as higher disease
and treatment burden, which strained their ability to
sustain care. The participants were frustrated when
they were unable to establish eligibility for support in
income support systems, which lacked a category for
their child’s rare disease or complex condition. Care-
givers, most of whom were mothers in this study,
conflicted with their partners over sharing the re-
sponsibilities of accessing care. Single mothers were
burdened with the strain of single-handedly facing the
responsibilities of caring and financial hardships and
had to rely on income support. Disparities in access to
care were exacerbated for families living in rural areas
often because of prohibitive costs of travel and ac-
commodation incurred while accessing services, limited
availability of local pediatric facilities and a lack of
local medical expertise in pediatric nephrology. Frag-
mented coordination and communication among the
care teams emerged as notable impediments to
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accessing health care among those navigating multiple
care providers (e.g., rural and metropolitan hospitals,
or across several specialists).

Our findings are largely reflective of the conceptual
frameworks of access to care and encompass the di-
mensions of abilities to provide service and the abilities
to seek and generate access” (Supplementary
Figure S2). We elucidated structural barriers extrinsic
to the caregivers that represented the dimensions of
provision of health care services, including absence of
necessary care services for pediatric CKD, conflicting
medical advice, and inaccessible income support sys-
tems. Simultaneously, we emphasized challenges
intrinsic to caregivers, including financial stress
(inability to be employed, single parents, inability to
pay for care products, and/or out of pocket costs),
insufficient information on CKD, and inability to
advocate for their child. These barriers impacted the
ability to seek and generate access to care. This un-
derscores the need for empowering individual care-
givers and addressing both intrinsic and extrinsic
barriers.

The barriers in access to care identified in this
study have also been reported by parents and care-
givers of children with other chronic conditions,
including cancer, asthma, and diabetes.”**" Studies in
children with chronic diseases mostly from high-
including the USA, Canada,
Norway, New Zealand, and Sweden show similar re-
20%% patients with rare and complex diseases
typically require specialized care that may be lacking
particularly in rural settings. In addition, there is a
lack of coordination between different care settings
(e.g., rural vs. metropolitan hospitals) and limited
supportive services that can alleviate the burden and
economic strain experienced by caregivers.zg'32
Studies specifically in CKD highlighted the financial
distress among caregivers caused by the demands of
caregiving and the need for access to psychosocial and
education support.”” >
identified a wide range of barriers that impact the
quality of care that the children receive, the hardships
experienced by caregivers from disadvantaged back-
grounds that limit their capacity to provide care, and
the profound consequences this may have for the
whole family. Our study supports previous findings
that indicate caregivers of children with chronic ill-
nesses can neglect their own self-care, including get-
ting rest, exercising or forgetting to take medications.
This can compromise their caregiving abilities.”
Similar to our study, siblings of children with
chronic conditions are known to experience more
emotional, behavioral, and social issues compared to
siblings of healthy children.”’

income countries

sults.

In our study, we have
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This multicenter study conducted across 5 of the
largest pediatric kidney units in Australia includes
caregivers of children from all stages of CKD and pro-
vides in-depth and diverse insights from a large sample
of caregivers who were purposively selected to include
a range of demographic characteristics and conditions
until data saturation. However, our study has some
potential limitations. To avoid cultural and linguistic
misinterpretation, we invited only English-speaking
families. The study was conducted in Australia and
the transferability of our findings to other populations
is uncertain; however, there is consistency between our
results with similar studies on caregiver perspectives
on access to care conducted in other countries.”* " Our
study highlighted experiences of caregivers from
disadvantaged backgrounds, such as delayed diagnosis,
treatment burden, siblings neglect, spousal tension,
and fragmented care coordination. These issues are
universal among caregivers of CKD patients.” "
However, experiences of financial strain vary, with
caregivers from higher-income households perceiving
more choice and control over their child’s care’

Suggestions for improving access to care from the
perspective of caregivers of children with CKD are
provided in Table 3. Optimizing caregiver efficacy by
building caregiver and patient health literacy,
addressing barriers to health care services, enhancing
communication with and from health providers, facil-
itating financial support, and improving care coordi-
nation is imperative for the sustenance of care across
the life course of the child. We suggest providing in-
formation and education to assist newly diagnosed
patients, enhancing caregiver-provider communication
so that caregivers have a voice, feel listened to, and are
treated with empathy and care. Information about CKD
and complex treatment processes, such as dialysis and
transplant, should be presented in easy-to-understand
and culturally sensitive language from trusted sources
for both adults and children.

Technologies that can improve the availability and
accessibility of health services among children with
CKD must be explored. For example, not all hospitals
are equipped with technology that allows caregivers to
book their own appointments or easy access to their
child’s medical test results. Improving access to these
technologies is crucial for enhancing the overall health
care experience. Strategies and models of care that use
digital health technologies, such as mobile health ap-
plications, telemedicine, and electronic health records,
have been adopted in chronic diseases including
asthma and cancer.””"” The use of eHealth to augment
symptom awareness and management in pediatric
asthma have been investigated and found to be tech-
nically and clinically feasible, enabling remote care,
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Table 3. Suggestions for improving access to health care for
children with chronic kidney disease®

Address health literacy

« Provide information on disease at the time of new diagnosis to build patient's
knowledge base on disease progression and freatment, in advance (e.g., infor-
mation on dialysis or transplantation provided before commencing treatment).
Assist children with CKD and their families fo understand and process information
when they receive a new diagnosis (e.g., diagnosed newly with CKD or kidney
failure).

Provide information in culturally sensitive and plain language through trusted
sources of information to caregivers and age-appropriate information fo children
when they receive a new diagnosis or freafment (e.g., from nephrologists or nurses
prior to commencing dialysis).

Communicate at the level of the child (e.g., discuss challenges of attending school
with PD catheter with the child).

« Connect families with support networks (e.g., peer support groups).

Improve access fo care through E-health

« Enable caregiver access fo digital platforms that enable appointment scheduling,
and access fo electronic medical records (e.g., fo access to appointment schedules
and medicine prescribed).

« Facilitate sharing of medical history and emergency plans across all care providers,
to ensure alignment, consistency, and clarity (e.g., share medical history between
rural metropolitan settings, or clinicians of child with multiple morbidities such as
kidney failure and neurological disorders).

« Foster preventative care through forward thinking and planning, rather than reactive
care or curative care through timely surveillance including remote surveillance and
monitoring with remote systems (e.g., back fo base blood pressure monitoring for
patients on dialysis).

« Establish a hybrid consultation system (in-person, telehealth, and eHealth).

Ensure financial support and reimbursements are sufficient, easy fo access and provided
in a timely manner

« Structure easy fo access income support systems.

« Modify income support and disability support systems and criteria fo include rare
CKD (raise awareness around rare diseases and needs to ensure eligibility).

« Ensure that payments/reimbursements of costs of care and out of pocket costs are
sufficient and provided in a fimely manner (e.g., covers costs of catheters, meal
vouchers, and travel concessions).

Improve care coordination

« Institute care coordinators or patient navigators as part of the care system fo ensure:
o linkage to various services (e.g., link gastroenterology and nephrology teams)
o They act as a single point of confact (coordinating between dialysis nurses,

nephrologist, diefician and dialysis product providers).

« Coordinate appointments as convenient to caregivers for example, to reduce fravel
and accommodation burdens and impacts on work.

o Ensure caregiver psychosocial support and respite.

« Provide assistance to siblings and other family members.

Foster effective communication between children with CKD/parents and clinicians

o Foster frust and honesty between clinicians and caregivers through open
communication.

Train clinicians on effective communication with caregivers and shared decision
making (e.g., choice around dialysis modality).

Provide individualized care for each child specific to the needs of the patient and
family (e.g., organize dialysis schedule to enable the child fo attend school, and
recommend a diet plan that considers the ethnicity of the child).

Enable access fo patient navigators fo assist with communication and advocacy.
Empower and enable patients fo voice their opinions (e.g., choice of kidney
replacement therapy — dialysis vs. fransplant).

Enable social connectedness and caregiver support

« Provide information on peer support programs and social nefworks.

o Esfablish and promote community events, clubs, or groups that cater to various
inferests and demographics.

« Organize community centers fo act as hubs for social inferaction that offer a variety of
activities.

CKD, chronic kidney disease; PD, peritoneal dialysis.
2Suggestions based on the perspectives of caregivers in the study and contributions
from the author.

and beneficial for health outcomes and utilization of
required health care. Caregivers of children with can-
cer benefited from health technologies such as web-
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based interventions for pain medication optimization,
self-guided behavioral and education sessions, smart
phone applications, online groups, and telehealth.*'*
In adults with CKD, particularly in patients receiving
dialysis, remote patient monitoring (that uses computer
systems or software applications to transfer patient-
generated data to health professionals) was found to
be useful in empowering patients in self-care while
providing health care teams with valuable information
about the patient’s heath. Remote patient monitoring
also helped patients opt for home dialysis by reducing
treatment related anxiety.”’

Continued advocacy for children with CKD within
the complex and sometimes rigid welfare systems
needed to support families is recommended to facilitate
timely access to income and disability support, to
reduce financial stress and allow families to focus on
other priorities and challenges. At the local level,
ensuring timely, consistent, and appropriate re-
imbursements of costs of care and out of pocket costs
(e.g., with meal vouchers and travel concessions) is
required. The provision of a coordinator or patient
navigator akin to a nurse or care coordinator is sug-
gested to help guide caregivers navigate complex sys-
tems and fragmented health care. Patient navigators
have demonstrated effectiveness in increasing
screening rates, improving adherence to recommended
care and enhancing processes of care in patients with
cancer, diabetes, and multiple chronic conditions.***°
Such coordinators facilitate children’s care by facili-
tating individualized treatment plans and education for
caregivers and families.”” In addition, supporting
caregivers by assisting family members, including the
patient’s siblings, may help alleviate family tensions
and burdens, improve outcomes for the children (pa-
tients) and siblings, offer financial relief, save time, and
enhance their quality of life.

To enable shared decision making and patient-
centered care, enduring relationships between clini-
cians and patients must be facilitated and fostered over
the life of the patient. Provision of clinician training on
effective communication to build trust, empower
caregivers, and provide individualized care for
improved outcomes is imperative. Social support for
alleviating the pressures of caregiving through online
internet-based health technologies, community groups,
and peer networks is necessary for caregivers who are
isolated by the burden of care due to the disease and
treatment of CKD. Social connectedness was found to
be beneficial in providing psychosocial support and
reducing the adverse effects of social isolation among
caregivers with chronic diseases.”' A supportive com-
munity can help prevent caregiver isolation and

enhance their ability to manage their child’s
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condition.”® Further research needs to be carried out to
explore models of care that improve access and out-
comes for children across all stages of CKD.

Conclusion

CKD in children presents unique challenges for disad-
vantaged caregivers in accessing care, including lack of
information, limited access to specialized care, financial
stress, and fragmented coordination. These issues may
delay treatment leading to poor health outcomes.
Multifaceted strategies are needed to improve health
accessibility and close the health gaps in children with
CKD.
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