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Introduction: This study aimed to describe the perspectives of patients from rural communities on access
to all forms of kidney replacement therapy to inform strategies to address such inequity.

Methods: Semistructured interviews were conducted. Transcripts were thematically analyzed.

Results: There were 28 participants, of whom, 14 (50%) were female and 5 (17%) Aboriginal or Torres
Strait Islander. The mean distance to a nephrologist was 107 km, and transplant center was 447 km. We
identified the following 5 themes: encumbered by transportation hardship (burdening of family and
friends, frustration at lack of transportation options, heightened vulnerability to road trauma, unrelenting
financial strain); deprived of treatment and care (isolated from centralized services, unresolved psycho-
logical distress, vulnerable without care, disadvantaged by limited options); confused by multiple infor-
mation sources (despair at fragmented care, fear of unfamiliar health settings and treatments);
compounding economic consequences (depletion of income/leave, coping with unexpected expenses);
and the looming threat of relocation (devastated by displacement, resigned to periods of separation,
uncertainty in sourcing appropriate accommodation).

Conclusion: Patients with chronic kidney disease (CKD) in rural communities face profound economic,
logistical, and psychological obstacles to accessing dialysis and transplant, leaving them feeling vulner-
able and confused. To achieve equity of access and improved health outcomes for rural patients with CKD,
barriers to dialysis, transplantation, and psychological services in this population require addressing
through policy and alternate models of health service delivery, in consultation with rural communities and
those families affected by CKD.
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for dialysis and transplantation, which reveals the
persistent relevance of the inverse care law in kidney
replacement therapy.”” "' In addition, in countries

P eople in rural communities encounter many unique
and profound barriers to receiving treatment for
CKD that contribute to the increased risk of mortality,

morbidity, and hospitalization in this population.176
Limited availability of primary care and specialist ser-
vices in rural communities can lead to late referral to a
nephrologist, increased need to relocate for treatment,
and inability to access treatment.””® Compounding
this are disadvantage, increasing
remoteness, and poor access despite the greater demand

socioeconomic
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with a history of colonization, there are usually higher
numbers of first nations’ people residing in rural and
remote locations who require culturally sensitive and
safe health care.'”

In geographically large countries, such as Canada,
the United States, and Australia, longer travel times to
dialysis is associated with increased risk of mortality,
reduced quality of life, and decreased uptake of some
types of kidney replacement therapy.”'”'* Patients in
rural communities are required to spend time away
from home for training or surgical procedures needed
for home-based dialysis and kidney transplantation'”'®
and therefore incur additional costs to those in urban

. . . 14,17,18
areas, including transport and accommodation.
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CLINICAL RESEARCH

Compounding this is the relative socioeconomic
disadvantage experienced in rural communities,
including lower household income, lower education
attainment, and decreased likelihood of receiving pri-
mary health care prevention.'’ There are limited pol-
icies to redress the inequity of access to care for rural
patients with CKD in Australia.”

Despite this, little is known on the perspectives of
patients on access to all modalities of kidney replace-
ment therapy in rural communities,”’ but more
importantly on how they believe it can be improved.*
This study aims to describe the perspectives of patients
from rural communities on access to all forms of kidney
replacement therapy, which can inform strategies and
policy to improve access and reduce inequities and
disadvantage experienced by people with CKD in rural
areas, thereby improving health outcomes in this group
of patients.”

METHODS

We followed the Consolidated Criteria for Reporting
Qualitative Research framework.”’

Context

In Australia, Canada, and the United States combined,
>96 million people live in rural settings.””***
Australia has a universal public health insurance
scheme, but for some medical consultations, tests, and
treatment, there can be a gap payment, which may be
substantial.”® When discussing out-of-pocket expenses,
we are referring to indirect medical costs, such as
transportation, accommodation, but also some direct
medical costs, such as medication and any gap pay-
ments. In our study, we defined “rural” to include all
areas outside of major cities, which represents Modified
Monash Classification 2-7 on the Modified Monash
Model.”’

Participant Selection and Setting

Rural patients with CKD aged >18 years in Australia
were eligible. We used purposive sampling to include
maximum diversity of characteristics based on de-
mographics (age, sex, geographic location) and current
treatment modality. A flyer with information regarding
the study was advertised through social media plat-
forms, and participants then contacted researchers
whether they were interested in being a part of the
study. A snowballing technique was also used
whereby participants could nominate other people who
they believed could offer a different and relevant
perspective on disparities in access to kidney replace-
ment therapy in rural communities. Ethics approval
was provided by The University of Sydney (2020-009).
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Table 1. Participant characteristics (n = 28)

Characteristics n (%)
Female 14 (50)
Age (yn)
<30 2 ()
31-40 7 (25)
41-50 5(18)
51-60 7 (25)
61-70 4 (14)
>70 30
Current treatment
Kidney transplant 12 (43)
Satellite hemodialysis 9 (32)
Perifoneal dialysis 4 (14)
Home hemodialysis 30
Marital status
Single 9 (32)
Married/partnered 16 (58)
Separated 2 ()
Widowed 1@
Ethnicity
Caucasian 22 (80)
Aboriginal 4 (14)
Aboriginal/Torres Strait Islander 1(3)
Asian 1(3)
Education level (highest aftained)
Postgraduate degree 13
Undergraduate degree 10 (35)
Professional cerfificate 8 (29)
Completed 12th grade (ages 17-18 yr) 30710
Completed 10th grade (ages 16 yr) 3071
Before 10th grade 30710
Household income (SAUD)
0-24,999 507
25,000-49,999 13(46)
50,000-74,999 5(17)
75,000-99,999 3 (10)
More than 100,000 3(10)
Primary cause of kidney disease
Glomerular disease 11 (39)
Genetic 6 (21)
Diabetes 5 (16)
Other 3(12)
Cancer T®
Infection 1@4)
lafrogenic 1T@&
Mean distances to health services Mean, km
General practitioner (primary health care) (n = 25) 15
In-center dialysis unit (n = 16) 62
Nephrologist (n = 28) 107
Home dialysis fraining center (n = 21) 220
Transplantation center (n = 21) 447
Interview sefting
Zoom (online) 15 (54)
Telephone 8 (28)
In person 5 (18)

AUD, Australian dollar.

Data Collection
Author NSR conducted semistructured interviews with
each participant from February 2020 to October 2020.

Kidney International Reports (2022) 7, 591-600
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¢ Uncertainty in sourcing appropriate accommodation

Compounding economic

Confused by Multiple
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* Despair at fragmented

consequences
¢ Depletion of income and leave
¢ Coping with unexpected out- 1 care

of-pocket expenses

Encumbered by Transportation Hardship

* Burdening family and friends

¢ Frustration at lack of transportation

options

* Heightened vulnerability to road trauma

¢ Unrelenting financial strain

Figure 1. Thematic schema.

The interviews were conducted face to face, over the
phone, or by Zoom videoconference. The interview
guide (Supplementary Appendix S1) was based on a
literature review of patient’ and caregivers’ perspec-
tives on access to kidney replacement therapy in rural
communities and discussion among the research team.””
Access was defined and discussed in terms of the op-
portunity to obtain appropriate health care services
and receive relevant information pertaining to their
health issue.”” We acknowledge that the definition for
“rural” varies and may be based on characteristics of a
community, availability of health resources, and edu-
cation and other aspects.”’ ’ Interviews were audio-
recorded and transcribed. We conducted interviews
until data saturation was achieved.”*

Analysis

Using thematic analysis, the transcripts were imported
into HyperRESEARCH (version 4.0.1, ResearchWare
Inc., Randolph, MA), and author NSR read the tran-
scripts, inductively identified preliminary concepts,
and grouped similar concepts into initial themes and
subthemes. These were reviewed and discussed with
NSR and TG, and AT coded the transcripts line by line
and identified conceptual links and patterns within the
data. Investigator triangulation and member checking
helped ensure the findings reflected the full range and
depth of the data.

Consumer Involvement

First author NSR has lived experience of both perito-
neal dialysis and kidney transplantation and resides in
a rural community. NSR conceived the idea for this
study and is currently a PhD student with experience
in qualitative research.

Kidney International Reports (2022) 7, 591-600
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RESULTS

Of the 28 participants, 14 (50%) were female and 5
(17%) identified as Aboriginal or Torres Strait Islander
(Table 1). The mean duration of the interview was 28
minutes (range 15-54 minutes). Median distances to
services were calculated with highest median distance
being to a transplantation center (447 km). We identi-
fied the following 5 themes: encumbered by trans-
portation hardship; deprived of treatment and care;
confused by multiple information sources; compound-
ing economic consequences; and the looming threat of
relocation. The respective subthemes are described
subsequently. Figure 1 reveals the relationships be-
tween themes and subthemes. Table 2 provides the
selected illustrative quotes to support each theme, and
Table 3 provides participant suggestions and consid-
erations for practice and policy.

Encumbered by Transportation Hardships
Burdening Family and Friends

Participants felt that they had no other option than to
depend on family and friends to attend in-center dial-
ysis, particularly when they are “too unwell” to drive
themselves or unable to afford the costs incurred to
travel to dialysis. Concern was expressed for those
patients without family support as they believed them
to be unfairly disadvantaged and “would not be able to
do [dialysis] ... as they are doing close to 400 kilome-
ters just to do dialysis.” Rural kidney transplant re-
cipients had no choice but to “round up friends and
family” to take them to appointments, which could be
“seven and a half hours drive, one way.”

Frustration at Lack of Transport Options
Some participants could not access public transport as
it was either not available or they would arrive for
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Table 2. Supporting quotations

Theme

Encumbered by fransportation hardships
Burdening family and friends

Frustration at lack of transport options

Heightened vulnerability fo road trauma

Unrelenting financial strain

Looming threat of relocation
Devastated by displacement

Uncertainty of sourcing appropriafe
accommodation

Resigned to periods of relocation

Deprived of freatment and care
Disadvantaged by limited options

Isolafed form centralized services

Unresolved psychological distress

Vulnerable without care availability

Compounding economic consequences

Coping with unexpected ouf-of-pocket
expenses

Depletion of Income and leave

Quotations

*| starfed rounding up family and friends to take me, | hated doing that because everyone works. But my sister in particular took a lot of time off work.”

*| do drive myself, unless I'm feeling a bit crap. Then mom will come with me. She does come fo most of my doctors” appointments as well.”

“As a single person it's a bit different. If | had a partner, it would be easier. But I'm lucky fo have an adult daughter, she’s and I've had tfo rely on her fo be able drive me to Tamworth for those
appointments. So, she’s working, so she’s got to rearrange her schedule.”

“If I'left my home and headed to XXX for dialysis by bus, 1'd get there when the unit closed.”

“Gefting transport is sfressful. If I didnt have my husband, | would not have been able to get fo dialysis.” “We don’t have really any public transport here. We have taxis, but in the city, you do have that.”
*I had to go back to driving myself all the way. And | thought, | just can’t do it. Can’t do it anymore. I'm a danger on the road.”

“We were having fo stop halfway for my husband to have a rest, have a ten-minute sleep because it was getting dangerous.”

“We thought it was a bit dicey frying to gef fo XXX. There is black ice, it was so slippery frying to gef the unit.”

“And then Taxis costed anywhere $70. One way.”

*The only alternative is to go down in the wheelchair taxi. If | can’t find anybody fo take me, | can do the wheelchair faxi on my own. Last time | negotiated the cost for that, it was $600 both ways.”
*l can’t wrap my head around the fravel form that you've got to fill out tasks. It's terribly complicated.” (fo get reimbursements)

“So, | moved into [a larger fown] full time. | ended up selling the farm, which was really difficult.”

*We lived there for 30 years and unfortunately when | developed renal failure, we realized we’d have to be near a larger hospital. So, we had fo sell of our farm. We left the town where all our friends
were and moved, 180 kms away.”

"My daughter’s crying because we sold the family farm and we had fo leave a lovely old home, it does impact and that impacts now on my life and impacts on your relationships.”
“I's difficult to get accommodation at or very close fo the hospital.”

“They have some apariments in a motel, and you go on a waiting list for those. So, they didn‘t come up initially. So, we just had fo find private accommodation.”

“There isn’t really much for kidney patients and the place that we did stay af, wasn't very sanitary.”

“You're feeling like a second-class person because they’re coming fo us. If’s for cancer people (the accommodation). It's their priority.”

* went fo XXX to dialyse and because my husband was still working at XXX, | got a unit in XXX and he would come and see me on the weekends.”

“So, we went down there [to the city] and 12 months later, finally got fo come home.”

* went down there for 3 weeks, and | said, I'm gefting really homesick, can | go home?”

“At the time we moved fo XXX, there was not a kidney specialist in XXX. And there was no dialysis chair for me, so | had fo do it at home.”

“It is sfill difficult because there’s no unit where | live. There is renal unit, but there’s not a fraining cenfre.”

“He used to do outreaches in XXX. He stopped that. Buf | choose fo go there and see him because there are no other options.”

“We need to take my supplies [for peritoneal dialysis] from home because the local hospital didn't have anything. There was the continual hassle about did they have enough PD supplies? Only a
couple of nurses who’d worked on the renal unit had an understanding of the sterilization issues surrounding peritoneal dialysis.”

“It's two and a half hours down. Two and a half hours back. Then four fo seven hours on dialysis.”

“I know that they used fo send up a palliative care doctor to see us, | didn't feel like it could help us. | felf like he could only give us antidepressants, but | think the grief and loss counselling would have
helped.”

“Just fo have somebody to kind of vent to, fo work out is this just the process or do | need more support? You know, am | coping or not coping?”

*| don‘t know how many times | went to dialysis in those first couple of months thinking | was going to die. And worry about, who’s going to look after my son. You know, if | had someone fo explain
the process fo me a bit more, so | would have undersfood just o help put my mind at ease.”

“When | presented fo our local emergency department in the past and | used o just say, look, I've got Alport syndrome. You just need to ring the specialist [in the city]. don’t even bother frying fo do
any other diagnosis, just ring on. And then they’d come back and say, ‘Can we talk fo you? Cause we’d never actually seen anyone with Alport’s.”

“The GP’s really the single hardest thing. Cause basically they are fly in, fly out. You get a different one every time.”

“But for me fo actually fravel, it was a bit daunting because sometimes you just can’t afford a hotel for five nights.”

“How do | spread the tests out and get everything done as you need to be able fo fit it info my budget. So, well I'll get that done this month and then I'll get something else done the next month. Um,
because that was the only way that | could afford to pay for it. But that means you waiting longer to get all the assessments done. Well, you're not even on the list yet, so it's just putfing more waitf time on.”
“We were able fo get some money back from that, then it probably covered half of it. So, we were sfill 500 bucks a week out of pocket.”

*I do have to fake work off, it's far away, you need to fake a couple of days fo a week off. You just can’t go there for one day and then that's it.”

“Obviously, and | ran out of sick leave, so I've got to put more through insurance. | don’t know if I'll get it.”

“It ook about nearly three years to get onto the disability pension.”

“And then | didn't go back to work fill affer the kidney [fransplant]. After being in ICU that long, | couldn’t move.”

(Continued on following page)
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dialysis “when the unit had closed.” In an emergency,
for example fistula access issues, patients felt frustrated
that the hospital would arrange their transport to
receive treatment in a city hospital, but they had to
find their “own way home.”

Heightened Vulnerability to Road Trauma
Participants were aware of the high risk of road acci-
dents while traveling to and from hospital for dialysis,
home dialysis training, and transplantation. Fatigue
while driving home after dialysis, meant at times
needing to stop on the side of the road for a “ten-
minute sleep as it was getting dangerous.” Other po-
tential hazards included animals, such as kangaroos,
the presence of “black ice,” and the poor conditions of
the roads in some rural locations. They had to drive
despite feeling unwell as they had no other option.

Unrelenting Financial Strain

Those patients with limited or no other option relied on
expensive taxis to attend dialysis. The “terribly
complicated” process and paperwork to obtain reim-
bursement for travel expenses was challenging, often
requiring assistance from a social worker. Tests, travel,
and accommodation required upfront payments, which
were at times difficult to find, and delays in reim-
bursement added substantially to financial difficulties
experienced by rural patients.

Deprived of Treatment and Care

Isolated From Centralized Services

Participants felt anxious as they had to go to the urban
center when they encountered complications with their
fistulas, often at very short notice. Participants noted a
lack of knowledge of peritoneal dialysis at their local
rural hospitals, and thus felt vulnerable in having to
take on the role as the “expert” in how to do a peri-
toneal dialysis exchange. For those patients who were
being worked up for a transplant, it was a long, often
delayed process in the rural setting, with those who
could afford it, choosing to go to urban settings to
finish “transplant work up that way” as it was quicker.

Unresolved Psychological Distress

For people commencing dialysis, they felt guilt, “grief
and loss,” and trauma, indicating there was a “lack of
access” to psychological support and social workers.
Some were unable to attempt home dialysis owing to
their “emotional and mental” state. One participant
who moved to an urban dialysis center after a few
years at satellite dialysis received weekly psychological
support at the urban unit, which enabled her to suc-
cessfully transition to home hemodialysis.

Vulnerable Without Care Availability
For patients who were transferred to an urban hospital
to commence dialysis urgently, the process of returning

595
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Table 3. Participant suggestions and considerations for practice
Objectives to improve access Participant suggestions

Minimize fravel burden

Encourage telehealth appoinfments (fransplant teams, nephrologist, and psychological)

Minimize essential frips by coordinating health services appointments

Establish or increase frequency of oufreach or mobile clinics (for medical consultations, transplant workup testing, culturally targeted education, and

dialysis)
o Improved access fo volunteer fransport networks
Provide access fo financial « Simplify government assistance programs for travel and accommodation reimbursement schemes
support

Financial counselling services for patients and their families

Use patient navigators/indigenous health workers fo assist with this
Minimize need for relocation

Use of telehealth to assist with refurn of patients home post-fransplant as soon as reasonable

Offer home dialysis training in the patient’s home

Provide accommaodation for kidney-related freatment af major hospitals for rural patients

Increase the availability of satellite units in rural towns, for example The Purple House
Provide support for patients in
navigating
multiple health services

Implement patient navigator programs for CKD in rural seffings

Development by patients of rural-based patient information packs with resources and information to encourage self-management and improve
education regarding their local health services

Provision of indigenous health workers in both rural locations
Ensure access fo psychological o Use of telehealth to provide social work and psychologist
and
support services

Education for patients and their families as to service availability and financial assistance to access these services (i.e., chronic care plans, mental
health care plans)

Provision of increased education and training for psychologists regarding CKD, dialysis, and transplantation

Increased hours of renal social work hours in rural health services

CKD, chronic kidney disease.

home was complicated by shortages of dialysis chairs Confused by Multiple Information Sources

or staff in their local unit, with some unable to receive Despair at Fragmented Care

dialysis in their closest unit. Participants reported that The lack of availability of general practitioners in rural
if they had a permcath, local units were apprehensive communities that predominantly relied on “fly in, fly
on those being in place for too long, despite re- out” locums disrupted peace of mind among patients,
assurances from specialists in the urban hospital. with most preferring to talk to their nephrologist. For
Specialist bariatric services were required, particularly those with comorbidities, their specialists were from
for those wanting to be eligible for a kidney transplant, multiple health services and locations and resulted in
were sparsely available in rural areas, and often not the patients receiving conflicting information. Some
covered by universal health care payment. were confused when they felt that other non-

nephrology specialists made erroneous judgment
regarding their nephrology care. Patients receiving a
transplant experienced differences in communication
and priorities between their local hospital and trans-
plant center, leaving them confused on whose advice to

Disadvantaged by Limited Options

Patients in rural locations without satellite dialysis
services had to travel long distances or to sell their
home and relocate permanently for dialysis. Owing to
limited availability of dialysis chairs in some rural

services, moving to a larger rural center did not follow.

guarantee a dialysis chair there. Some believed that

home dialysis was “too much trouble,” too invasive, Fear of Unfamiliar Health Settings and Treatments
and would add to sense of isolation they already Participants felt extremely vulnerable when attending
experienced. Some expressed concern that trans- unfamiliar hospitals in an urban area. One participant
plantation was not “mentioned” by their clinicians in a reported receiving an “antibiotic that can kill me,”
timely way and patients living “too far away from despite warnings on their medical history. They felt
anything [dialysis unit], every other option [other than alone in the city, unwell, and away from staff and
transplant] means we have to sell” and relocate. They family to “look out for them,” and it was difficult to be
believed the delay contributed to the difficulty of in an urban care setting where they were “unknown”
completing workup for transplantation. to clinicians. Indigenous patients relied on indigenous

596 Kidney International Reports (2022) 7, 591-600
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health workers especially at times of uncertainty and
decision-making, particularly on choice of modality.

Compounding Economic Consequences
Depletion of Income and Leave

Participants and their caregivers needed substantial time
off work to attend appointments and surgeries in centers
located “far away.” They had to use their leave entitle-
ments and income. Some families were able to take “long
service leave early and at half pay,” but not all are affor-
ded that option, with families taking years to recover from
the financial drain. Transplant recipients, whose specialists
provided outreach services to rural areas, expressed relief,
“to take an hour or so” off work compared with multiple
days required to attend urban appointments.

Coping With Unexpected Out-of-Pocket Expenses
Patients reliant on social security disability benefits did
not have “money to splash around on accommodation”
for home dialysis training. The burden of medication
and supplies for home dialysis, often in addition to
existing medical supplies, such as “pump supplies for
diabetes” depleted their financial resources. Indigenous
participants reported that “closing the gap funding”
for medications had reduced their financial burden. For
potential transplant recipients, a gap fee to access
testing meant scheduling tests over several months to
be able to “afford to pay for it,” adding to their anxiety
and frustration to “getting on the list.”

Looming Threat of Relocation

Devastated by Displacement

Participants and their families made heartbreaking
decisions on relocating as there was no in-center dial-
ysis units within a 100-km radius or they had insuffi-
cient water on their farm to do home hemodialysis.
Patients felt without choice and “sold the farm,”
leaving friends and family to move closer to a dialysis
unit. For those people able to do home dialysis or
receive a transplant, time away for training or surgeries
left them feeling “homesick,” particularly when sepa-
rated from their children or partners.

Resigned to Periods of Separation

Participants spent lengthy periods of time apart from
partners and family, placing strain on their relationships.
For patients attending satellite dialysis units in another
town, the ongoing travel meant that some families had to
be split between the 2 towns, one partner living and
working in one, whereas the other attended treatment
and lived in another. Patients longed to be able to live in
their home with their families to receive care.

Uncertainty in
Accommodation

Difficulty in obtaining and affording hygienic accom-
modation in close proximity to the urban hospital was a

Sourcing Appropriate
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“major concern.” Patients who were allocated accom-
modation that was primarily for rural patients with
cancer felt guilty taking up spaces for “cancer people,”
resulting in them “feeling like a second-class person”
and wished more specific kidney friendly accommo-
dation was available.

DISCUSSION

Patients with CKD in rural communities face economic,
logistical, and psychological obstacles to accessing
dialysis and transplant, leaving them feeling vulner-
able and confused.

They felt disadvantaged by the limited choices of
treatment options and struggled to receive regular
ongoing care, particularly in the primary health care
setting. Participants feared relocation to larger dialysis
or transplant centers and faced ongoing financial
burden which was exacerbated by substantial trans-
port and accommodation expenses. For those with no
choice except to move, they experienced grief at the
loss of friends, family, and homes as a result of the
relocation. The ongoing financial outlay over many
years leads to depletion of financial resources within
households which was compounded by excessive leave
from employment required by both the patients and
their caregivers to attend appointments in urban areas.
Ongoing grief and loss experienced at diagnosis and
commencing dialysis affected their decision-making
capacity with regard to treatment modality and relo-
cation and noted the lack of psychological services to
assist them to adjust at these difficult times. Family and
friends played a crucial role for continued coping of
patients with the sustained burden of treatment,
especially travel over the years, owing to the lack of
alternative transport options in rural communities.

Although the findings were broadly consistent across
the participants, there were some differences particu-
larly in relation to the modality of treatment sought, the
proximity of dialysis units, the remoteness of residence,
and the needs of indigenous patients and their families.
Home dialysis training and transplant centers had the
largest mean distances to travel for the participants (220
and 447 km, respectively), and as such these options
were reported to add to the travel, relocation, and
financial burden initially but reduced burden overall in
the long term. The availability of in-center dialysis units
decreases with increasing remoteness, which therefore
limits access to this modality for the more remote pa-
tients.”’ Participants with no satellite unit in their
community and limited transport or family support to
attend the closest unit experienced reduced options
to relocation, home modalities, or transplantation.
For indigenous patients, the presence of culturally
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appropriate care and interaction with indigenous health
workers, at both their local and urban health centers,
was crucial to assist them through the complexities of
multiple health care settings, with particular assistance
required on modality choice and education.

Disparities in outcomes and access to treatment for
rural patients are reported in other areas of health,
including cancer and coronary disease.’””* They share
many similar challenges, particularly geographic bar-
riers, transportation concerns, decreased availability of
specialist health professionals locally, out-of-pocket
expenses, and reporting of vulnerability when in a
foreign urban health care setting.’® Owing to the life-
long debilitating nature of CKD, presence of multiple
comorbidities, combined with the dependence, burden,
and frequency of dialysis and transplantation follow-
up, these unrelenting health demands can continue
with no hope of a “cure.””’

This study provides in-depth insights from rural
patients from a diverse cross-section of the community
regarding the barriers and enablers of their access to
dialysis and transplantation. Nevertheless, there are
some potential limitations. All participants were from
rural areas of Australia, a high-income country with
universal health care, so we are uncertain of the
transferability of the findings beyond this setting.
Furthermore, only 1 of the participants was from a non-
English-speaking background. All participants were
able to access a form of kidney replacement therapy,
though this was not always their treatment of choice.

In many nations, the out-of-pocket costs borne by
patients are increasing despite the presence of universal
health care.’® For rural patients, this is magnified with
substantial additional costs than those faced by urban
patients, particularly for transportation, accommoda-
tion, and relocation if required, and further com-
pounded by excessive leave requirements, to attend
appointments and surgeries.ls"39’4‘) There is a scarcity
of information available as to the extent of rural
financial hardship in people with CKD, and this re-
quires further research, especially to evaluate the
impact the financial hardship exerts on decision-
making and access to all forms of treatment.”'

The extent of depression and anxiety in the CKD
population has been discussed previously, though
there is little in the way of research on rural pop-
ulations and the ongoing impact that this has on their
access to treatment, decision-making, and their quality
of life."****’ They face many stresses, including
financial, “grief and loss,” and yet, there is limited
opportunity to discuss with health professionals or
other rural patients with CKD who can offer support or
assistance throughout this time.”* Participants may
benefit from referral to psychologists and social
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workers with appropriate awareness and training in
CKD. More work is required to look at the impacts of
these psychological issues, and its impact on access to
dialysis and transplantation, and methods such as tel-
ehealth, that ensure it is delivered to the wvast
geographic spread of patients requiring it."” "’

Novel to this study are suggestions and consider-
ations from the patient perspective, based on their
lived experiences (Table 3). The suggestions cover a
broad range of suggestions from increased telehealth,
instigation of patient navigator and indigenous health
workers specifically for patients with CKD, simplifica-
tion of travel reimbursement schemes, and further
research into the models of care for rural patients with
CKD, especially satellite services in communities with
no current availability. It is essential when revising
rural service delivery models to improve access for
rural patients, that patients lead, or at a minimum, be a
part of the redesign process, and that patient-
prioritized outcomes are comparable with urban pa-
tients."**” Examples of this can be found in health
services models introduced by the Northern Territory
Government, Purple House, and Manitoba’s Local
Centre Program, providing dialysis services to remote
areas; however, there are ongoing issues of access and
equity in relation to transplantation.’””" The Purple
house has led the way in innovative models of service
delivery, is indigenous consumer led, and has bought
changes in health policy and funding with the intro-
duction of a new Medicare Benefits Schedule item for
dialysis treatment in a very remote location.”

CKD and its ongoing treatment regimens place an
exhausting burden physically, financially, and psy-
chologically on rural patients. There are many barriers
to access reported by patients, including geography,
especially transport, the need for relocation owing to
limited availability of some essential services, the
ongoing financial stress, and out-of-pocket expenses,
together with the difficulties of navigating the com-
plexities of multiple health services. To achieve equity
and improved health outcomes for rural patients with
CKD, barriers to dialysis, transplantation, and psy-
chological services in this population require address-
ing through policy and alternate models of health
service delivery, in consultation with rural commu-
nities and those families affected by CKD.
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