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Executive summary
This document provides a detailed proposal for a pilot project to set up and
run a Mobile dialysis unit in the Western Desert of the Northern Territory and
Western Australia.
The project will be a joint partnership between WDNWPT (formerly Western
Desert Dialysis Appeal) and Jimmy Little Foundation.
The potential positive outcomes for individuals, families and communities
across the Western Desert go beyond treatment services to community
education and prevention.
The project builds on the work of WDNWPT over the past 9 years and the
Jimmy Little Foundation’s ability to motivate and inspire.
End Stage Renal Failure has had a devastating effect on families and
communities in Central Australia. This project offers an end to dislocation
and despair.
We are asking for pilot funding as we are confident that we can secure ongoing government and philanthropic support once the service is established.
This pilot project will take 18months from receipt of funds; six months to
purchase, modify the vehicle and negotiate with communities and 12 months
operating costs.
WDNWPT and JLF are confident that government and philanthropic funding
will be found at the end of the pilot project.
This document is lengthy and includes interviews with patients and family
members, however it was important to the committee that people reading
this document would get an understanding of the issues involved and the
importance of their work. It needs to be told ‘proper way’.
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Western Desert Nganampa Walytja Palyantjaku Tjutaku Aboriginal Corporation

(WDNWPT) is an Aboriginal Corporation under the Aboriginal Councils and
Associations Act 1976 and is a registered not-for-profit organization. The
membership of the organization is open to all adult Aboriginal people (Yanangu)
living permanently in the Haasts Bluff Land Trust and Kiwirrkurra Community in
the Western Desert Region of Central Australia.
The WDNWPT Governing Committee is made up of 12 Yanangu members who are
drawn evenly from the area of its membership. The Committee members are
elected annually at an Annual General Meeting. Despite being geographically
dispersed, Yanangu maintain strong links through kin, language and extended
family networks, alongside shared rights in country. The strong governance of the
committee has led to it being cited as a model in good governance and deemed to
be a „low risk‟ organisation by the Office of Aboriginal and Torres Strait Islander
Health. Many of our committee have been active participants in the organisation
since it began. (Details of governance, past audited financial reports are available
on line by going to the Office of the Registrar of Aboriginal Corporations Website
and search for us).
Currently WDNWPT patients are drawn from a diverse range of Western Desert
communities including Mt Liebig, Hermannsburg, Haasts Bluff, Papunya, Mt
Liebig, Walungurru (Kintore), Docker River and Nyirrpi in the Northern Territory
and Kiwirrkurra, Tjukurla, Blackstone and Warakurna in Western Australia. The
membership of this WDNWPT client group is determined by the Yanangu
Governing Committee and is based on family relationships.
WDNWPT made contact with Jimmy Little in 2005 when the Foundation was
formed to help indigenous people in remote communities coping with Renal
Disease treatment and prevention.
A strong friendship was quick to develop and we have worked closely together
ever since. In 2007 and 2008 WDNWPT ran Jimmy‟s Return to Country program,
enabling dialysis patients from across Central Australia to go home for weekends,
funerals and important community events. This has been very significant for a
number of people in providing hope and relief from dislocation.

Summary of Proposed Pilot Project
Western Desert Nganampa Walytja Palyantjaku Tjutaku Aboriginal Corporation
(WDNWPT) in partnership
with Jimmy Little Foundation is seeking funding to
build and run a Mobile Renal Dialysis Unit. The proposed project is a direct
response to the critical and expanding problem of the dislocation of senior
Yanangu community members who, after being diagnosed with end stage renal
disease, are taken to Alice Springs for life-long dialysis treatment many hundreds
of kilometres from family, community and traditional country.
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The impacts of this dislocation are devastating at a personal and community level
with significant disruption to cultural practices and the passing on of knowledge
to those “coming up behind”. The consequences are all the more critical in a
region where Aboriginal people lived a nomadic and traditional life into the very
recent past, were brought into centralized settlements through government
assimilation policies and after a long struggle, only gained the capacity to return
to traditional country in the early 1980‟s. Remarkably, a number of Yanangu from
our patient group walked in from the desert and had their first contact with
Europeans as children and young adults.
The reactions of our member group of patients to the most recent wave of
dislocation through end stage kidney disease, are included in this document and
clearly highlight the passionate desire of Yanangu to return to their home
communities for extended visits in order to fulfill their cultural obligations and to
pass on their considerable cultural knowledge and experience to their kin. It is
only in the context of traditional country and the relationship with place that
these cultural practices become meaningful, and the Western Desert languages
can be fully used, and hence maintained, across all social registers.
WDNWPT has successfully established Central Australia‟s first renal dialysis clinic
in a remote community, 550km from Alice Springs, and regularly returns patients
there for extended visits. However, for those who previously lived in other
communities throughout the region, there is no opportunity for returning home
for trips longer than one or two nights. Indeed, there are many Yanangu patients
who have not been home since the commencement of renal dialysis treatment and
have no prospect of ever returning.
A mobile renal dialysis unit will be able to quickly start returning people to these
communities and enable the fulfillment of this project‟s primary objective which is
to re-engage these significant community members with extended family (walytja),
traditional Country (ngurra), and culture through Dreaming stories (tjukurrpa),
songs and ceremonies (tulku) and painting. The mobile dialysis unit will be
comprised of a robust all-terrain vehicle with a custom built rear unit that can be
removed and placed on a new vehicle. The unit will visit remote communities
according to an itinerary negotiated between WDNWPT staff, committee members
and patients.
There are two additional objectives to this project. The first is educational and
aimed at providing culturally appropriate information in language to remote
community members regarding renal health and preventative options including
regular checkups, healthy lifestyle and medication. Our experience in our remote
dialysis clinic also tells us that the presence of dialysis machines and patients in
the community is one of the most powerful educative tools at our disposal.
Our final objective is to use the mobile dialysis unit, as a regional prototype, to
encourage and inform similar initiatives for other remote or rural contexts without
renal facilities and demonstrate the tangible cultural benefits of returning senior
aboriginal people to their traditional lands, communities and culture. The mobile
renal dialysis unit will be a highly visible and symbolic project that will reinforce
the strong public awareness and media campaign that WDNWPT has developed
over the last nine years. This third objective extends beyond our own region and
recognizes that chronic renal failure is a problem that is threatening diminishing
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indigenous communities in other remote regions around Australia and beyond,
where lifestyle has rapidly changed, accompanied by poverty and a lack of
resources.
WDNWPT has previously systematically evaluated all aspects of service deliveryand
will continue to do so with this initiative to ensure the project‟s tangible benefits
are measured and can be utilized by other indigenous organizations nationally
and overseas.
The governing role of our indigenous Committee will ensure ongoing indigenous
control and input to the project and guarantees that this project remains firmly an
indigenous initiative responding in a flexible way to Yanangu expressed needs
and desires.

Sustainability
JLF and WDNWPT are requesting support for one off funding to kick start
this important initiative. WDNWPT has found over the past nine years that
governments are keen to support projects which are examples of
Indigenous responsibility and effort. Such a project fits well into the
framework for funding under the new arrangements in Indigenous affairs.
Shared responsibility and mutual obligations are the buzz words, and this
pilot would provide ample opportunities for such an agreement once up
and running.
WDNWPT came into being through the unique auction of four collaborative
community Yanangu paintings depicting traditional Dreaming stories from the
Western Desert. The significance and cultural value of these paintings was
reflected in the AUS $1 million raised at auction in 2000.
The initiative and selfdetermination demonstrated in
raising these funds has garnered
the organization considerable
support and given us a strong
foundation for negotiating
additional operating funds from
government and ensuring the
sustainability of all of our project
initiatives.
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Proposed Project Narrative
Benefits
Introduction
This pilot project is essentially concerned with a new initiative to address the
problem of dislocation, and the consequent loss of cultural engagement, for the
growing number of individuals with end-stage renal disease from remote Western
Desert communities – indigenous people who are currently reliant on the critical
support of dialysis facilities based at Alice Springs but whose homelands,
language and family groups may be many hundreds of kilometres away.
The new initiative is a mobile renal dialysis unit that will enable these key
community members to return to country and re-engage with their home
community and extended family, with the array of benefits that that encompasses.
In doing so, this will help ensure that the cultural knowledge base of the Western
Desert groups continues to be transferred and sustained.
In order to explain the significance of a unit that is mobile and its role in cultural
maintenance and community education, we first need to provide some
background to the current situation of Yanangu of the Western Desert and the
history of our organization in relation to this.
A prior history of dislocation

The permanent dislocation from community and family for life-long renal dialysis
treatment in Alice Springs is the latest episode in a complex and difficult history
of movement and subsequent change that the people of the Western Desert
regions have experienced for several generations, influenced by a series of
shifting government policies and resettlement programs that have moved from
the concept of „protection‟ to that of „assimilation‟ and on to „self-determination‟
for indigenous people. Today, among the members and clients of our
organization, there are still many stories from those whose families walked in
from their remote homelands to ration stations or who were collected by Welfare
patrols as children or young adults in the 1960s and 1970s, with little or no
previous contact with Europeans.
In 1960 the new government settlement of Papunya, 240 km west of Alice
Springs, brought together en masse indigenous people from diverse language and
dialectal groups and distant locations with the intention of gradual „assimilation‟
into mainstream Australian way of life, including compulsory schooling in English
and marked dietary and lifestyle changes. For the Pintupi people of the far
Western Desert region, this was a shift from nomadic life in small groups
dispersed across a vast desert region, with frequent mobility to visit family, to a
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increasingly sedentary and regulated life among more than a thousand people. It
was in this context that the Western Desert Art movement came into being,
following Geoffrey Bardon‟s early painting initiatives in 1971 with Pintupi men
who had shifted to this uneasy settlement far from their country and language
home, but carrying with them knowledge of their stories (tjukurrpa) and their
designs.
Return to country and the emergence of chronic diseases
In the early 80s, with the realization of „self-determination‟ policies, groups began
returning to their homelands and hence to their language groups (e.g. Pintupi,
Luritja, Ngaanyatjarra, Pitjantjatjara, Yankunytjatjara) with Western Desert
communities established across a vast region (see location map below). Many of
the Pintupi artists who had begun working at Papunya moved back west and
continued to paint from remote communities such as Kintore and Kiwirrkurra. So
whilst Alice Springs remained a service centre, since the 1980s these remote
communities have enabled Yanangu to live back on traditional country reinforcing
traditional Law, revitalizing and extending cultural practices, and using language
across a range of settings, including the restricted social registers of special
mens‟ and womens‟ „business‟ and traditional song-cycles, etc.

Location map of Western Desert region and WDNWPT member communities
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However, having finally achieved this return to country, a new crisis has emerged
in the last decade for Yanangu in the form of chronic diseases such as kidney
failure, diabetes, heart disease, etc., with evidence of a correlation between kidney
deterioration and childhood malnutrition, skin disease and low birth weight. While
kidney disease is an escalating problem in indigenous communities across
Australia (and indeed, overseas), Yanangu from the remote and vast region of the
Western Desert in Central Australia endure the highest rates of kidney disease in
the country at up to 30 times the national figure.
Until recently, those suffering from end-stage renal failure had no choice but to
move hundreds of kilometres away from their home communities for treatment at
the Renal Dialysis Unit (RDU) in Alice Springs (the largest single dialysis complex
in the Southern Hemisphere). Typically, an individual becomes increasingly ill in
their community, often reluctant to leave, and is then abruptly evacuated to Alice
Springs Hospital. They then receive a diagnosis of end-stage renal failure and are
placed on haemodialysis via a dialysis machine for five-hourly treatments on
alternate days for life. Until 2001, all Yanangu received institutional haemodialysis
by default within the RDU. This, the most expensive renal replacement therapy
option, required patients to live permanently in Alice Springs, with limited options
for suitable available shelter not only for them but also for any accompanying
family and carers in indigenous town camps or hostels.
Cultural implications of renal disease for remote communities
The implications of this phenomenon for cultural continuity and well-being are
enormous. Although kidney disease is now expanding to affect younger
community members, the largest proportion of those with end-stage renal failure
tend to be in their late forties and beyond. This group possesses the richest
understanding and knowledge of language and traditional culture and is
responsible for transferring that knowledge to younger generations of Yanangu.
Their permanent removal from their communities fractures this process and
creates significant stress for individual Yanangu who feel they are unable to meet
their cultural obligations and feel a tremendous sense of dislocation and despair.
Kintore community elder, Mr Zimran (now deceased) and other key members
recognized the significant and ongoing loss when elders left their homes for
lifelong treatment in Alice Springs. Mr Zimran was himself an end-stage renal
disease patient who had been relocated to Alice Springs. Apart from the severe
dislocation suffered by individuals relocated who faced homelessness, loneliness
and the shame of living on other people‟s traditional country, this group
recognized the terrible loss to their own community‟s pool of knowledge of family
(walytja), country (ngura), stories (tjukurrpa) and ceremonies (tulku). These
elements are the determinants of Yanangu well-being and the obligation to know
(kulintjaku) and learn (nintintjaku) is the very basis of Yanangu Law.
The (Yanangu) Law is like a human being, it works with Aboriginal people –
Yanangu. Yanangu and the Law is together. If that Law is weakened, people get
weakened and they feel they are weak because they have taken away power in the
community. That is the whole issue about community control under Aboriginal Law.
Smithy Zimran Tjumpitjinpa
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Community response and the first achievements of WDNWPT
This awareness of cultural loss and dissatisfaction with the mainstream health
services‟ approach to treating remote area dialysis patients eventually led to the
formation of an indigenous committee from the Western Desert that was set up to
address the needs of this group, particularly options for returning home on
dialysis. In order to raise funds, a unique partnership was formed between
Yanangu, community leaders from the Aboriginal Art industry and local politics,
and community controlled health services. Papunya Tula Artists Pty Ltd. then
commissioned four remarkable collaborative paintings by senior Pintupi men and
women in Kintore and Kiwirrkura (see Kintore Women’s painting on cover of
submission). These were auctioned along with a range of donated works at a
Sotheby‟s Australia auction at the Art Gallery of NSW in Sydney, November 2000.
The auction raised over AUS$1 million and was used to establish our organization,
The Western Desert Nganampa Walytja Palyantjaku Tjutaku Aboriginal Corp Inc.
(WDNWPT). This name loosely translates as “Making all our families well”, in
recognition of Yanangu desire to mitigate the extent to which kidney disease
threatens the preservation of Walytja or extended familial relatedness at a
fundamental level.
The main goal of WDNWPT is hence to significantly improve the quality of life of
Yanangu on dialysis by supporting them holistically in Alice Springs through our
Patient Support Program and by providing them with the opportunity to return
home as frequently as possible, for short as well as extended stays. After the
auction, WDNWPT started its „Return to Country‟ program immediately, getting
people home for overnight visits between dialysis treatments. In April 2004, the
organization opened the first remote renal dialysis clinic in Central Australia at
Kintore. Since then we have been returning people home for three holidays each
year of between two and six weeks, and providing alternative dialysis facilities and
patient support in Alice Springs from a converted suburban house.

Our dialysis house
in Alice Springs,
providing additional
renal facilities and
support to Western
Desert patients
since 2004

A thorough and detailed evaluation of this program released in 2006 has enabled
WDNWPT to negotiate successfully for Government funding for nurses‟ wages,
three dialysis machines and some capital infrastructure, including our small
dialysis house in Alice Springs and two vehicles.
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1. Betty Nungari, bush picnic
2. Mary Tolson re-unites with grandchildren, Kintore 2006
3. Bobby West, WDNWPT Vice Chairperson and Papunya Tula Chairman at opening of new Papunya Tula
Studio, Kintore 2007
4. WDNWPT dialysis patient, Topsy Gibson
5. WDNWPT dialysis patient, Hillery Tjabanangka sings for traditional men‟s dance, Kintore 2007
6. Senior men lead young men in ceremonial performance at Papunya Tula Studio opening, Kintore 2007
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Maurice Gibson paints
at new Papunya Tula Art
Studio on return to
country trip to Kintore,
2007

A mobile dialysis unit – an opportunity for cultural re-engagement
While many WDNWPT patients lived in Kintore before leaving for treatment in Alice
Springs, or have close relatives living in Kintore and enjoy their visits there, it is
not home for all members of our group. Our patients come from a far wider
geographical area across the Western Desert (see map). Consequently, in 2005,
the WDNWPT Governing Committee identified the acquisition of a mobile dialysis
unit as a very high priority during strategic planning meetings. The Committee
was particularly concerned with providing opportunities for longer visits for
Yanangu who have rarely been home since they started dialysis and who have
significant cultural knowledge to pass on.
The mobile dialysis unit will directly benefit this broader group beyond Kintore by
providing the first opportunity for these senior community members to spend
extended time (one to three weeks) in their home community. This can be
organized to coincide with significant cultural events enabling these people to
fulfill their cultural obligations to pass on knowledge and language in the context
of their traditional country and with extended family.
To gain a direct understanding of the patient‟s perspective on the benefits of a
mobile dialysis unit read the interviews with members of WDNWPT on the
following pages.
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Conversations with Jacob, Jennifer and Howard

Please note: Both Jacob
Mitchell and Ivan Butler have
passed away on dialysis in
Alice. Their families have
allowed their stories to be used
in the hope that they may help
others to go home.
Jacob and Jennifer Mitchell
were born near Blackstone
community in Western
Australia (see Location Map).
Jacob started dialysis
treatment in 2003 and Jennifer
moved to Alice Springs in
order to be with her husband.
Jennifer and Jacob are both
senior members of Blackstone
community and have a
significant responsibility in
passing on cultural knowledge
to those coming up behind
them.

Howard Smith, a renal dialysis patient and committee
member of WDNWPT, was the former Chairperson of
Docker River Council and a senior Lawman. Docker
River is a remote indigenous community in the Northern
Territory near the borders of South Australia and West
Australia. Howard commenced dialysis treatment in 2004
The following transcript is from an interview in April 2007 about
a mobile dialysis unit, for the purposes of this funding
submission. The original conversation was conducted in
Ngaanyatjarra and Pintupi dialects and translated into English
by Jeff Hulcombe. Jeff was the first schoolteacher when
Kintore was established in 1982 and has spent a considerable
number of years on these remote communities since then.

Jacob Yes I am really looking forward to going home. To be
able to stay there and then return here some time later. There
are many people, family to talk to and to sit and be happy with; to stay happy
and then return. I have lots of grandsons and granddaughters living there. My
numerous grandsons and granddaughters would be able to see me. To go and
be happy and to continue happy when the renal bus goes out and stays at
home. A (renal bus) there would be a beautiful thing. It is something to really
look forward to, a renal bus and a sister living there. I am becoming extremely
happy.
Howard

All the young people, they teach the culture at his (Jacob‟s) place. There is a
windmill there.
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Jacob

My grandson is a dancer, a ceremonial dancer, keeping the ceremony hidden
(behind the preparation screen before emerging to dance). I said to him,
“Remain hidden (behind the screen) with your culture. Then dance the
ceremony and continue to look after it. Grandson, keep singing the songs and
get up and keep dancing.”

Jennifer

They undertake it (ceremony) at your place Walula. They are always performing
(ceremony) at Walula.

Howard

All the young people they teach culture at his (Jacob‟s) place. They always go
to that place to teach the grandsons and granddaughters how their dreaming
stands. Yes – they really wish to go (home) but at the moment there isn‟t
anything (dialysis machine) at their place.

Jacob

We might lose our culture here. I can‟t think what to do without a renal dialysis
machine; just can‟t think what to do; no. I would like to look after my inside
spirit.

Jennifer

Renal people they like to go (to ceremony). His (Jacob‟s) Dreaming and story is
standing (not moving). And when this group passes away the next group will not
know.

Howard

They are keeping talking culture at home, which is good. The renal patients
dialysis machine should be there (for ceremony) so they can go and share the
(ceremonial) work; to tell the old stories, to show the country to teach the family
line. Everybody should know. Maybe the young people when they grow up will
be ignorant. Like this old man (Jacob). The old man goes and talks and gives
(his knowledge): “these are all your family, you should understand; this is your
grandfather‟s, father‟s, mother‟s country” – like that. “After my death you keep
following the family line, all of you should know.”
All the young people should learn the dances, the women‟s as well as the
men‟s dances; like that. But sometimes he (Jacob) is missing out. That is what
should be considered, if he is unable to go and stay at home. If he (Jacob)
stops here they will never know, if he passes away here. All his family will be
ignorant of their dreaming and country if he can‟t go.

Jacob

Yes, “this is my son‟s country and I will be giving this place to you in the future
when I pass away.” They are learning just like being in school. Learning hard
they will live knowledgeable. My remaining here (Alice Springs) means that
those growing up behind me, who should get it (the knowledge), will eventually
lose this Dreaming.
You know I was here that time when (ceremony) was at Kintore, I missed
my peoples‟ ceremony. No I couldn‟t make it. How are us renal patients
expected to just get up and go? But placing a dialysis machine close by would
be truly something. Currently we are unable to get up (and go). For my
grandson I recently went to Warburton and cried, I stayed for his emergence
from ceremonial isolation. I lay down and rose at sunrise.

Jennifer

My granddaughters I taught how to dance. At night I taught all those who didn‟t
know. I taught all my young ones how to dance. And they got up and were
doing it this way. Not that way! I put them straight. And they all watched me
teaching my side – “look at your relative, keeping watching her, she is doing it
correctly, you all follow her”. I went to teach my granddaughters.
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Senior women
perform inma
(dancing) at
opening ceremony
for Papunya Tula
Art Studio at
Kintore, 2007

Senior women
performing inma
(dancing) at opening
ceremony in Kintore
for Papunya Tula Art
Studio in Western
Desert, 2007

Yes we two always travelled as husband and wife. We have missed too many
(ceremonial occasions). But if something happen like this (the mobile dialysis
unit) – that would be really good.
Howard

Yes – we really wish to go home, to go and spend time with our family. Then we
can get together and spend time with all our grandsons, brothers and
granddaughters. And we would dearly love to go home and teach all our young
ones. And we think of the many times we have missed ceremonies when they
are occurring. Ceremonial times we should go home but we always miss out.
They all still talk culturally at home. They are holding and teaching culture but
we need more chance to be there.

Jacob

Others are not learning. So what about it? This renal bus is going out to be
there?

Howard

No, we are just talking about it. It is not happening today.

Jacob

Well what about a bus in return for what we have said!
So all the young people and children as well can be taught. To teach them how
to dance, including all the young women.
That is definitely what would make me happy and why I am talking to you…
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Conversations with Ivan Butler

Ivan Butler looks out
to country on arrival in
Kintore, where he was
able to receive
dialysis at WDNWPT
remote renal clinic

Ivan Butler was a senior Pintubi Lawman from Tjukurla (pop. 35) in Western Australia. He
lived in an Aboriginal hostel with his wife and granddaughter and was on dialysis in Alice
Springs since 2002. Mr Butler is an example of someone who held significant cultural
knowledge but was over 800km away in Alice Springs.
He highlighted the personal and communal impact of dislocation in the following excerpts
from interviews held in Pintubi language in 2004 and 2007.

2004

“Mr Farmer and I used to live at Tjukurla community. We would go on trips for
the old men (for sacred ceremonies). We would go in vehicles. But that is now
finished. Some of the old men have died, lots of relatives have died and only
we two are left. Here we are living in this place (Alice Springs). Yes we want to
keep holding on to the Tingarri ceremony (the Northern people‟s song cycle)
also.
I always go in and put them (young men) through punyunyu (initiation
ceremony) as well. Now there‟s no one to put the young men into these large
number of ceremonies.”

2007

“My intention and desire is to build something out there at home; at my home.
That is defiantly my desire, to give to all those other Aboriginal people. All
those younger people are not learning properly. They are not hearing what is
important in ceremony for country. They do not do know and are placing
something else there. Might be another place, another place – that is not right.
It is those things that belong to the old men, their law, that is the one. It is that
way they and myself should be able to live.
What is needed? Something else, a renal (machine) should be placed (there),
so that they can be taught. So all the young people and children as well can be
taught - to teach them how to dance, including all the young women.
That is definitely what would make me happy and why I am talking…
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Educational benefits of the mobile dialysis unit
Another important role for
this mobile unit as it travels
across the region is its
educational function in the
alleviation of future kidney
disease through an earlier
awareness of symptoms and
preventative measures, and in
the demystification of options
for patient care. As we have
learned from our experience
the most powerful way to
communicate information
about renal disease and
treatment is through the
presence of the patients
themselves. The presence of
the dialysis machine also
Marlene Spencer Numpitjinpa – the health worker at
enables people to see the
Kintore & WDNWPT Treasurer
reality of life on dialysis
treatment and provides opportunities for building awareness about kidney disease
and preventative options.
Another key resource for health-related information will be the mobile renal
dialysis nurse and accompanying aboriginal health worker through their contact
with the patients‟ social networks and key stakeholders such as storekeepers,
schools and other health workers/administrators on the community.
To support this, the mobile dialysis unit will distribute resources produced for and
during „Kidney Health Day‟, an annual event organised by WDNWPT for Kintore
Community. We have funding from the Department of Education, Science and
Technology for this work.
Design of the mobile dialysis unit
There are several precedents that we have researched for the design and
feasibility of this mobile unit. One prototype was developed in Western Australia
by renal health expert Fred Ordinski, who converted a campervan for a traveling
renal dialysis patient. Although this model is too small for our purposes, the
specifications and requirements are documented and Mr Ordinski is available to
apply them to a larger mobile unit.
We have also had consultations with Nganampa Health Aboriginal Primary Health
Service and the Territory Health Senior Dentist and viewed their mobile dental
units in Alice Springs. These units have successfully serviced the same cluster of
remote indigenous communities over the past ten years. This consultation has
significantly contributed to our design and alerted us to a range of practical
requirements.

16

Mobile Dialysis Project WDNWPT/ JLF
The unit will have a heavy-duty, robust vehicle base that can negotiate the desert
roads, with a front cabin for driver and passenger, and a purpose-built airconditioned unit at the rear. This rear section, in many respects, would be similar
to that of a medium sized motor home and could be removed from the vehicle
base and placed on a different vehicle if required. It would contain:
 the dialysis machine, water conditioning unit, medical equipment and
supplies
 a fully-reclining patient seat
 a backup sleeping facility and a kitchenette for the nurse/driver for
communities unable to provide adequate visitor housing or for overnight
stops
 a seating area for extended family to spend time with the patient while they
are receiving dialysis (which is a critical aspect of the alternative dialysis
facilities WDNWPT are able to provide both at Kintore and Alice Springs)
 a resource kit of health education and cultural materials in relevant languages
(see above) and a TV/DVD unit.
 a generator
Senior Western Desert artists related to WDNWPT would be commissioned to paint
panels to apply to the mobile dialysis unit in a distinctive and dynamic way. This
artwork would be a strong visual expression of the roles of the mobile dialysis
unit and transform it into a travelling symbol of Yanangu approaches to wellbeing through the strengthening of relatedness to family (walytja) and country
(ngura). To help disseminate knowledge of the project to a wider audience, the
unit could also display logos and websites to link the project to the critical
challenges facing indigenous communities in other Australian regions and
internationally.
Procedure for using the mobile dialysis unit
This procedure follows the successful pattern for remote dialysis established over
four years for our patients who return to Kintore by road, the difference being that
the dialysis machine is permanently located in the clinic there. Trips will be
prioritized in consultation with patients, medical staff and the WDNWPT Governing
Committee. The mobile dialysis unit would generally be used as follows:
1. Patients would get medical clearance from the hospital nephrologist prior
to the trip.
2. One or two patients would receive dialysis in our dialysis house in Alice
Springs to enable the nurse to familiarize him/herself with the person‟s
needs before their departure.
3. The mobile unit would drive from Alice through country to their homeland
destination, if necessary, breaking the journey overnight.
4. The mobile unit would then be set up on the remote community in a
designated location with electricity and water supplies.
5. The patient(s) would stay with family on their community for an arranged
time (maximum one to three weeks) and participate in community life,
receiving dialysis for several hours on alternate days at the mobile unit.
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6. While on the community, the patient, renal nurse and an aboriginal health
worker would encourage awareness and prevention of renal disease (see
above under educational benefits).
7. The mobile unit would then return to Alice Springs with the patient(s), who
would return to treatment in town.
It should also be noted that Yanangu are extremely used to travelling such
extended distances by road – what is more, this movement through country is
itself part of the process of cultural rejuvenation and remembering, often
accompanied by singing as familiar features of the landscape come back into
view.

Summary of project objectives
Firstly, and most centrally, the mobile dialysis unit will extend
WDNWPT‟s capacity to return people to country for extended visits
and, in doing so, allow them to re-engage as important members
of their Western Desert groups and to transfer through language
and performance valuable knowledge, stories and rites to those
coming up behind them.
Secondly, the mobile dialysis unit will serve an explicit and
symbolic educational function, with its kit of human and material
resources for building more understanding of the relationship
between life history and kidney health for Yanangu and the options
available to them for the prevention and management of the
disease that threatens their long-term survival.
Our third objective extends beyond our own region and recognizes
that chronic renal failure is a problem that is threatening
diminishing indigenous communities in other remote regions
around Australia and beyond, where lifestyle has rapidly changed,
accompanied by poverty and a lack of resources. We are confident
that the mobile dialysis unit, as a regional prototype, will
encourage and inform similar initiatives for other remote or rural
contexts without renal facilities and demonstrate the tangible
cultural benefits of returning senior aboriginal people to their
traditional lands, communities and culture. We will endeavor to
disseminate information at every opportunity, through own
presentations at public and professional events, our newsletter and
website, and via the distinctive mobile unit itself to visitors in the
region. Finally, we will encourage the kind of positive and
widespread media reportage that has followed our organization
from its inception and allowed us to both share our findings and
extend our own frame of reference.
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Sustainability
WDNWPT grew out of the remote communities around Kintore and is known and
well regarded across the Western Desert. History has proven that the viability and
sustainability of organizations such as ours hinges almost entirely on the strength
of these relationships.
The community driven history of WDNWPT has been evident from the start and
was reflected in the community‟s capacity to raise a significant portion of its own
funding through its collaborative artworks. Against all odds and significant
government opposition at the time, members of Western Desert communities set
out to prove that remote area dialysis could be achieved and could be sustained.
This demonstration of self-determination and the subsequent success of the
remote dialysis program in Kintore has provided the organization with the
credibility and legitimacy needed to go on to negotiate much needed additional
mainstream health funding from the Commonwealth and Northern Territory
Governments. This funding is gradually replacing donated funds with respect to
payment of staff wages and administration costs.
In the same way the WDNWPT committee is determined to find funding for a
remote area mobile dialysis unit, demonstrate its effectiveness and obtain the
additional funding required to enable it to be viable for years to come.
In addition, we have a commitment from the Northern Territory Government to
provide the unit‟s renal dialysis machine, consumables and technical support
valued at $60, 000 pa and a commitment from Fresenius, Dialysis Suppliers to
provide the water treatment system, overall maintenance and staff technical
training to the value of almost $40,000.

Visit by Federal Minister for
Health, Tony Abbott and NT
government officials to
WDNWPT dialysis house in
Alice Springs, April 2007,
prior to the signing of a new
„Shared Responsibility
Agreement‟

Evaluation Plan
WDNWPT has demonstrated its ability to thoroughly evaluate its programs as
illustrated by the detailed 2006 evaluation (see attached Summary Report).
Similarly, a detailed evaluation plan will be developed to assess the progress and
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outcomes of the three key objectives of this initiative and to identify areas for
further development.
This evaluation will take the form of ongoing action research by WDNWPT staff
and management, which will inform a more formal annual evaluation and
reporting process (see timeline for phasing below).
Preliminary evaluation process
A preliminary evaluation will take place after three months of the program, i.e.
over the first three visits to remote communities. This evaluation will be aimed at
fine-tuning the logistical procedures and planning of the visits, and enhancing the
patients‟ well-being and experiences on future trips. A meeting will follow this
preliminary phase with the committee, manager, mobile dialysis staff and
patients. Participants will report back in relation to the program‟s key objectives
and in respect to any logistical issues encountered along the way. This feedback
will inform the next phases of the project.
Detailed evaluation process
The evaluation from this point onwards will focus increasingly on the impact of
the mobile dialysis unit and the evaluative framework will be organized around
the three key objectives of the program. A written report at the end of the first
and second years will be produced. With permission from the participants, an
archive will be created of any audio-visual data collected during this time.
This evaluation process will utilize both qualitative and quantitative approaches,
and will primarily take the form of action research and data collection by the
aboriginal health workers, patient support team and committee members. The
evaluation process will be project-managed from the dialysis house at Alice
Springs, with administrative support from our office there.
Objective 1: Cultural re-engagement and knowledge transfer
Many positive changes that come about as a result of this „return to country‟
program will necessarily be bound up with other contributing factors in a context
of dynamic social networks and the transmission of knowledge across them.
However, we can enumerate and describe some of the more tangible outcomes
from returning people to country, and evaluate qualitative shifts through other
methodologies as follows:






Quantitative data on:
o the number of dialysis trips undertaken
o the spread of communities visited
o nature of the visits home – eg general visit, important event or
ceremony.
Pre and post-trip interviews with patients, family and other relevant
community members (where possible) to document perceived benefits gained
from enhanced participation in the cultural life of the community.
Video and photo-documentation of dialysis visits.
Requests from any new patients and/or communities to utilize the mobile
dialysis unit for specific cultural purposes.
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Objective 2: Community health and education
The reduction and alleviation of chronic disease in our indigenous population is a
complex process that crosses several generations of social life. To truly isolate
our organization‟s impact on kidney health over the long-term would be an
unrealistic task. Nevertheless, we can begin to measure the short- and mediumterm impact of our program on Western Desert renal health by charting the
following educational initiatives and phenomena including:







Records of when and where educational materials were distributed by dialysis
unit in local languages and dialects.
Documentation of interactions between WDNWPT health workers and various
stakeholders whilst on communities relating to kidney health and treatment,
eg community meetings, liaisons with clinic, school sessions, discussions
with storekeepers re. nutrition and merchandise, etc.
Records of requests for kidney health check-ups whilst on community.
Records of any individuals identified with early symptoms of kidney disease
through the mobile unit and alerted to preventative measures.
Documentation of newly diagnosed end-stage renal patients on these
communities seeking our advice about treatment options.

Objective 3: Promotion of the benefits of the mobile dialysis unit to other
remote indigenous communities.
We will ascertain the effectiveness of publicity and promotional efforts through
documentation of:








Any TV and print media coverage of the project locally, regionally, nationally
and overseas
Public opportunities to speak about project locally, regionally and nationally
Visits to view the mobile dialysis unit by external organizations and parties
Visits to the website screen for the mobile dialysis unit program
Number and nature of requests through different medium for further
information and advice from external parties locally, regionally, nationally and
overseas, eg requests for educational resource kits, invitations to speak,
consultations, etc.
Any related outcomes of these communications, eg implementation of a
mobile dialysis unit elsewhere.
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Proposal Budget and project implementation
One-Off funding
Vehicle

1 x Isuzu 500 long tray truck

Custom built rear unit

Steel framed unit & interior
fittings (excluding dialysis
equipment)

$100, 000

$80,000

Fit out for dialysis
=

$40, 000
= $220, 000

Annual expenses
requested for 12
months
Staff

Renal nurse wage
$75,000 pa +oncosts (super,
staff development,
recruitment, work cover,
annual leave, travel allowance)

$100,000

Project Costs
$25, 000

Fuel

$10, 000

Maintenance

$ 5,000

Educational materials &
screening equipment
=
GRAND TOTAL =
$360,000
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In kind support from WDNWPT includes: great governance, passion and
enthusiasm, patient support back up, use of the purple house to prepare people
for their bush trips, administration, accounting, audit. Cost: Priceless!!!
The unit has a range of other requirements to get up and running and we have
commitments for contributions for the following:
Dialysis machine – Northern Territory Government
Water treatment- Fresenius Medical Care Australia
Technical training/trouble shooting for nurses with dialysis equipment –
Fresenius Medical Care Australia Pty Ltd
Dialysis equipment maintenance – Fresenius Medical Care Australia Pty Ltd
through contract with NT government
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Project implementation plan
Project phases
After this point, the program will continue for subsequent years, visiting Western
Desert communities without renal dialysis facilities, with ongoing evaluation
reports produced each calendar year.
The three phases are as follows:
PHASE A - Preparatory phase (6 months)
Each of the following areas of preparation will happen simultaneously over a
period of six months.
Mobile dialysis unit
 Drafting of mobile unit design with consultants
 Sourcing and purchase of vehicle base
 Construction and fit out of rear unit, and fixture to vehicle base
 Test drive and trialing of mobile dialysis unit equipment at WDNWPT
dialysis house in Alice Springs
Educational resource kit
 Resources created for and during „Kidney Health Week‟ by WDNWPT will be
reproduced for the mobile dialysis unit, including DVDs and printed
materials.
WDNWPT staff
 Training for a trucking license, where required, will be provided for remote
nurses.
 Staff training in program evaluation and familiarization with educational
resources.
Remote communities
 Visits to selected communities to meet with community stakeholders to
arrange logistics.
 Drafting of a provisional schedule for first three community visits.
PHASE B – Pilot Program
The mobile unit will operate for 12 months, with an evaluation and feed back
process after the first three.
During this three-month period, ongoing evaluation and reporting will be carried
out by mobile unit staff and management. Feedback will be collected from the
patients, their carers or family members and community stakeholders.
Preliminary evaluation
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Based on feedback from the initial three visits, a new schedule will be drawn up
in liaison with patients and communities. In this ongoing phase one or two
patients will continue to be taken out to each community and they may stay
between one and three weeks on the community. As set out in the evaluation
plan, ongoing action research will take place during this time. Further funding
and philanthropic support will be sought.
Report
An annual report will be written a year from the commencement of community
visits (i.e. 18 months from the project starting date), drawing on ongoing
evaluation throughout the first year of the project and collation of quantitative
data (see evaluation plan above).
This will signify the end of the pilot project, however, we are confident the
program will continue in this way over subsequent years returning people to
country and family, with special visits by the mobile dialysis unit to other
indigenous community events such as arts and cultural festivals.

Project management and governance
The project will be managed from Alice Springs by the WDNWPT manager, in close
collaboration with the nursing staff and patient support team.
Our administration officer will take care of the day-to-day administration and
assist the manager with the practical coordination of the program.
The WDNWPT committee will have overall governance for the program and
convene regularly to discuss all programs at WDNWPT.
As this project will be a joint partnership with Jimmy Little Foundation, regular
contact will be maintained with Jimmy, Buzz and the Directors. Assistance will be
sought to document the story of the truck and Jimmy will be invited to take part in
health promotion activities. Jimmy‟s „Thumb‟s up‟ project of healthy food for
communities will dove tail nicely into this one.
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Human resources for the project
We will be recruiting an experienced Renal nurse with a sense of adventure for
this pilot project. Their support will come through WDNWPT. The human
resources will be made up of paid WDNWPT staff (nurses, patient support workers,
administration workers), committee members, community and family members
and skilled volunteers. The new program will dovetail into our existing Return to
Country programs and Kintore clinic trips in terms of general administrative,
patient support and medical procedures prior to patient‟s departure. Our senior
nurse will oversee clinical standards.
WDNWPT accounts are managed externally by Anangu Accounting Pty Ltd and are
audited annually.

Some of the current members of the WDNWPT governing committee
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Supporting Documents
Copy of WDNWPT Summary Evaluation Report 2006

Conclusion
This project offers a first of it‟s kind opportunity for innovative educational and
treatment services delivered in a culturally appropriate way. WDNWPT‟s experience
in delivering remote dialysis services and Jimmy Little Foundation‟s ability to
engender community and philanthropic support holds the project in great stead.
This project WILL receive national and international publicity and has the potential
to change the face of renal care.

27

