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Rationale & Objective: Community house hemo-
dialysis is a submodality of home hemodialysis that
enables patients to perform hemodialysis inde-
pendent of nursing or medical supervision in a
shared house. This study describes the perspec-
tives and experiences of patients using community
house hemodialysis in New Zealand to explore
ways this dialysis modality may support the wider
delivery of independent hemodialysis care.

Study Design: Qualitative semi-structured in-
depth interview study.

Setting & Participants: 25 patients who had
experienced community house hemodialysis. Par-
ticipants were asked about why they chose com-
munity house hemodialysis and their experiences
and perspectives of this.

Analytical Approach: Thematic analysis using an
inductive approach.

Results: 25 patients were interviewed (14 men
and 11 women, aged 31-65 years). Most were of
Maori or Pacific ethnicity and in part- or full-time
employment. More than two-thirds dialyzed for 20
hours a week or more. We identified 4 themes

perspectives of choosing and using community
house hemodialysis: reducing burden on family
(when home is not an option, minimizing family
exposure to dialysis, maintaining privacy and self-
identity, reducing the costs of home hemodialysis,
and gaining a reprieve from home), offering
flexibility and freedom (having a normal life,
maintaining employment, and facilitating travel),
control of my health (building independence and
self-efficacy, a place of wellness, avoiding
institutionalization, and creating a culture of
extended-hour dialysis), and community support
(building social inclusion and supporting peers).

Limitations: Non-Maori and non-Pacific patient
experiences of community house hemodialysis
could not be explored.

Conclusions: Community house hemodialysis is a
dialysis modality that overcomes many of the so-
cioeconomic barriers to home hemodialysis, is so-
cially and culturally acceptable to Maori and Pacific
people, and supports extended-hour hemodialysis
and thereby promotes more equitable access to
best practice services. It is therefore a significant
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that described patients’ experiences and

here is global inequity in access to home hemodialysis
for indigenous peoples in New Zealand and Australia'*’
and Canada’ and for minority populations in the United
States.” Home hemodialysis is associated with markedly

Editorial, p. 321

improved survival, quality of life, and life participation and
incurs lower personal and health system treatment costs
compared with facility-based hemodialysis.” * For patients
who are unable to or are waiting to receive a kidney
transplant, extended hours of home hemodialysis is asso-
ciated with clinical and quality-of-life outcomes that are
closer to transplantation than other dialysis modalities.” '*

Despite these potential advantages, many health systems
lack home hemodialysis provision or expertise. In addi-
tion, many patients may not access home hemodialysis
because of patient-related factors that include insufficient
access to appropriate accommodation, patient and care-
giver concerns about dialyzing independently, social
isolation, burden on family members, and the intrusion of
dialysis in the home."”

Community house hemodialysis enables patients to
perform hemodialysis in an unstaffed community home-
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addition to independent hemodialysis options

available for patients.

like setting. Community house hemodialysis is an
approach to providing independent hemodialysis located
within or close to a patient’s community. In Australia,
community house hemodialysis was developed to
support access to hemodialysis closer to home in
remote and very remote regions.'“'® In New Zealand,
the first community hemodialysis houses were set up
to support patients from both urban centers and
remote areas for whom inadequate housing and/or
utilities were barriers to home hemodialysis.'” Our
previous research has indicated that Maori and Pacific
patients choose home dialysis to maintain a sense of
individual and cultural identity and sustain involve-
ment in community, cultural, and, for Pacific people,
religious responsibilities.”’

In a previous analysis of the population served by
community house hemodialysis in New Zealand, the ma-
jority of patients identified as Maori and Pacific. Patients
using community house hemodialysis were younger and
had fewer comorbid conditions than those using all other
hemodialysis modalities.'” It was also found that those
using community house hemodialysis had similar reported
quality-of-life outcomes compared with patients using
conventional home hemodialysis.'”"*'
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This study aims to describe the perspectives and expe-
riences of patients using community house hemodialysis
to understand how and why community house hemodi-
alysis is used and the experienced advantages and disad-
vantages of this treatment modality. This will help identify
ways that community house hemodialysis may address
inequity in access to home-based dialysis therapies and
increase the use of independent hemodialysis modalities.

METHODS

This study is reported according to the Comnsolidated
Criteria for Reporting Qualitative Research (COREQ).””

Setting

Four community hemodialysis houses are used in New
Zealand. The community house program was initiated by a
collaboration between dialysis service providers and pa-
tient support groups.'~ Patients have their own designated
machine in the houses, although some machines are
shared between 2 patients. Some rooms within the houses
have multiple machines, which enables patients to main-
tain social contact and peer support by scheduling dialysis
treatments with a “buddy.” The houses are maintained by
the patients and the patient support group, have televisions
and heating in each room, and have a kitchen accessible to
patients, families, and visitors.'” Further information and
photographs of the community hemodialysis houses are
available in Item S1.

Participant Recruitment and Selection

Potential participants were recruited through the Auckland
District Kidney Society, a nonprofit patient organization,
and the Hawke’s Bay renal service (a public dialysis pro-
vider including provision of community house hemodi-
alysis). Potential participants were patients who had used
community house hemodialysis to perform independent
hemodialysis. In Auckland, the Auckland District Kidney
Society invited all patients who were currently using or
had previously used the community hemodialysis houses
to participate. In Hawke’s Bay, all patients who had
experienced community hemodialysis were identified by
staff members at the home dialysis training unit and
invited to participate in the study.

Patient recruitment and interviews occurred during
September and October 2018. Of the 30 identified pa-
tients, 25 agreed to participate and were consented and
interviewed. Five patients declined due to other com-
mitments. The study was approved by the Hawke’s Bay
District Health Board Ethics Committee (18/06/296)
and was identified as out of scope for national ethics
approval.

Data Collection

Participants chose their interview location. The interview
guide included questions about the patient’s choice of
hemodialysis location; the reasons for choosing to do
dialysis at a community hemodialysis house, including
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specific exploration of social, cultural, and economic rea-
sons; and the experienced advantages and disadvantages of
the community house dialysis (Item S1).

Two authors conducted the interviews (R.C.W. and
A.G.). More than half the interviews were conducted by
the 2 authors together (to ensure consistency of inter-
viewing) and 12 were conducted by either interviewer.
Both authors are female clinicians with a PhD and expe-
rienced in qualitative interviewing techniques. One
interviewer (A.G.) identifies as being of both Maori and
Pacific ethnicity. The other interviewer (R.C.W.) is a
nephrology nurse practitioner. Interpreters and cultural
support workers were offered to all participants but were
not requested. One interviewer (R.C.W.) was known to 4
of the participants.

Theoretical data saturation was achieved after 18 in-
terviews were conducted. Further interviews were con-
ducted to ensure diversity of age, sex, and ethnicity.
Interview length varied from 23 to 49 minutes. Field notes
were taken during each interview. Member checking of
transcripts and review of draft themes was offered to
participants to allow review and revision of the interpre-
tation of findings. All interviews were recorded and tran-
scribed verbatim.

Data Analysis

Transcripts were entered into the software program
HyperRESEARCH, version 3.7.2 (ResearchWare Inc), to
manage qualitative data. Thematic analysis was used to
identify patterns and themes within the interview data.”’
R.C.W. coded the transcripts line by line, identified con-
cepts inductively, and grouped similar concepts specific to
patient experiences and perceptions of community house
dialysis. A.G. also independently identified concepts
inductively and grouped similar concepts together. The
preliminary thematic framework was reviewed by all au-
thors. In subsequent iterations, the coding schema was
refined through a series of discussions between all authors.

RESULTS

Twenty-five participants (age range, 31-65 vyears),
including 14 men and 11 women, were interviewed
(Table 1). Ten self-identified as Maori and the others self-
identified as being of Pacific Island ethnicity, including 1
participant identifying as Fijian of Indian descent. Fifteen
reported having vocational or university qualifications and
14 were in part- or full-time employment. Eighteen had
previously experienced facility hemodialysis; 5, peritoneal
dialysis; and 2, kidney transplantation. Eighteen partici-
pants dialyzed more than 20 hours per week. Twenty-three
participants were interviewed while receiving dialysis and
2 were interviewed in a private clinic room.

Four themes were identified that described patients’
experiences and perspectives of choosing and using com-
munity house hemodialysis: reducing burden on family,
offering flexibility and freedom, control of my health, and

339



Original Research

Kidney Medicine

Table 1. Participant Characteristics Table 1 (Cont'd). Participant Characteristics

Characteristics No. (%) Characteristics No. (%)
Age category Previous RRT modality*
31-40 y 7 (28%) Facility HD 18 (72%)
41-50 y 9 (36%) PD 5 (20%)
51-60y 6 (24%) Home HD 2 (8%)
61-65y 3 (12%) Transplantation 2 (8%)
Marital status Time to closest CHH (traveled 1 way)
Married/de facto 11 (44%)  0-10 km 17 (68%)
Partner (not living together) 3 (12%) 11-50 km 6 (24%)
Divorced/separated 1 (4%) 51-100 km 2 (8%)
Single 8 (32%) >101 km 0 (0%)
Widowed 2 (8%) Abbreviations: CHH, community home hemodialysis; HD, hemodialysis; IgA,

immunoglobulin A; PD, peritoneal dialysis; PKD, polycystic kidney disease;
RRT, renal replacement therapy.
8%) 2Some participants had experienced more than one previous RRT modality.

Highest level education
Some secondary
Completed secondary

2 (
8 (
i i 0,
Trade certificate or equivalent g 524 %) community support (Fig 1). Selected participant quota-
5 (
2 (

Completed certificate or diploma
P P tions are presented in Table 2.

Completed degree
Postgraduate education

Employment status Reducing Burden on Family

Fulltime 6 (24%) When Home Is Not an Option
Part-time 8 (32%)  Most participants stated that they had initially preferred
Beneficiary 10 (40%) home hemodialysis but could not access home-based care
Retired 1 (4%) for reasons such as not owning their own home or not
Ethnicity being permitted to install a machine in a rental property. “I
Maori 10 (40%) don’t think my landlord would have liked it” (man, 40s).
Tongan 3(12%)  Some patients did not have enough space in their homes
Samoan 7 (28%) for a machine or storage of dialysis supplies, or they could
Cook Island Maori 4 (16%)  not access adequate water supply. “The only option was
Fijian Indian 1 (4%) move, or use the community house, so really the com-
Time to closest dialysis unit (traveled 1 way) munity house meant at that time I could stay at home, I
0-10 km 16 (64%) didn’t need to relocate and uplift my family for my dial-
11-50 km 4 (16%)  ysis” (man, 40s). Many participants chose to continue
51-100 km 2 (8%) with community house hemodialysis even when home
>101 km 3 (12%) dialysis became an option, describing the community
Cause of kidney disease (self-identified) house as “my home away from home” (woman, 30s).
Diabetes 10 (40%)
Hypertension 1.(4%) Minimizing Family’s Exposure to Dialysis
IgA nephrgpathy T 3 (12%) Many participants chose to dialyze in a community house
Nephrotoxic medication 1 (4%) . v families f havine “dialvsis in
Vasculitis 1 (4%) Sett.mg to”protect their families from . e_1V1 g 1a¥
PKD 1 (4%) their fa‘C6 (.rnan., 50s) at home. Part1c1pants.con51dereld
Unsure 8 (32%) that.domg d1.aly51s at hqme was too confrontu}‘g to their
Length of time on dialysis family, especglly for chl’l’dren, and wanted to 'keep that
02y 7 (08%) Pt of your life separate” (man, 40s). In addition, many
34y 5 (20%)  Worried about the safety of their children if they had a
56y 5 (00%)  dialysis machine and needles at home. Pacific families
78y 5 (20%)  particularly reported that the views of family members
910y 0 (0%) about sickness, needles, and blood were an important
<10y 3 (12%)  consideration in their decision to not do dialysis in their
Hours on dialysis own home. “My wife didn’t want it” (man, 50s).
15 h/wk 4 (16%)
18 h/wk 3(12%) Maintaining Privacy and Self-identity
20 h/wk 12 (48%) Participants appreciated the privacy that community house
20-25 h/wk 4 (16%)  hemodialysis offered compared to hospital or home. This
<26 h/wk 2 (8%) modality provided them with dialysis away from family
(Continued) and friends “discreetly, and your whanau [family] does
340 Kidney Med Vol 1 | Iss 6 | November/December 2019
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COMMUNITY SUPPORT
Building social connection
Supporting peers

REDUCING BURDEN ON
FAMILY
When home isn’t an option
'\ Minimizing family exposure to dialysis
Maintaining privacy and self-identity
Reducing the costs of home HD
._Gaining a reprieve from home

OFFERING FLEXIBILITY

Kidney Medicine

CONTROL OF
MY HEALTH

Building independence and

| AND FREEDOM

\ Having a normal life
Maintaining employment

Facilitating travel

A

v

| self-efficacy

\ A place of wellness
Avoiding institutionalization
Creating culture of
extended-hour HD

Figure 1. Thematic schema of connections between themes. Community house hemodialysis (HD) offers flexibility and freedom to
patients by allowing them to participate in daily activities, maintain employment, and travel. This in turn makes patients feel in control
of their own health by encouraging independence and self-efficacy. Community house HD is considered a place of wellness that
allows patients to avoid institutionalization and promotes a culture of extended-hour dialysis. By facilitating a home away from
home, community house HD reduces the burden on family and patient and allows patients to maintain privacy and self-identity while
also reducing the costs of home hemodialysis. Community house HD also improves the support patients receive from their dialysis

peers.

not need to know” (man, 40s). For some, this privacy
allowed them to not have to discuss personal health issues
with extended family or friends unless they chose to.
Maori participants particularly perceived that home he-
modialysis would be like “being on show” (man, 40s) and
that it was a “cultural thing” (man, 60s) to not want to talk
about their own health problems. Some participants also
spoke of protecting their own self-identity as a parent by
not allowing their children to see them as a “sick mum”
(woman, 30s) on dialysis.

Reducing the Costs of Home Dialysis

Many participants were aware that community house he-
modialysis reduced out-of-pocket costs such as power and
water charges compared to home hemodialysis. They also
saw the benefits of not having to pay for their own heat-
ing, especially during cooler months, and therefore
appreciated that at the community houses, they could have
a more comfortable dialysis environment than they could
afford at home.

Gaining a Reprieve From Home

Participants described the community house as a sanctuary,
particularly for those with children or who had many
people living in the home. Both Maori and Pacific people
described the houses as a place in which they could have
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“time for yourself, compulsory downtime” (man, 40s)
that helped their mental and physical health. “It’s also
good to get away from home sometimes and I think
community houses are a great idea for people with busy
lives, you know, kids at home” (woman, 50s).

Offering Flexibility and Freedom

Having a Normal Life

Community house hemodialysis enabled participants to
maintain normal activities, which directly improved
quality of life. For many who had experienced hospital
dialysis, the community house provided better schedule
flexibility with greater choices about treatment times and
days for dialysis, as opposed to “letting the dialysis rule
your life” (man, 40s). Participants could adjust their
dialysis hours, times, and days to attend family, cultural,
and religious commitments and priorities. “I can do the
hours that I want and change these every treatment to suit
my kids ... being able to come in early in the morning or
late at night, to fit in with my lifestyle and actually have a
life, that makes a huge difference to your family, to your
ability to work, I felt a lot better too” (woman, 50s).

Maintaining Employment
Flexibility of treatment scheduling of community house
hemodialysis allowed patients to meet their work
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Table 2. Selected Participant Quotes of Patient Experiences of Community House Hemodialysis

Subtheme

Representative Quotations

Reducing burden on family
When home is not an option

Minimizing family exposure to dialysis

Maintaining privacy and self-identity

Reducing the costs of home

Getting a reprieve from home

“It would be good if | could get a machine in my house, but a lot of people can't, so the
community house is the better option if you can't do it at home, it's your home away from
home” (Man, 40s)

“I'got a 2 bedroom house, but a lot of people, and not a lot of room for my bed, and stuff and it
wasn't good enough to put the machine, not enough room for machine and storage. The
houses have more space” (Woman, 50s)

“There wasn't room at our house. Not at my house at my grandma and my sister a 2 bedroom
house” (Man, 30s)

“Keeping this part separate from the rest of the family, which is | think that is a really good
benefit is that you keep, you are still independent, so you get some, but you are still able to do
this part this kidney treatment part separate from the rest of your home” (Woman, 30s)
“We have just recently bought our house and | do not want to give up being here. Being at
home | don't want to put [my wife] through this” (Man, 30s)

“I don’t know if I'd feel safe enough with needles and stuff around with grandchildren around,
so it is safer for my grandchildren for me to be here and probably better for me too” (Woman,
50s)

“You come and do your thing and then you can go home. And that's one of the reasons why a
lot of pacific Island people do that and they want to keep that separation” (Woman, 30s)
“Home is just home, | can keep them separate” (Woman, 40s)

“But better than home, quieter you can lock yourself in your room do your dialysis and be left
alone” (Woman, 50s)

“I think it's cheaper coming here with the heating, definitely | prefer here to home, there's no
heater at home at all, cause we can't afford one, so this is better and warmer for dialysis, I'd
freeze at home” (Woman, 50s)

“I know one patient she had it at home and it started leaking and flooded her whole house out,
it ruined all of her carpets and everything (Man, 40s)

“But in some ways better than home, quieter, you can lock yourself in your room, do your
dialysis and be left alone” (Woman, 50s)

“I get 5 hours of peace and you have some downtime. | suppose that is another benefit here,
you get time for yourself, compulsory downtime and that does actually help” (Man, 40s)
“At that time | had my sister living with me and | needed time out so this is my haven, my time
out” (Woman, 50s)

“Sometimes | come here to escape” (Man, 30s)

Offering flexibility and freedom
Having a normal life

Maintaining employment

Facilitating travel

“Being able to come whenever you feel like it instead of having to fit into the hospital routine. |
come whenever it suits me. Those reasons make dialysis a lot more doable and liveable and
part of your life as opposed to attending your dialysis appointment. It make it feel like it is just
one section of your life rather than the hospital taking over your life” (Woman, 40s)

“My kids and what they have on if | want, so that's massive, being able to live a life, come in
early in the morning or late at night, to fit in with my lifestyle and actually have a life, that makes
a huge difference to your family” (Woman, 50s)

“| was going to work Monday to Friday full time and not only that, | have access so if | don't
feel)well, | can come and dialyse, just open up the door and it's like | am in my room” (Man,
40s

“This house provides you that opportunity to work, to own and run my own successful
business” (Man, 60s)

“If they are working, you can still work, come to the house and go home” (Woman, 30s)

“I wanted to do my own dialysis instead of having to go into the hospital because | wanted to
work” (Woman, 30s)

“It's really good to have holidays, the way the houses work if there was more houses then
more people could go on more holidays and see their family” (Woman, 50s)

“If they had a community house up there it would be better | could actually get home, do what
I need to do for my whanau” (Man, 60s)

“I wouldn't move anywhere where there isn't a community house, the only downfall is that
there isn't more, you know everywhere in the country and overseas” (Woman, 40s)

Control of my health

Building independence and self-
efficacy

“More independence and more control” (Woman, 30s)

“If I know I'm overloaded | dialyse in the community house, this stops me going to ED so
often” (Woman, 50s)

“I think that sense of independence with a lot of people here that really helps them. They have
some control, they feel as if they have some control over their life which is good for them and
for me as well | like that” (Man, 30s)
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Table 2 (Cont'd). Selected Participant Quotes of Patient Experiences of Community House Hemodialysis

Subtheme

Representative Quotations

A place of wellness

Avoiding institutionalization

Creating a culture of extended hours

“It's better than the hospital, cause there aren't sick people, at the hospital you see sick
patients, since | went to the community house | feel more confident there, and everyone is
well, you feel well there” (Woman, 50s)

“I come here and do this and | leave it here and then | get home and it’s like | am still me, | am
not this disease or just this treatment, that's not what | am all about, cause | leave it here”
(Woman, 50s)

“It is part of life, it is not my life” (Woman, 30s)

“I was dialysing at the clinic and that is so busy there it is like a traffic jam of people. There are
12-15 machines in one room and you are like sardines” (Woman, 40s)

“here you are relaxed with no pressure on you nothing none of that. Whereas in the hospital
you feel pressured to get yourself in and out” (Man, 40s)

“If they have got people dialysing at the houses it means that they don't have to wait in line at
the hospital” (Man, 60s)

“the more hours | do the more | feel better, so the houses allow me to do more hours, |
couldn't do at hospital and also, | can come in and do it” (Woman, 50s)

“If we get overloaded we can just come in and take fluid off. | can come and use the machine
when it is available. | do 4 days of 6% hours. Some people do 8 hours (Man, 40s)

“I was doing 20, but at the moment | am feeling better doing more, so | keep doing more,
more energy” (Woman, 50s)

Community support
Building social connection

Supporting peers

“We are a community, a family in the houses, we aren't strangers on dialysis, we are there to
support each other, there are no barriers there” (Man, 40s)

“I would prefer it in the community house, cause sometimes you can feel isolated at home,
cause even though you've got whanau there, it's not the same thing as someone else going
through it too, you know they don't understand, and that can make you feel isolated” (Woman,
50s)

“Well the community house you get to know the people in the house too and its like your own
family at the same time” (Man, 60s)

“you don't feel lonely here, there's always people coming in and out, sometimes you can feel
lonely on dialysis at home” (Woman, 50s)

“If people are new, [l ask them] ‘Are you new? Do you want me to stand at the doorway?' And
then | go ‘How's it going’ and | leave them on the machine, | will go get a coffee and their door
is open if you panic and just sitting there, there will be people in the room who know exactly
what it is like to do the first one by yourself and we all go ‘bro, | have been there before you™
(Man, 60s)

“It's good having your buddy there. So that's how | helped this lady, cause she was saying
that when she first started she cried and she was too scared to go into the community house
and | said to her, 'Don't panic, there's no rush, you finish everything, there isn't any hurry here,
you look after your wellbeing’. We look after each other in the house” (Woman, 50s)

commitments, which also enabled patients to provide
financially for their families. The community house he-
modialysis model also ensured that patients could minimize
career disruption and achieve employment progression and
promotion while sustaining long-hours hemodialysis.

Facilitating Travel

Many participants described their desire to travel and
valued being able to change their dialysis schedule to
allow for a longer break to “go home” (man, 40s). This
was very important for Pacific patients who wished to
sustain connections with family and other commitments
in the Pacific region and indigenous New Zealand patients
(Maori) who wished to “go home when I need to go
home, like when to tangi [funerals] and important hui
[meetings]” (man, 40s). Participants spoke about a na-
tional and possibly international network of community
houses as a way to facilitate holiday dialysis nationally
and internationally.

Kidney Med Vol 1 | Iss 6 | November/December 2019

Control of My Health

Building Independence and Self-efficacy

Community house hemodialysis was experienced as
promoting “independence and more control” (man,
40s) of health and well-being. Participants identified
their dialysis and health as being solely their re-
sponsibility when they moved to community house
hemodialysis, rather than the responsibility of health
professionals. They felt empowered to manage their
dialysis hours and frequency to reduce symptoms and
manage fluid control. They spoke of their sense of self-
determination by choosing the hours and number of
dialysis sessions they did and that “you had no-one to
blame but yourself” (woman, 30s). They also saw the
houses as stopping them from having to present to the
hospital because they could do more dialysis when
needed in response to clinical fluid overload, rather
than having to wait until their next planned dialysis
session.
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A Place of Wellness

Most participants spoke of facility dialysis as a place of
sickness. This contrasted with the community house he-
modialysis, where “you wouldn’t even know most of us
were even on dialysis” (woman, 30s). The psychological
advantage of being away from “sick patients” (woman,
50s) or feeling like “a patient, lying down with a nurse
doing the dialysis for me” (woman, 30s) was talked about
by all patients as having a positive effect on their emotional
and psychological well-being.

Participants spoke of not assuming a sick role and not
feeling defined by their kidney disease when they dialyzed
in community houses. “I come here and do this and I leave
it here and then I get home and it’s like I am still me, I am
not this disease or just this treatment, that’s not what I am
all about, cause I leave it here” (woman, 50s). Maori pa-
tients actively encouraged other patients to dialyze in the
community house, especially the “young people” (woman,
30s) to protect their “wairua [spirit]” (man, 50s).

Avoiding Institutionalization

Participants were aware of the increasing demand for
dialysis services and the busyness of the facility dialysis
units. They believed that people who were capable should
be doing their dialysis independently and facility dialysis
should be “saved for the old and really sick” (woman,
30s). Participants who had used facility dialysis discussed
the overcrowding and feeling like they were on a “factory
line” (woman, 50s) of dialysis. Participants felt in facility
units that they were “treated as a number” (man, 40s) and
spoke of their desire to avoid this.

Creating a Culture of Extended-Hour Dialysis

Most participants chose to do hemodialysis for more than
20 hours a week, after they were initially encouraged to by
others in the community houses, confirming the advice of
their nephrologist that extended-hour dialysis was bene-
ficial. Participants discussed seeing other patients doing
longer hours and that this was seen as normal and part of
the culture within the dialysis houses. “I saw the others
doing it, and heard them talking that they felt heaps better,
and so I kept extending my hours, and the more hours I do
the more I feel better, so the houses allow me to do more
hours” (woman, 30s).

Participants also had identified themselves that the more
hours they did the better they felt, “I was doing 20, but at
the moment I am feeling better doing more, so I keep
doing more, I've got more energy” (woman, 50s).

Community Support

Building Social Connection

Community house hemodialysis provided companionship
that participants did not experience when they were
receiving home hemodialysis. Some participants explained
they had felt “isolated at home” (woman, 30s). This was
particularly important for younger patients who did not
want to dialyze alone but also feel they did not “fit in”
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(man, 50s) at facility hemodialysis. They spoke of wanting
to dialyze with other people who they could relate to,
“people who are like us” (man, 30s). Participants also
reported that community house hemodialysis provided a
“dialysis family” (woman, 50s) and community of sup-
port. The community houses also provided a mechanism
to form friendships with others who were going through
similar challenges. “T used to be a scared person, but this
community house has opened me up, I am a better person
now” (woman, 50s).

Supporting Peers
Community house hemodialysis enabled participants to
support other patients who were also dialyzing at the
houses. Many discussed the peer support they had received
when they first started, how this reassured them and hel-
ped them progress to be independent with their dialysis.
This was described as the “culture” (man, 60s) of the
houses and how they in turn supported other new patients.
“We look after each other in the house” (woman, 30s).
Some patients, who had experienced community house
hemodialysis for longer, took the new patients under their
wing and helped them, especially during the initial tran-
sition from training in which they realized that patients
were especially anxious about doing their dialysis. Many
described the benefit of talking with and learning from
other patients, while some provided other patients with
advice about their treatments because they had “a wealth
of knowledge” (man, 40s).

DISCUSSION

This study indicates that community house hemodialysis
meets the treatment preferences of a group of patients who
otherwise may not use home hemodialysis. It is found to
be a highly acceptable independent hemodialysis modality
for this group of predominantly Maori and Pacific patients,
a group who typically have lower uptake of home dialysis.
Community house hemodialysis also supports this group
to achieve hemodialysis best practice by providing them
with the physical resources to dialyze flexibly and choose
extended hours. Accordingly, community house hemodi-
alysis supports patient self-management, quality of life,
and psychosocial support while providing a treatment that
is adaptive to patient requirements for fluid management
and social and community responsibilities. Enabling and
providing hemodialysis modalities to facilitate extended-
hour hemodialysis aligns with the evidentiary benefits of
longer hours in respect to survival,”*”” cardiac remodel-
ing,”® and quality of life, particularly in kidney-specific
domains.'*+*%*7

This study has identified a number of themes around
community house hemodialysis that are similar to patients’
experiences of home hemodialysis, including freedom and
flexibility, avoiding facility hemodialysis, and gaining in-
dependence, control of health, and self-efficacy.'*"*°
Additionally, we found that community house
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hemodialysis abrogates many of the barriers associated
with choosing to do home hemodialysis. These include
increased out-of-pocket dialysis costs,”"** medicalizing
the home,'”’” the wish to protect the family from the
burden of dialysis,n’33 and loss of privacy and self-iden-
tity.”*” The emotional burden of hemodialysis®* coupled
with social isolation, which are central disadvantages of
home hemodialysis,”””** may be avoided with com-
munity house hemodialysis. A number of broader social
and economic issues related to high-density living (eg, not
having the space, not owning own home, and additional
out-of-pocket expenses) and temporary or rental accom-
modation (eg, not being able to have a machine plumbed
in) are also addressed by community house hemodialysis.
Because patients living with high socioeconomic depriva-
tion have a higher incidence of severe kidney disease and
lower access to home dialysis,””**® the community house
benefits of reduced personal costs, ability to maintain
employment, and space that provides a reprieve from
home and allows for a dialysis machine may reduce some
of the additional burden of dialysis on patients and
families.

Community house hemodialysis is used in New Zealand
nearly entirely by Maori and Pacific patients.'” This is
likely because community-based dialysis specifically miti-
gates the adverse socioeconomic consequences of hemo-
dialysis, including direct wutility costs and loss of
employment, while providing a culturally appropriate
form of care that assists participants to maintain mana
(control, pride, independence) alongside acceptance of an
inclusive, socialized, and shared dialysis environment.
These aspects directly address ethnicity-based inequity in
access to home-based dialysis care and increase availability
and use of self-management and peer support to achieve
longer hours and frequent hemodialysis for Maori and
Pacific patients.’” Participants in this study were not able to
identify any disadvantages to dialyzing in the community
hemodialysis houses. This also provides another avenue to
further increase the use of non—facility-based dialysis, the
more cost-effective option,40 and we recommend this be
explored in future economic evaluations.

The strengths of this study include being able to procure
interviews with Maori and Pacific participants who are
traditionally difficult to engage in research”' and who in
this case are representative of the population groups who
do community house hemodialysis. Another strength was
member checking of transcripts by participants. Participants
were offered the opportunity to review both their tran-
scripts and the final interpretation of findings. Although
generalizability is not recognized as a limitation of quali-
tative studies, it could be postulated that New Zealand
might be different from other health jurisdictions in that
the specific experienced benefits of community house he-
modialysis might be different in other health settings.

In conclusion, community house hemodialysis is a
dialysis modality that overcomes many of the socioeco-
nomic barriers to home hemodialysis, is socially and

Kidney Med Vol 1 | Iss 6 | November/December 2019

culturally acceptable to Maori and Pacific people, supports
extended-hour hemodialysis, and thereby promotes more
equitable access to best practice services. It is therefore a
significant addition to independent hemodialysis options
available for patients.

SUPPLEMENTARY MATERIAL
Supplementary Material File (PDF)
Iltem S1: Details and background of community house hemodialysis
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