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1. INTRODUCTION
This report is the key product of the Renal Patient
Preceptors Workforce Development Project. The
project was initiated by Western Desert Nganampa
Walytja Palyantjaku Tjutaku, also known as Purple
House, and managed by Panuku, the Darwin based
hub of Purple House in the Top End. This workforce
development project was funded by the Northern
Territory Government through an Aboriginal
Workforce Development grant.

Background
Purple House is an Aboriginal community-controlled
organisation. It was started as a reaction to the need
for Pintupi/Luritja people to leave their families,
country and homes to seek treatment for end stage
renal failure. Dislocated to Alice Springs they suffered
great loneliness and hardship. Communities feared
for their future wellbeing if senior Pintupi were not
there to pass on their cultural knowledge.
In 2000, with the help of Papunya Tula Artists and
Sotheby’s, people from Kintore and Kiwirrkurra
painted pictures for an auction at the Art Gallery of
NSW. The Western Desert Dialysis Appeal raised over
one million dollars.
In 2003, Purple House was incorporated as Western
Desert Nganampa Walytja Palyantjaku Tjutaku.
The name means ‘Making all our families well’. It
recognises that people must be able to stay on
country, to look after and be looked after by their
families, and its mission is to improve the lives
of people with renal failure, reunite families and
reduce the impact of kidney disease in communities
associated with the corporation.
Purple House has an all Indigenous governing
committee who are elected by members. Since the
commencement of dialysis treatment in Kintore in
2004, it has grown to have dialysis units in fourteen
remote communities, as well as at the Purple House
in Alice Springs. The Purple Truck, our mobile dialysis
unit, gives patients the opportunity to spend time
in their home communities where there is not a
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permanent dialysis service. Other services offered
by Purple House include safe travel to communities
for funerals and community events, social support,
advocacy, wellbeing activities, health promotion and
education and primary health care. Purple House is
a registered charity with Deductible Gift Recipient
status (DGR).
The diverse Purple House team includes renal
patient preceptors (preceptors) who are Indigenous
people with lived experience as recipients of dialysis
services. The renal patient preceptor role is to
provide expert advice and reassurance to patients
as part of the professional health service team.
Preceptor positions are mainly in Darwin and Top
End communities which include Lajamanu and
Yirrkala and more recently Angurugu on Groote
Eylandt.

Project Overview
The aims of the project were to:
•

Develop the preceptor job role by identifying
the skill set and any professional development
required to build relevant skills and knowledge.
(See Appendix A Renal Patient Preceptor position
description).

•

Raise the profile of the preceptor as valued care
workers whose role supports cultural safety for
dialysis patients. (See Appendix B Project brief).

Claire Kilgariff was recommended and chosen to be
the project facilitator by the group of preceptors.
Ms Kilgariff has extensive experience working with
Aboriginal individuals and communities on workforce
development projects. The project facilitator worked
closely with a core group of five preceptors based
in Darwin and surrounding areas. The facilitator
consulted with preceptors as leaders in their
profession. This project report is the result of the
process as developed and directed by the group.
The five preceptors are:
•

Lachlan Ross (Lajamanu)

•

David Croker (Darwin)
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•

Gundimulk Wanambi Mahaweli (Yirrkala)

•

Jacqui Amagula (Groote Eylandt)

•

Markirdi Rose (Lajamanu)

The project was managed in Darwin by Heather
Hall, manager of the Panuku office. The project
management team included preceptor Lachlan Ross
as a key driver of this project. Mr Ross is the longest
serving and most experienced preceptor and was
involved in and consulted about all decisions and
outputs of the project.

Project Protocols
The following protocols were adopted:
•

All experiences and knowledge developed and
shared in the workshops remained the property
of the individuals and preceptor group.

•

Most stories should be de-identified to protect
privacy of clients.

•

The preceptors have final say on the inclusion or
exclusion of any parts of the document.

The report remains the property of the preceptors
and no part can be shared or discussed unless
agreed to by the preceptors.

2. METHODOLOGY
The Renal Patients Preceptors Workforce
Development Project is not a social research project
in the conventional meaning of research. Rather
it is a process of documenting an emerging body
of practice by the group who are undertaking the
daily practice of being a preceptor. The role of the
facilitator was to assist the group to document their
practices and mental models, and together sort,
structure and clarify the information to provide a
useful source document to undertake further review,
thinking and decision making about the renal patient
preceptor role, future and practices.
In the project initiation and planning stage, meetings
were held with the project management group,
Heather Hall, Lachlan Ross and the other preceptors
where the project methodology was discussed. As
‘lived experience’ is one the most important aspects
of the preceptor role, and the intention of the project
was to document the emerging practice of the
preceptors, it was decided that an adapted Learning/
Telling Histories or Stories narrative approach
to documenting the preceptors’ experience and
practice would be adopted. Working according to the
principles set out below was to be a critical part of
the process.
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The Learning History method was developed by
social researchers from the Massachusetts Institute
of Technology’s Centre for Organisational Learning
as a process to better understand processes of
knowledge transfer. This approach is particularly
suited to sharing knowledge and experience across
cultures. Shaw (1996) articulates the key principles
for this method of developing participatory methods
for change and group model building:
•

Participation: Stakeholders of the central issue
are involved

•

Flexible design: stages can be combined,
repeated, circled through

•

Multi perspective results: ambiguity and power
roles play their part in it

•

Systems thinking: thinking in patterns and
dynamics of relationships in the system the
organisation ‘lives’

•

Connecting past, present and future

•

Social relations are made in shared experience, in
conversations

The group quickly adopted a story-based approach
to developing ideas. Bessarb and Ng’andu (2010)
emphasise the importance of ‘yarning’ to Aboriginal
people and the primacy of stories as a method for
transmitting and sharing information and practices.
This practice is recognised as being particularly
culturally appropriate by Indigenous researchers and
those working with Indigenous peoples (Wingard, B.,
& Lester, J. 2001).
Documenting an emerging practice relies heavily
on stories and conversations about that practice
which allows the participants to pay attention to
what they hear each other saying (Sandelowski
1991) and develop and structure their ideas and
understandings together in a community of practice
(Denborough, D., Koolmatrie, C., Mununggirritj, D.,
Marika, D., Dhurrkay, W., & Yunupingu, M. 2006).
From the first stages of the project the preceptors
decided it was important that the report be written
in a ‘plain’ English voice, in a style that was consistent
with the narrative. They required the product of
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documenting the narrative to be something which
could be shared easily, especially with Aboriginal
people who may have English as their second, third
or even more, language.
The workshops had three main purposes: they
were an inquiry process for revealing preceptors’
understanding, mental models and lived experience
of the role; a way of developing group ideas about
this new role; and finally, a process for developing a
preceptor community of practice.
While the preceptors were all well known to each
through the community of care which has formed
around Panuku, the five preceptors had not worked
together as a team of service providers in the role of
preceptors. David and Lachlan had collaborated for
many years in the provision of advocacy and support
to Aboriginal renal disease sufferers, Jacqui Amagula
and Gundimulk Wanambi Marawili had been working
formally as preceptors with their communities for
approximately two years and Markirdi Rose was new
to the role in 2017.
In practice what this process looked like was a series
of workshops which gradually moved through four
main stages:
•

Exploratory conversations and storytelling about
the practice of being a preceptor

•

Structuring the conversations and stories into key
ideas and role elements

•

Refining and detailing ideas and elements into a
document.

•

Stage 4 reviewing and revising the document

Stage 1
During this stage the group met in Darwin in a series
of three workshops over the period 24 to 31 October
2017. These workshops were held on Tuesdays and
Thursdays from 9 am to 12 pm. This time was chosen
so as not to interfere with the dialysis appointments
of some of the preceptors. Not all the preceptors
attended all sessions. Attendance was determined
by availability, health and whether people were in
Darwin or back on their own community.
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The first workshop commenced with Heather
Hall giving an outline of the project and the
facilitator talking about the Learning Histories of
Telling Histories inquiry approach. This approach
was familiar to all the preceptors from previous
roles as collaborators in research projects or as
educators. The workshops then moved to a series of
conversations and stories about the practice of being
a preceptor.
These early workshop conversations were often
initiated and led by Lachlan Ross and David Croker,
both of whom have been active in this area for many
years. At each workshop key ideas were noted by
the facilitator on wall posters so that all members of
the group could see them. Detailed notes were also
kept by the facilitator as the conversation moved
from general information about an issue or an idea
to detailed storytelling and specific illustration of
particular points and features of the preceptors’
practice or lived experience of renal disease and the
health system.
At the beginning of the next workshop the facilitator
would provide notes and a summary of the previous
conversations. This would then be followed by some
clarifying questions from the facilitator or statements
from the preceptors of how their thinking had
developed in the intervening period. This would then
lead to the next series of stories and conversations.

Stage 2
After three workshops the group moved into stage
2 from 27 November to 4 December 2017 which
had the same structure and organisation as stage
1. During stage 2 the group began to articulate
the elements of their role and the keys issues they
wanted to address in the report.
At appropriate times and in response to developing
ideas and questions about the role of a preceptor,
the facilitator would bring to the group documents
of relevance. At one stage the preceptors were very
interested in how roles became professionalised and
recognised. Together the group investigated
exemplar documents that interested them such as
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the Northern Territory Department of Education
Professional Standards for Assistant Teachers and
the corresponding Enterprise Bargaining Agreement
and the National Code of Conduct for Health Care
Workers (Queensland).
At the final workshop for this stage the preceptors
formulated the elements they thought were of
significance to articulating and clarifying the role
of a preceptor. These elements then became the
structure of the report.

Stage 3
The structure of Stage 3 workshops followed that of
Stages 1 and 2. Three workshops were held between
4 December 2017 and 11 January 2018 on Tuesdays
and Thursdays 9-12. Once again not all preceptors
were at every workshop, however most were at the
majority of workshops.
In the Stage 3 series of workshops the preceptors
entered into an intense period of structured work
in which each element was detailed and refined,
and detailed personal and or illustrative stories
were articulated. Through this stage a series of
recommendations were also developed as the need
for change or action became apparent.

Stage 4
During Stage 4 the draft document was provided to
the project management team and the preceptors.
They provided feedback over the phone, Skype and
by email, and at a final face to face workshop to
finalise the report.

3. WHAT IS THE ROLE OF THE
PRECEPTOR?
The Macquarie Dictionary definition for preceptor
emphasises the role of teacher and tutor.
/prәsεptә/ (say pruh’septuh) - noun an instructor; a
teacher; a tutor.1 [Latin praeceptor]

https://www.macquariedictionary.com.au/features/word/search/?word=preceptor%20&search_word_type=Dictionary
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1. A renal patient preceptor is an Aboriginal person
who has lived experience of the renal disease
journey and can provide expert advice and
reassurance to Aboriginal renal patients.
2. Preceptors have a passion for helping their
people, supporting, educating and mentoring
Aboriginal individuals, families and communities
to undertake the renal disease journey with
knowledge, empowerment, dignity and hope.
3. Preceptors have a commitment to improving the
renal health care system through advocacy.
4. Preceptors are skilled intercultural
communicators, able to work both ways and
assist both Aboriginal people and non-Aboriginal
people to communicate effectively and to
develop and manage relationships which assist in
high quality culturally appropriate renal care.

4. PANUKU RENAL
PATIENT PRECEPTOR HISTORY
By 2012 as the Lajamanu Renal Project progressed,
Purple House recognised the need for contact and
support for Darwin based Warlpiri and Gurindji
patients and families.
Lachlan Ross was part of the original Lajamanu
committee that guided the development of the renal
service in Lajamanu. He had commenced dialysis by
the time the Lajamanu Renal Unit opened. As the
support structure in Darwin developed, it quickly
became evident that the need for a community
cultural guide was needed to work alongside the
non-Indigenous staff with no connection to core
community. Mr Ross was ideal for the role and
nominated himself as key patient/community contact
for link-social support workers to partner with.
Initially the role was voluntary, but the need to
respect and appropriately remunerate the important
work lead to the creation of the preceptor role. In
2013 the role moved from a volunteer to a paid
position.
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Funding
The preceptors are funded by their communities.
Communities contribute to the various aspects of
the renal program budget that are not funded by
mainstream or government funding. Purple House
has a priority to increase Indigenous employment
opportunities and works with community to identify
and support roles for local people as Indigenous
Liaison Officers (ILO), Aboriginal Health Practitioners
(AHP), Social Support and Committee members.
As the preceptor role developed, permission was
given by community funders to allocate resources
to wages for the preceptor team. This took the
role from volunteer to paid employee. As the
Purple House reach into Top End communities
has increased, each region has recognised the
importance and strength of the preceptor role and
funding support has continued.

5. RENAL CARE AND
PRECEPTOR TIMELINE
This timeline shows the development of renal care
in relation to the story of Purple House and that of
the preceptors. It was based on the work of Dr Jacqui
Hughes.
1954

First successful kidney transplant in Boston

1954 First haemodialysis performed in Queensland
using homemade equipment
1955 First commercialised dialysis equipment
produced
1960 First meeting of International Society of
Nephrology
1964 Australian and New Zealand Society of
Nephrology Renal established (subspecialty society to
advocate for renal policy)
1965

First successful Australian renal transplant

1970 Haemodialysis commenced in NT (two nonIndigenous people on home dialysis in Darwin after
training in Adelaide)
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1977 Australian and New Zealand Renal Data
established (ANZDATA)
1978 Acute dialysis commenced ICU at Royal
Darwin Hospital
1980

First NT dialysis unit opened

1980 - 1990s Visiting specialists from Adelaide
provide care (Dr Di Howard, Dr David Pugsley)
1982 David Croker’s family renal journey
commences. Five non-Aboriginal people on home
dialysis and one Aboriginal person on self-dialysis at
RDH with home buddy.
1983

NT Dialysis Unit opened at Coconut Grove

1985 -1993
Dr P Wilson AM advocacy for new
renal services. Growing awareness of impact of
chronic renal disease in Aboriginal communities
1988 Jacqui Amagula’s family commences their
renal journey.
1989 Australian and New Zealand Organ Donation
Registry established
1995 Dr Paul Snelling first permanent Nephrologist
working in the NT
1995 Dedicated Acute Renal Unit opened at Royal
Darwin Hospital
1998 Gundimulk Wanambi Marawili’s family renal
journey commences when her sister starts dialysis
1999 Tiwi Islands dialysis unit opened (6 chairs),
self-care model with limited nursing support
2000 The Western Desert Dialysis Appeal raises
$1.1 million at the Art Gallery of NSW
2001 Return to Country and Social Support
Services begin in Alice Springs
2001 Pintupi Luritja Kidney committee is formed,
and members travel to Bidyadanga and Broome in
WA to explore remote dialysis options
2003 Western Desert Nganampa Walytja
Palyantjaku Tjutaku Aboriginal Corporation (Purple
House) is officially incorporated

2004 Purple House starts dialysis service, one
machine in Walungurru (Kintore) (based in the
Pintupi Homelands Health Centre) and second
machine in the Purple House in Alice Springs
2004 David Croker commences dialysis and
achieved self-care
2005

Jacqui Amagula commences her renal journey

2005 Purple House purchases its suburban
headquarters in Mparntwe (Alice Springs)
2007 Provision of primary health care services
commence at the Purple House
2007

David Croker receives kidney transplant

2007

Jacqui Amagula commences dialysis

2008 Kurra Aboriginal Corporation requests
Purple House establish dialysis in Yuendumu –
Warlpiri including Lajamanu advocate for dialysis on
community
2009

Lachlan Ross commences his renal journey

2010 Lachlan Ross and Gundimulk Wanambi
Marawili commence dialysis
2010 Dialysis services commence in Yuendumu
and Ntaria (Hermannsburg)
2010 Woden Rotary renovates new premises in
Walungurru (Kintore) increasing capacity to two
machines
2011 The Purple Truck (funded by Medicines
Australia) is launched at Papunya Tula Artists and
travels on its maiden voyage to dialyse in Papunya
2012 Lachlan Ross starts working with Purple
House and becomes a committee member for
Lajamanu Renal Unit. Lachlan commences work as
the first renal patient preceptor.
2012 Lachlan Ross and David Croker are
foundation members of Renal Advocacy Advisory
Committee (RAAC), a self-formed patient advocacy
group for improved services for Aboriginal renal
patients. RAAC was initially supported through
Menzies School of Health Research project STARRS.
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David Croker was employed as project officer. The
group provides community feedback to the project
regarding approach and advice.
2012 Purple House commences social support and
return to country program in Darwin for Warlpiri and
Gurindji clients living in Darwin and Katherine for
dialysis treatment
2013 Purple House commences providing dialysis
in Lajamanu and Warburton. A second chair and
dialysis machine are installed in the Purple Truck
doubling its capacity
2013 Lachlan Ross receives kidney transplant in
Adelaide and returns to Darwin
2013 Central Australian Renal Voice (CARV)
established as a consumer advocacy group. RAAC
and CARV supported by Purple House and function
on a volunteer basis
2013 Preceptors included in some SONT flights to
Lajamanu with Outreach Nephrology team. Some
involvement with clinic at Lajamanu.
2013 - 2014
Kidney Health Australia (KHA) invites
and provides resources for two RAAC members to
attend the National KHA consumer meetings. Limited
focus on Indigenous issues and no ongoing funding
available to support RAAC.
2014

Panuku opens in Rapid Creek.

2014 Purple House celebrates 10 years of dialysis
in Kintore. Dialysis services commence in Kiwirrkurra.
2014 Preceptor (Warlpiri) co-present to Kurra –
Community Funders at CLC meeting in Lajamanu
2014 Preceptor and Panuku invited to present at
NT Renal Joint Clinical Meeting ‘Working in a two-way
method’.
2014

Markirdi commences her renal journey.

2014 Preceptors and RAAC members invited to
participate in NT Renal Services Behavioural Change
workshop

2014 Menzies School of Health Research, Models
of Care project – casual employment of one Top End
and one Central Australian well patient as community
consultants
2015 Purple House commences providing dialysis
services in Ltyentye Apurte (Santa Teresa)
2015 Purple House starts working with Miwatj
Health in Yirrkala providing dialysis
2015

Markirdi Rose commences dialysis

2015 - 2016
Gundimulk Wanambi Marawili and
Jacqui Amagula commence work with Purple House
as preceptors
2016 RAAC members invited and attended MAC
(Medical Advocacy Committee) at RDH
2016 David Croker commences work with Panuku
as a Social Support Worker
2016 Lachlan Ross, David Croker and Gundimulk
Wanambi Marawili – invited to participate in
consumer panel at the Darwin ASM meeting – focus
on Patient Centred Care and Access
2017 Purple House commences dialysis in Groote
Eyelandt in partnership with Miwatj
2017 Markirdi Rose commences work as a renal
patient preceptor
2017 Purple House awarded NTG Aboriginal
Workforce Grant (Employer Choice) to undertake
Renal Patient Preceptor Workforce Development
Project.
2017 C-AIR (Asserting Indigenous Rights in Renal)
project lead by Dr Hughes receives Lowitja funding,
RAAC included as a project partner and chief
investigator. Funding included in grant to support
RAAC reinvigoration.
2018 Starting in November remote dialysis receives
funding through a new Medicare Benefit Schedule
item number

2014 Preceptors invited to meet with Professor
Malcolm King and Dr Alexandra King
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6. OUR STORIES TO
BECOMING PRECEPTORS
Lachlan Ross
My name is Lachlan Ross, I’m a Warlpiri man from the
Tanami desert and I come from the community of
Lajamanu.
From Lajamanu I went to Alice Springs for schooling
at Yirara College. I finished there in 1983, I was asked
to come back but I said I had had enough. I ended
in year 10. Yirara is where I learned to communicate
well with Kardiya (non-Indigenous) people.
Then I went home to community life, doing
community work, living the normal community life.
I would travel to Katherine and Darwin because
of family being in town and those places were the
closest town and city. I travelled a lot between the
towns and city. Once in a while it would be Alice
Springs. I was a healthy young man, I had a pushbike
and would ride my bike everywhere, I could go
anywhere. I was a bricklayer. My job was working as a
supervisor of a work team.

After that there were lots of changes in the
community and we couldn’t get permanent jobs any
more, not the jobs that were we used to, I started
drifting in town, into Katherine, living that kind of
life, and to Darwin trying to catch up with family in
Darwin. This was my second home. I was still young.
I thought I’d stay in Darwin. I got diabetes in 1990,
after a couple of years things just got from bad
to worse as I was trying to get my diabetes under
control. Diabetes changes the way people think and
it’s hard because people didn’t want to talk about it. I
struggled with trying to live a normal life until the day
my kidneys started failing.
In 2009 I went into the hospital for a check, actually
walked in but never walked out!
I just crashed with sudden renal failure. I was in
ICU. After I recovered I spent about 5 to 6 months in
hospital learning to walk again. I was told after that
‘you will have to be on dialysis soon’.
They do not ask if you want to be on dialysis, they
just tell you. I had six months to think about it from
September 2009. In February 2010 is when I started
dialysis. The first time I got on the chair and saw the
nurse put the needle in; it was scary for me. I was
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told I would be sitting in the chair for five hours. I
saw the other people sitting, lying, sleeping. I didn’t
do anything, I just sat looking around because I was
scared I would not wake up again.
I’m not a person to be scared easily!
It took me a while to develop the confidence to be
able to go to sleep on the chair and getting used
to the new routine in my life. Dialysis every second
day. It was a headache, but it was the thing that was
keeping me alive. I was trying to accept it and think
about it and realised this is the life I’m going to live
from now on.
Some of the nurses where I was having dialysis
started talking about being on the transplant list.
That’s when I asked them what that was about. They
said it was about getting a donor kidney, and you
would be able to get off the machine but still take
medication. But that was a long way coming. I had to
wait for a donor kidney to come up.
While I was waiting for those four years to pass I
needed something to keep myself busy so I ended
up working for the community through the Purple
House. That was in 2012. After that I was one of the
Purple House staff. At first, I didn’t really know much
about the Purple House. I was asked to go to Alice
Springs and learn about the Purple House, about
what they do in the community.
One of the things they do is set up community renal
units for people to have community respite time. I
thought that was a good idea, so I thought, I can help
with that and help set up the one at Lajamanu. I went
to Kintore to see how it worked out bush and how it
could work at Lajamanu.
I thought it was good getting nurses out in the
community and helping people get back home to
their country. So, I thought I’d help set up the Renal
Unit at Lajamanu. A year later after lots of work by a
lot of people, one was set up.
I did a lot of advocacy, we had to go around and talk
to people. I was talking to community people, talking
with people in the Purple House. We had to convince
the community that this was a good idea. They saw

it as just another thing that the government wouldn’t
give them. I was the only member of the team who
was on renal and with all the work to get a renal unit
at Lajamanu I still had to go to dialysis. They would
book me in there at Purple House.
We got the funding for the Lajamanu unit, but the
government provided the machines. The nurses were
different. The Purple House had to fund the nurses.
That’s when they started the art sales. The art sales
started the funding for nurses in the community. I
still do advocacy to help get funding. I had a meeting
with ANKAAA (Association of Northern, Kimberley
and Arnhem Aboriginal Artists) the other day to
explain about what art can do to raise funds for
community needs.
In 2012 I was involved with setting up the Renal
Advocacy and Advisory Committee (RAAC). This group
was a way of getting people together to talk about
the problems they have as patients. We try to talk to
the policy people who make decisions about changes
to the health system.
In November 2013 I got a call. I was still involved
in the plan to set up the renal unit and everything
was going to plan. I got a call for my transplant. I
was in Alice when I got the call. It’s a call that is not
like any other call. Everything froze. I could see the
kids playing outside but I couldn’t hear anything but
the doctor talking. I said to my brother ‘I’m going to
hospital, I’m going to Adelaide tomorrow’.
Next day I flew to Adelaide. As soon as I got there
it was straight to the operating room, woke up in
the morning and I’m all hooked up. I said what
happened? They said you have a new kidney. I was
thinking ‘it doesn’t feel like it’ but I looked on my side
and saw the big patch. They showed me the little
button to press to control the pain. After a few days
they took all the wires and monitors away. They said
now you can walk. Then I could really feel the pain!
But there was no support in Adelaide for transplant
patients from out bush. Luckily, I found an
Indigenous nurse and she took me to this place
Kangaawodli2. It’s a place for Aboriginal people with
transplants and heart problems. Anyway, this place

2
Kangaawodli Caring House, a culturally safe accommodation service available to Aboriginal consumers who live more than 100km
from Adelaide.
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was culturally right. It had a pit for cooking kangaroo
tail and they understood about Aboriginal people. I
spent another two weeks in the hostel making sure
I understand my medication and having blood tests.
They were mixing and adjusting my medication to
get everything under control. I learnt about all the
things to understand how to manage my transplant
properly.
I saw that the hostel was mainly for heart and
transplant place. The kitchen was always open so at
midnight if people wanted a snack they could eat.
Lots of people get overweight after a transplant, I
was determined not to get like that because you then
have other problems. The hostel was good. We had
our own breakfast and we would make it ourselves,
good breakfasts, proper food like served in a
restaurant, not like the food in the hostels in Darwin.
In Darwin the people pay a lot of money at them and
the food isn’t always good.
I have been working as cultural advisor for the
Purple House. I started getting paid for my work as a
preceptor from 2012.
I learned about the renal medical knowledge, about
talking and listening and asking my renal nurse
about it.

I am always trying to tell patients the right story.
I work, not every day but a lot. Yapa and Kardiya
always point me out to ask me questions. A lot of my
work is community connections, I have connections
with lots of communities in the Desert and the
Centre. I can help people.
I do a lot of talking to medical people, at conferences
and at meetings. Things are getting better for people
in renal but slowly.
After all these years I feel like I need a break. I feel my
heart and head is full of renal.

David Croker
It’s been over thirty years ago I first saw a dialysis
machine. That machine belonged to my father. When
I first saw that machine, it was a big shock seeing him
hooked up to that machine. The machine was set
up in our back room of our three-bedroom housing
commission home with my mum being his buddy.
I never thought about renal failure back then being
in my early twenties and renal failure wasn’t much
heard of then. Back then there were only a handful
of patients.
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In that time, I went from seeing my father go through
that, then my mum fell sick and she too ended up on
dialysis in the late nineties, and then I started to see
more people needing renal treatment.

As I was getting older we went to school every day
with my three sisters and two brothers. On the
weekend we went gathering bush food plums, yams,
mussels and oysters.

Then in 2004 I was told that I had polycystic kidney
disease. Then I started dialysis and in 2007 I received
a transplant.

As a young person I spent a lot of time in the
classroom. In the classroom I met a student teacher
– I helped her with preparation; reading books,
photocopying and doing stencils. I started to become
interested in teaching assistant work. I played
basketball with that student teacher. We went to
become very good friends, and we went on trips,
played basketball, went to national championships.
We still stay in contact. Her name is Helen McCarthy;
we are still friends. Helen lives in Perth.

Over that time with seeing my father in the ‘80s my
mum in the ‘90s and myself in the 2000s, I have seen
the renal population grow over that time with mainly
Indigenous patients and the overcrowding of the
dialysis units.
With the increase of my people needing treatment
I have seen the struggle we are facing and have
faced over a long period time. The struggles of
homelessness, death, culture, education, missing
family and understanding medical terminology are
the barriers we go through.
In 2012 we formed the RAAC which is made up of Top
End renal patients from different language groups
from across the NT.
I started working with Panuku in 2016 in the social
support role but having been working as a preceptor
supporting people for many years.
So, with my experiences around renal failure and
listening to Indigenous patients in the clinics around
the community and in the meetings, the message we
want to send to the government is that we want to
have our treatment on our own country.

Jacqui Amagula
I come from a strong family, from Groote Eylandt. My
mother and my father always made me go to school
and get a good education. My father didn’t have
another job, he was a fisherman and always hunted
for bush food. My mother was a health worker, she
was always travelling to learn to be a health worker.
Us kids went to school every day.
My dad was always out hunting with the men, so
we had fresh bush food all the time, food like fish,
dugong, wallaby, mussels and crab.
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As I grew up I became more interested in looking at
the outside world. Helen and I went on a lot of trips,
she also convinced me to study and train to become
a teacher. I wanted to be a teacher at home, my life
work was within my community. I loved being with
my family and friends. My life was very enjoyable.
My first teacher training was at Deakin at the
University. I also did work experience / placement
at a Koori school –they had to observe me, doing all
preparation work like getting the classroom ready for
the children.
It didn’t take me long before I was homesick - after
about four weeks I came back!
Still, studying training and education was the passion
in my heart. Times moved on, I had my first daughter,
but I kept on working at the school. My friend Helen
shared the care of my daughter with me. I adopted
Helen as my sister. We spent a lot of time together
around the campfire telling stories. I learned a lot
about western ways from her.
We shared a lot, she had a son - we were a family
together. I was living with my family also in that
house, it was really big – grandmother, auntie and
uncle, my sister and her husband and daughter. We
all did what we had to do in the community, my dad
kept on fishing and made a homeland on Cameron
beach – he built a house. We spent a lot of time
there; we would pick periwinkles and go and get
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pandanus nuts, mussels, mangrove oysters; we ate a
lot of bush tucker.
In those days I was really healthy, really skinny from
swimming and hunting and eating bush tucker. I met
Jacob my husband when I was 15 and he was 19. We
met playing sport, playing basketball.
In those days my parents were really strict. We were
not allowed to live together. Jacob used to help my
dad, so my parents decided he could come and live
with us. At that time, he was always working, building
houses in outstations, putting in pipes and taps in the
community. This was about 1982.
Time past and I finished my second year of teaching
training and started a full-time job at the school,
continued studying and finished my Diploma of
Teaching qualification at Batchelor Institute in 1993
when I was in my mid-twenties.
I continued working and did the Department of
Education Indigenous Leaders Network course.
After that I had lots of leadership roles. I was
attendance officer and Angurugu Liaison Officer at
Angurugu School, I was the women’s basketball team
coordinator/coach. I was the Council Chairperson

at Angurugu School Council. I was also sport
and recreation coordinator for Umbakumba and
Angurugu.
I did all my leadership roles, organised a lot of
festivals and sports carnivals and did trips away from
Groote. As my daughter was growing up I went to
Alice Springs and lived with my grandmother while
my daughter did year 12. But I still loved my life
on Groote.
My life went on, I got better and better and more
skilled as a leader, I was a good speaker. I was in
some reference groups: NT Indigenous Education
Council, Early Childhood Reference Group, and
then when the Groote Eylandt College opened I was
the Indigenous Director. The balanda (whitefella)
Principal worked under me. I helped him work
properly in the community. He learned a lot from
me, I taught him how to work with Aboriginal people.
You sit back and listen and not talk. When I chaired
meetings, we did a lot of work in language. I learned
many useful skills during this time that are good for
my work now.
My family’s renal story started with my Dad. He
suffered from renal illness when I was only young.
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He was the first one, in those days, forty years ago,
they didn’t have facilities, so my younger brother
offered him a kidney. They even got the blood tests
done but my dad said, ‘no you need your kidney’ and
would not take it.

I talked to people in big annual general meetings and
went to funerals. I stood up and talked in front of the
people. I talked to them about how important it was
that we have support here on our community for
people to have access to dialysis.

It was about 1987/88 that renal disease went through
my family: my Dad, my Auntie and my grandmother,
my dad’s mum.

Groote had self-care dialysis, the building was here
already for patients to do dialysis themselves but we
didn’t have the support of a nurse. So, in 2017 we
were successful in getting a nurse here in Groote.
Through this experience I learned about advocacy.

The only way to get dialysis was to come to Darwin
and stay here. Dad didn’t want to come to town to
go on dialysis, he wanted to live culturally. So, he
stayed on country and had singing and dancing
and ceremonies and he went down slowly with his
culture around him. He died on my birthday. That’s
why I never celebrate my birthdays, it’s a day of
remembrance, sadness and happiness.
In 2005 I discovered I had renal problems, I had high
blood pressure and was overweight, I wasn’t taking
my tablets properly. Then I got very sick. I have
learned my lesson about this disease. If I don’t go to
treatment I get very sick. I can explain this to other
people because it happened to me.
In 2007 I had to go on dialysis. It was a terrible shock.
I cried. I thought I wasn’t going to see my family
again, I wasn’t going to see my son or my friends or
get back to the Groote Eylandt community, and I lost
my job. All I could think about was that I would be
connected to the machine. I thought I would never
do anything else. I had never thought about freedom
before. When I started to think about freedom I
began to ask myself ‘how could I get back there (to
Groote) and how could I live my life still?’
In town I used to see my family members who had
renal disease living rough because they couldn’t
afford to live in the hostel or there wasn’t any room,
or they couldn’t get a house.
I told myself ‘I’m a well-educated person, I can do
this, I can do that, I can think and plan, I can write
documents and submissions. So, I got up on my
two feet and started to support my people to bring
them home for dialysis. So that’s what I did - I wrote
submissions and talked to people and was the driver
for the Unit at Groote having a renal nurse.
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Life goes on - a bit later I was very sick, I could hardly
walk and as I was getting stronger I would be lying
in the chair at Nightcliff and watching non-Indigenous
staff educating Aboriginal people about the renal
journey. But to myself I was saying ‘I should be
teaching and educating my own people. I have the
experience of the renal journey, I have leadership,
education and qualifications I can do that for
my people’.
That’s why I became a preceptor, to support my
people and help them get back home, to live in a
community where they are known and they are
cared about, where people can go to funerals and
ceremonies and feel like they can still live a cultural
life. This is why I am a preceptor.

Gundimulk Wanambi Marawili
I was born at Yirrkala at the hospital clinic which is
now the Arts and Craft shop. I did all my schooling
and finished year 12. Later I became single mum
raising two children and now I am a grandmother
and great grandmother with five grandchildren and
one great grandchild.
When I was young I worked at the shop on the cash
register and that’s when I went on the community
council. I was about 25 when I started moving around
the community and talking to people and got elected.
I was on the Yirrkala Dhanbul Community Council for
about ten years.
I have been very involved with working with Garma
and with Miwatj, taking the long grass people from
Yirrkala to Garma, also taking them camping, helping
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them get some education out there in the bush,
helping them learn how to look after themselves. I
helped provide the opportunity then it’s up to them
to change their drinking so they could go back to
their own communities and homelands.
I have often talked with government people. Council
members were invited by government members to
discuss all sorts of issues like housing, overcrowding,
kids staying up late and not going to school.
My family first knew about renal disease in 1998
when my sister got sick. Our family had a meeting
and we needed someone here in Darwin to help
her. During this time, I was hearing the nurses
and doctors talk about how this disease, how it
goes through the families. For Yolngu (Indigenous
people of north east Arnhem Land) it seemed very
complicated and we didn’t really understand. That
was that how I found out about renal disease and
how in the future I might have kidney disease and
that’s how I ended up like this.
When I first found out I had renal disease I felt scared
because I had watched some of my family members
deal with the disease. The first thing when I was told
I had a renal disease was that I refused to hear what
the doctor was saying. I said, ‘I don’t want to leave

home’. I knew some of my family had the disease
and didn’t go to Darwin and now they are gone. But
I decided I had to come to Darwin and I’ve been here
since. Sometimes now, if I’m well enough I can go
home as I have completed self-care training and can
do dialysis. Housing is a problem at Yirrkala if you
want to spend time on the community. When you
have renal disease, you need to be in a clean, healthy
house so it’s hard being on community where we
have overcrowding in our houses.
Renal disease is a disease caused by wrong food and
drinks and that’s the way we were told. I feel strongly
that we must raise awareness. At Garma we must
look at all the health issues that people are facing
and help raise awareness of what is causing these
diseases. It is important to talk to Yolngu people
about health and how we can get help and help each
other, not just about renal but other diseases as well.
I still talk to my other family members who live in
Yirrkala about eating good food. I say ‘you are lucky
you can eat good bush food, you can get a good mix,
don’t get food from the shop all the time’. I try to
raise their awareness so they can stay healthy.
Yolngu people who have to go to the renal clinic
know me and they now know I can help them.
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It’s up to them when they come to Darwin to
approach me and I can help them. They can come
and see me because I am here for them.
For Yolngu people who go through renal disease
treatment, the person telling them how to look after
themselves and what will happen must be a Yolngu.
That way they can understand and accept what is
happening.
Renal disease is affecting more and more people. For
us who are on the renal journey this is the time for
us to be talking Yolngu to Yolngu with a strong voice.
That way people take more notice more than they do
of balanda doctors and nurses.

Pansy Rose Napaljarri
My name is Pansy Rose Napaljarri and I come from
Lajamanu Community. I speak my language Warlpiri.
Lajamanu is about 700kms south of Katherine.
When I was young I used to mix in with the other
kids. We had a great life swimming, going out looking
for bush food, we ate lots of bush food. I knew a lot
of bush foods, what fruits grew on certain trees and
whether to eat them raw or cook them in the hot
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ashes. We often took some bush foods back to our
mothers.
I really got to know the area around Lajamanu. I was
always going to ceremonies and observing what they
were doing and learning about my culture.
After I left school I was looking for a job in the
community. My first job was working for couple of
months for the Central Land Council. Me and another
woman went around talking and recording oral
stories from older women.
Then I started working in the Literacy Centre. We
were making Warlpiri resources for the staff to use
for Warlpiri teaching, Lajamanu was a bilingual
school at that time.
I went and did language courses at the School of
Australian Linguistics in Batchelor. This is where I
really began to understand Warlpiri and English.
I did lots of translating and transcribing. I made
friends with other students from other places who
were also there.
In 1987 I went to study teaching and achieved my
Diploma of Teaching. When I finished my studies,
I went back to Lajamanu and worked in the local
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school, I worked in various classrooms teaching
Warlpiri and English.
During this period, I started to take leadership
responsibilities. I was on the School Council, on lots
of recruitment selection committees and I was on the
Warlpiri Education and Training Trust (WETT).
It was very good talking to our partners from World
Vision, Batchelor Institute and Warlpiri Youth
Development Aboriginal Corporation. It was very
interesting talking and learning about where the
royalty monies were spent. I helped made decisions
about using the money properly.
When I was on the WETT Committee I went to
Canberra and did a presentation to government
people on how WETT was working and how Yapa
people made decisions about where the royalty
money is spent.
I also did language presentations and gave
professional development to the teachers, I could
talk to all different sorts of people.
I did more courses to help me learn confidence and
leadership. I did two programs of the Department of
Education Indigenous Leaders Network.
In 2000 I went to an international conference on
teaching which was held in Brisbane and presented
a paper about the importance of own language
learning in schools. I always started off by talking
in Warlpiri first. It was good sharing our story
with others.
About 2013 I became sick and had to be in hospital.
During this time, I think the doctors told me I was
facing renal failure, but I can’t remember. It’s hard to
take in everything when you are very sick. They also
explained about the renal system, but I didn’t have
anyone to help me so it was hard to understand what
they were actually saying.
When I learned I had to go on dialysis I was in
complete shock. I understand how people feel
and how much they need someone who has been
through that experience to help them and their
families. Especially during those difficult months
when everything is new to them.

Preceptors have to look after themselves as this work
can be stressful. In my spare time I read books and
magazines and listen to music to chill out.
I think all my life’s experiences has prepared me
for this preceptor role. I know I have a right to help
people. I can talk to doctors and health people, I can
talk to Yapa and Kardiya. I understand about working
both ways, I understand how things work, how to do
work, how to have a professional attitude and how to
care for people.

7. PRECEPTOR ESSENTIAL
ATTRIBUTES, EXPERIENCE AND
KNOWLEDGE
Personal Attributes
Practicing as a renal patient preceptor can be a very
difficult and demanding job. Preceptors require
specific personal attributes to enable them to do
their work according to a Code of Practice and to
keep themselves well and strong.
The most important attributes for a preceptor to
have are to:
•

have passion for the work and for helping people

•

look for the positive and expect positive change
to happen

•

to be able negotiate and manage conflict

•

be unselfish

•

be direct and truthful

•

share knowledge with each other openly

•

be able to prioritise family and personal
commitments with work without getting too
stressed

•

be confident in a leadership role

•

work collaboratively and as part of a team

•

be creative and good problem solvers
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•

be able to develop strong respectful relationships
with many different people

Experience and Skills
To be a preceptor there are some essential
experiences and skills that a person should have,
these are:
•

•

•

Lived experience of renal disease. This is the
most important. Preceptors mentor, educate and
speak from firsthand knowledge of living as an
Aboriginal person with renal disease.
Working ‘both ways’. Preceptors keep learning
how to work across cultures. This might mean
working with different Aboriginal communities
and it might mean working with non-Aboriginal
people from many different cultures. They are
committed to learning from others to get the best
for Aboriginal people.
Leadership experience. All the preceptors’
personal stories demonstrate that we all have
had significant community and other kinds
of leadership experience. We are accepted as
leaders by our communities and by others.
This enables us to confidently engage with the
diversity of people necessary to do their work.

Broad life experience and a variety of jobs and life
roles. All the preceptors have worked successfully at
several different careers, family and community roles
enabling us to understand many different points
of view and to choose the right way of talking at
any time.

Knowledge
As preceptors we believe that we need to be able to
speak with confidence about certain knowledge. This
knowledge allows us to talk with medical and health
professionals equally and with Aboriginal clients,
their families and communities.
We want to gain deeper knowledge of western
medicine to develop our own understanding, not to
provide clients with medical advice.
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The knowledge that a preceptor should have or
develop includes knowledge of:
•

Community attitudes to disease

•

Aboriginal cultural knowledge

•

Bush medicine

•

Renal medical terminology

•

Renal disease treatment

•

The renal disease journey

•

Preventative health strategies, including diet
and lifestyle

8. WORKING BOTH WAYS
When we are working as preceptors we are always
working ‘both ways’. This means we are always
thinking about the Aboriginal world view alongside
the Western medical view. We know there can be a
middle ground where both these views can come
together for the benefit of the patient. There does
not have to be a conflict between these two views. All
of the people involved in renal care can learn to work
‘both ways’. To do this you need to be able to listen
hard to people, respect other people’s views even
when they are different from your own, and always
look for solutions, not difficulties.
The first thing about working ‘both ways’ is that it
starts with relationships. These relationships need
time and respect. ‘Both ways’ means relationships
of respect that build patients’ confidence. When
people are working ‘both ways’ they are empowering
Aboriginal people to take control of their own health
management.
Anyone who wants to work ‘both ways’ has to always
think they can learn from other people. From the
patients, the doctors, the nurses, the preceptors the
ILOs, everyone. If we are all learning, we can learn to
support patients better and help them learn how to
live with their disease in a positive way.
Working ‘both ways’ also means that we try to
understand other people and not get impatient or
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frustrated because people say or do things differently
from us. This is where relationships come in; we have
to build relationships with people and learn about
them and how they think.

9. WHO ARE OUR CLIENTS?
Our clients are Aboriginal people who come from our
(the preceptors) communities, our language groups
or our kinship groups and where Purple House
has established renal units. Our clients might be
based in town in Alice Springs or Darwin undergoing
haemodialysis or other medical treatments for renal
disease or they might be in their own community.
Our work with our clients is acting as a mentor
and a person who can walk beside them and their
families as they undertake their renal journey. We
have lived through this experience and we can help
people and their families so that they do not have
to be alone. We can support them as a member of
their community as they go through their treatments.
We can educate them as they come across all the
new and different experiences and ways of living.
They need to learn to survive on their renal journey.
Mostly the preceptors are based in the Top End but

can work with many people from Central Australia
because of family, land and dreaming connections.
Communities who have Purple House supported
renal units are Kintore, Kiwirrkurra, Mt Liebig,
Papunya, Yirrkala, Yuendumu, Lajamanu, Warburton,
Wanarn, Santa Teresa, Mparntwe/Alice Springs,
Ntaria/Hermannsburg, Angurugu, Galiwin’ku and
Kalkarindji.

10. WHO DO WE WORK WITH
AND HOW?
We work with many different groups of people and
organisations. We work with them in different ways
depending on the person, their organisation and
culture, and what role they have in their organisation
or family or community.
We work with Aboriginal people and non-Aboriginal
people. We are always working to help our people
live a life that enables them to feel like they are
not alone, that they still have family, community
and culture even though they may be on the renal
journey.
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We do this work because we know the health system
and the treatments for renal disease can change
and become better for Aboriginal people. For this to
happen we must keep working for the sort of care we
want. We work to keep people’s hope up.

not just a medical problem. We help the medical
and health professionals understand and work side
by side with Aboriginal people on the renal journey,
such as helping them build relationships with the
people they are providing care and services to.

Community and family

We work with the medical and health professionals in
hospitals, in renal units and anywhere our clients are
being provided renal care and services.

Community and family are at the heart of our work.
Our community are those people we are connected
to through family and land relationships and whose
family members are undertaking the renal journey.
Our community are all those people from the
communities we come from who are undertaking the
renal journey. Our community are all NT Aboriginal
people who are undertaking the renal journey and
their families.
We work with communities by talking to people
and explaining how they can care for and support
their family members on the renal journey. We can
help the community understand that a person on
haemodialysis still has a life to lead in the community
and still can be there for important cultural events.
We help the community learn how to help those on
the renal journey. We advocate for change within the
community by talking at meetings and with families.
Sometimes the change is about how the community
see the health system, sometimes the change is
about the community learning how to live a strong
life alongside living with renal disease and sometimes
it’s about how to support their family members.
We work with community members in town in the
renal units and on their communities.

Medical and health professionals
We work with doctors, nurses and other medical and
health professionals who provide health and medical
care to our clients. We work with them to help them
understand our clients. We help them to understand
how they can talk to Aboriginal people on the renal
journey and their families, so that the Aboriginal
people understand what is happening and feel like
they are being respected and treated as a real person

3
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Renal service providers other than Purple House:
•

Alice Springs Hospital Kidney Dialysis Unit

•

Royal Darwin Hospital Renal Unit

•

Flynn Drive Renal Dialysis Unit

•

Nephrocare Renal Unit Alice Springs

•

Nightcliff Renal Unit

•

Palmerston Renal Unit

•

Tennant Creek Renal Unit

Organisations that address
Aboriginal Renal Health Research
and Policy3
We work as advocates to help people like specialists
and researchers understand how Aboriginal people
feel about the health system and how they are being
treated. We give our time and energy to researchers
so that we can help them understand what is
happening to our people and they can write reports
which tell our stories. We want the system to change
so that Aboriginal people feel like they can still
maintain their culture and family lives even though
they are on the renal journey.
We work with researchers and policy people by
talking at conferences, consultations and lots of
research meetings. We talk with them and explain
many times the way our clients feel about the way
the health system works, and some of the ways the
health system could change to better work with NT
Aboriginal people.

http://www.healthinfonet.ecu.edu.au/chronic-conditions/kidney/organisationsHealth policy makers
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Some research organisations that we have talked to:
•

Australian and New Zealand Organ Donation
Registry

•

Australian and New Zealand Dialysis and
Transplantation Registry (ANZDATA)

•

Australian and New Zealand Society of
Nephrology

•

Centre for Research Excellence in Indigenous
Primary Health Care Prevention in Chronic
Disease (Kanyini Vascular Collaboration)

•

Kidney Health Australia

•

Menzies School of Health Research

•

Miwatj Health Aboriginal Corporation

•

NT Chronic Diseases Network

•

Transplantation Society of Australia and New
Zealand (TSANZ)

•

Western Desert Nganampa Walytja Palyantjaku
Tjutaku Aboriginal Corporation (Purple House)

Advocacy groups
We work as members of advocacy groups, talking
with other Aboriginal people and medical and health
professionals concerned with the way our people
experience the health system and how they feel.
We help form advice, recommendations and
resolutions to give back to people in the health
system and the government.
There are two main advocacy groups for Aboriginal
people on the renal journey in the NT, Top End Renal
Advocacy Advisory Committee (RAAC) and Central
Australian Renal Voice (CARV).

Central Australian Renal Voice
The purpose of CARV is to empower renal patients
to advocate for change so that their concerns and
objectives are valued and to work with health,
accommodation and social support providers to
improve service and health outcomes for dialysis
patients (See Appendix C).

CARV will help improve health outcomes for patients
and their families through:
•

Working together to address cultural safety
issues to ensure that the provision of
services is respectful, appropriate and free of
discrimination.

•

Patients voicing their concerns about dialysis
treatment and living in Alice Springs.

•

Service providers understanding the problems
these patients face while receiving dialysis
treatment and living in Alice Springs.

There are also advocacy groups that are run by the
Top End Health Service and the Central Australian
Health Service. These groups focus on all health
services and do not specialise in real advocacy or
focus on the problems for Aboriginal renal patients.
We are often asked to participate in these groups.
These groups can take up a lot of time and energy.

The Friends of the Top End Health Service
(TEHS)
The purpose of this group is to provide feedback,
ideas and suggestions to improve health services. A
person can be involved as a patient, family member
or carer.

11. OTHER ABORIGINAL ROLES
WE WORK WITH
Social Support Workers ‘Malpas’
Social Support Workers, or Malpas act as friends for
dialysis patients and their families providing support
and assistance in a range of situations. Malpa means
friend/helper in Pintubi. For people from remote
communities, moving to a regional centre like Alice
Springs or Darwin for dialysis is often a stressful and
scary experience. Far away from family and country,
feeling sick and confused and having to negotiate the
health care system presents many challenges.
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Social Support Workers can help with:
•

Assisting people to find accommodation

•

Sorting out Centrelink/carers benefits

•

Accessing emergency relief and support

•

Assisting patients through advocacy

•

Assistance with transport to attend appointments

They also bring people together for social activities
such as lunches, bush picnics and outings, and visit
people at hospital or their homes to make sure they
are not lonely.

Rotation between renal services is an expectation
of this position as well as multidisciplinary outreach
visits to patients/clinics.
The Indigenous Support Services Unit provides social
and emotional welfare support to Aboriginal clients
and their families throughout their continuum of
care, when accessing both inpatient and outpatients
services at RDH and PRH. The unit also provides
cross cultural advice to hospital staff relevant to
clients’ hospitalisation.

Employing Organisation

The ILOs help provide culturally appropriate support
services. This includes help with all of the following:

Social Support Workers are employed by Purple
House and in Darwin by Panuku.

•

accessing interpreters

•

welfare

•

counselling

•

family meetings

•

help with Centrelink forms

•

banking

•

complaints

Training
Social Support Workers do not need specific
training but must be Aboriginal or be able to work
empathically and culturally appropriately with
Aboriginal renal patients. They are expected to
comply with the Purple House code of conduct.

How Social Support Workers work with the
Renal Patient Preceptor role?
Social Support Workers provide responsive service
to the renal patients helping them through many of
the challenges they face negotiating the health care
system or living in a regional centre. They may work
alongside renal patient preceptors, as the preceptors
support the patient and their family to understand
and work through the experience of undertaking the
renal journey.

Aboriginal/ Indigenous Liaison
Officers (ILO)
ILOs contribute to the delivery of a culturally
appropriate health care service for Aboriginal and
Torres Strait Islander patients by providing a liaison
service across Royal Darwin Hospital (RDH) and
Palmerston Regional Hospital (PRH). This position
will work closely with Aboriginal and Torres Strait
Islander men while also assisting and supporting
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female patients in collaboration with the Renal 7A
and Renal Satellite Social Workers.

Training
There is no accredited training required, however
ILOs are expected to have basic knowledge of
computer programs, word processing, email and
basic databases.

The difference between Indigenous Liaison
Officers and Renal Patient Preceptors
ILOs have a broader job description than the renal
patient preceptors. The ILOs are expected to facilitate
and ensure all Aboriginal patients can access a
variety of services such as Centrelink, hospital, social
and community services. ILOs are also required to
contribute to the development and maintenance
of hospital systems. Their role is within the hospital
supporting people who are patients. They work with
any Aboriginal patient in the hospital. ILOs work from
an institutional model of care.
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Preceptors do not have the above requirements
as part of their role. There are three important
differences between the two roles. Preceptors have a
lived experience of renal disease, they are recognised
as a member of a particular community and have
the relationships within that community to be able
to source or provide support to the members of
their community based on those relationships. The
care and support they provide is holistic, based
on the client and their family needs irrespective of
whether the client is in hospital, living in town or
on community. Preceptors work from a cultural
model of care. Currently preceptors provide care to
members of communities that have an agreement
with Purple House to provide renal care and support
on that community.

How do Indigenous Liaison Officers and Renal
Patients Preceptors work alongside one
another?
ILOs and preceptors work alongside each other by
ensuring clients’ needs are best met by the most
appropriate person. ILOs may refer a client to a
preceptor through Panuku or may recommend
to a medical or health professional that they seek
the help of a preceptor in providing culturally
appropriate care to a client.
Preceptors advise clients to seek the help and
support of an ILO when working through issues such
as Centrelink forms or banking or have complaints
about the treatment they are receiving.

Employing organisations

They are not required to provide ongoing care and
support for patients and their families.4

Employing organisations
Aboriginal interpreters are employed by the
Aboriginal Interpreters Service (AIS). The AIS
maintains a register of Aboriginal interpreters and
languages in the Northern Territory, providing
services for government and non-government
agencies that require on-site interpreters. Aboriginal
interpreters are fluent in both an Aboriginal language
and English.

Training
Aboriginal interpreters complete an induction course.
The Aboriginal Interpreter Service also runs ongoing
training which covers:
•

general interpreting skills

•

interpreting for meetings

•

legal and health topics and relevant topics such
as new government policies.

Many interpreters have gained or are enrolled in the
Diploma of Interpreting.
The Aboriginal Interpreter Service runs tests for
accreditation with the National Accreditation
Authority for Translators and Interpreters.
Aboriginal Interpreter Service interpreters must
follow the Australian Institute of Interpreters and
Translators code of ethics.

ILOs are employed in NT Government Hospitals.
These are Darwin, Palmerston, Gove, Katherine,
Tennant Creek and Alice Springs Hospitals

How does the Aboriginal Interpreter
role work with Renal Patient
Preceptor role?

Interpreters from the Aboriginal
Interpreter Service

Medical services such as renal units or hospitals
can use interpreters to assist them by providing
Aboriginal clients with understanding of medical/
health terminology in their own language.

Aboriginal interpreters provide accurate and
impartial translation between an Aboriginal patient
and a health professional. They help to alleviate the
language barriers faced by Aboriginal Territorians
particularly in relation to health and legal issues.
4

Preceptors may work alongside the Aboriginal
interpreter. The preceptors provide care and support
to the renal patient and respond to the patient’s

https://www.nt.gov.au/community/interpreting-and-translating-services
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need for emotional and cultural support as a person
who has lived experience of the renal journey. The
interpreter explains the medical terminology for the
patient and interprets for the health professional any
of the questions a renal patient may have.

Aboriginal Health Workers
Depending on their level of training, Aboriginal
Health Workers (AHW) deliver primary health
care including clinical care to individuals, families
and groups within communities, outstations and
hospitals.
AHWs work as part of a health team, providing
support to members of the community, other AHWs,
doctors, nurses and other health professionals.
AHWs are usually the first point of contact at
community health centres and provide a link
between the cultural practices of the community
and health services operated by government or
non-government organisations. They are involved
in promoting good health and treating diseases and
injuries. Many AHWs manage their own community
health programs and can become specialists in areas,
e.g. eyes, ears, women’s health, men’s health and
well-baby programs.5

Employing organisations
A large majority are employed in Aboriginal
Community Controlled Health Organisations
(ACCHOs) or the government health sector. Many
also work within mainstream services such as general
practices and other non-government organisations.

Training
Minimum requirements for AHWs to undertake a
range of tasks under supervision in the provision
of primary health care services is Certificate II or
Certificate III in Aboriginal and/or Torres Strait
Islander Primary Health Care. This work will be
performed as part of a health clinic, centre or service.
Aboriginal Health Practitioners will have completed
Certificate IV in Aboriginal and/or Torres Strait
Islander Primary Health Care Practice and must be
registered with the Australian Health Practitioners
5
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Registration Agency (AHPRA). Aboriginal and Torres
Strait Islander Health Practitioner is a protected title
under section 113 of the National Law.

How the Aboriginal Health Worker role works
with Renal Patient Preceptor role
AHWs often work alongside preceptors in
communities. The AHWs provide primary health care
to renal patients and the preceptors provide support
to renal patients and their families on the renal
journey.

12. THE VALUES WE BELIEVE IN
AND PRACTICE
Our Values
Our values are very important to who we are as
Aboriginal people and how we work with everyone in
our roles as preceptors. The preceptors agree these
are our most important values. Many times, when
we are working with our clients and other people
involved in providing care to Aboriginal renal patients
we find ourselves in hard situations. Our values help
us make the right choices for how to speak and act.
The values of Walytja - Family, Ngurra - Country and
Tjukurrpa -Dreaming are all interconnected and are
what makes us who we are as Aboriginal people and
as preceptors. Kuunyi - Compassion for our people is
why we do our work.

Family (Walytja)
Family gives us our identity. Family or kinship
means how we are connected to everybody from
our community. We know who we are, who we are
related to and how we are expected to behave within
these relationships. We are not alone, we always
have a relationship with our people. Our culture is
to share and to maintain our responsibilities to each
other.
Most of us come from a few different tribes
through our fathers and mothers and maybe
our grandparents. This means we can work with

http://www.remoterecruitment.nt.gov.au/recruitment/ahw.htm
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different groups of Aboriginal people from different
communities. As preceptors we can connect to
people easily even if we don’t know the person, and
we can look after people because they are part of our
kinship. Through these connections we know how to
talk to people, who to talk to and who else should be
part of a conversation when providing support.
Preceptors care for the people who are our family
and we must always have that feeling towards those
people because they are our family. Because of our
culture, family is more than our own immediate
family. As preceptors we care for many people and
they know we are their family.
Sometimes Yapa/Yolngu people give Kardiya/Balanda
people skin names. When we do this, it means we
respect them. We then expect that those people will
try to understand our ways and learn how we can
care for people Yapa way alongside the Kardiya ways.

A Story about Family
Lachlan is a Warlpiri man but his father’s
grandmother is Anmatyerre so he has family
connections there and knows how to talk to people
and connect with the right people to help someone
who is needing support from that country. One day
a young man rang him on his mobile. Someone
had told the young man that Lachlan was from that
country. The young man felt safe ringing Lachlan and
getting his help to talk to the doctors about his renal
health situation.

Country (Ngurra)
Country is the first thing in Aboriginal people’s minds.
It is where we come from. We belong to our country
and Country is connected to everything. We all
belong to certain places and have special connections
and obligations to that land. Even people who have
been away from their country for a long time are still
recognised. When people care for their country they
also care for themselves.
Aboriginal people who are in renal care all want to go
home. Even when they are sick people feel different
back in country, it is where they feel safe and part of
a community. They can take part in community life

like sports and cultural business. Staying connected
to their country can help them stay healthy and
manage their health better.
As preceptors we are always helping people to stay
connected to their country and helping them get
home. We often say, ‘If you want to go home you
must look after yourself and learn how to manage
your renal journey’.
If we can help get people home, then it also teaches
other people from that community about renal
health. They can learn how to prevent health
problems later on because they see what happened
to their family members.

A Story About Country
Jacqui says ‘when we are in our country we know we
have walked in our mother’s and father’s and our
ancestors’ footsteps. I know I am not on my own, I
have a family, I belong to this land. Even though I am
on the renal journey I feel strong.

Dreaming (Tjukurrpa)
Dreaming is part of us all. Everybody has their own
dreaming. Through dreaming lines, we can connect
to many people. Dreaming gives us our identity and
keeps us connected to our land and families. It is our
past and our future. When we are taught knowledge
of plants and animals, signs of animals to hunt, when
bush tucker is ready, the time for ceremony and the
stories of our ancestors it helps us stay healthy even
if we are on the renal journey.
As preceptors we understand how important it is to
help people stay connected to their dreaming, keep
up their hope and have a space for healing their
spirits.

A Story about Dreaming
We were all born through dreaming. My dreaming is
the caterpillar. I have to be connected to an animal
to feel connected. The caterpillar dreaming goes
from the Top End down to the Centre – we find we
have caterpillar everywhere. This means when I
meet someone in the Renal Unit from a different
place I say to them what is your dreaming? Some
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people have the same as me or perhaps my father.
We can make a connection and they feel like I can
understand them. Then I can support them in their
renal journey.
These three values all come together in our
preceptor work because we understand how
important they are to Aboriginal people. We are
always thinking about these things when we do
things to support people like make a phone call or
explain something about dialysis to them. Because
Country, Dreaming, Law and Family are connected
we can use all those things to get through to
someone and help them.

Kuunyi - Compassion
Compassion means walking alongside someone and
understanding the challenges of their lives. It is an
important value for supporting Aboriginal people
on their renal journey. This can be a frightening and
difficult time of life, often almost too much to deal
with. As preceptors we have lived experience of
the renal journey, we know how to walk alongside
someone and their family who may be struggling
and suffering. Because we can connect with people
through Family, Land and Dreaming, we feel their
suffering and want to help them learn that life can
still be good. We can always see people as real
people connected to us - not just a medical problem.

A Story about Compassion
When I see an elder from my community at the
hospital or the renal unit I know that is a person who
has been holding the knowledge and culture for our
community for many years. I know they have been
caring for country for many years. When I see that
they are frightened or shocked, I feel like I want to cry
for them. I know I can walk by their side and respect
them as elders and as important to our community.
I help them to feel like they can make it through and
can help them understand what is happening.

Respect
Respect is very important to Aboriginal people, we
respect our elders and our land. This means we often
do things differently from Kardiya people.
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Showing people respect can help them feel strong
and help them take care of their health better. The
renal journey is very hard, and people are often sad
and frightened. When they feel like people respect
them it is easier for them to go to dialysis and talk to
the nurses and doctors about their health. We find
it very difficult when we have to work with people
in the health services who look like they are not
respecting Aboriginal people, especially elders.
Many doctors are young so elders do not like talking
with them about private things. As preceptors we can
help Yapa people show respect to Kardiya and help
Kardiya learn ways of showing respect to Yapa. We
want this to happen because to be respected helps
people to feel like things are okay even if it is very
difficult. It also helps with communication so that
people can learn how to manage their renal journey
and for Kardiya to feel like they can help. Ways of
talking to one another and understanding that all
Yapa people are different are very important to
showing respect.
There are many ways of showing respect. For the
preceptors, respect means health professionals
taking the time to understand our role and
understand the sorts of contribution we have made
through advocacy and support. Respect means
treating us as partners in the care of Aboriginal renal
patients.
Preceptors also prepare the clients and prepare
them for what they might hear when talking about
their renal journey, we teach them that the health
professional is not being disrespectful. We connect
the community to the Renal Unit and help build
relationships.

A Story about Respect
There was a young Kardiya doctor who was always
very busy seeing lots of people. He spoke like he was
busy, he spoke in very short sentences and seemed
bossy. He spoke very fast. The way he spoke to them,
Yapa thought he was telling them off. The older men
thought he did not respect them, and the young men
thought he was angry with them. A certain young
man kept leaving the hospital and running away. The
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doctor didn’t see how the preceptor could help him,
he was a bit rude. The preceptor took the doctor
off to one side one day and explained how he was
coming across. The doctor was surprised but tried to
do things differently the next time.
The preceptor also talked to the young man and
explained how doctors work and how he could talk
to the doctor. The young man and the doctor learned
how to talk to one another. That doctor is a very
good friend to the preceptors now.

Trust
Trust is something that Aboriginal people really care
about. With their families and countrymen, they
know them and know that they can trust them. They
know these people understand them and know how
to act with respect and don’t shame them.
When Aboriginal people start on the renal journey
many things are new and different. They meet lots of
people who expect them to tell them private things
about themselves and to do things they would not
do in front of strangers. This can cause them to feel
shame. Yapa people don’t know if they can trust the
new people they are being treated by because they
don’t know them. The health professionals don’t
always understand that for Yapa to trust Kardiya the
Yapa person needs to feel they have a straight into
the talk about medical issues.
Preceptors can help with this. They help people
understand what is happening and how to work with
the health professionals. They explain why they can
trust the health professionals and help them get
used to the way people act in places like the renal
units and hospitals.
Preceptors can also help the health professionals
understand how to develop trust with Yapa people,
to take time and how to show respect.

A Story about Trust
An old lady came in from Alice Springs. She had to
have a line in her neck. She was very frightened, and
her main language was Luritja. She could speak some
English. She didn’t trust the hospital staff because

she didn’t understand what they were saying, and
they didn’t know how to explain things to her. I was
there so the hospital staff asked me to talk to her.
It would have been better if it could have been an
Aboriginal woman talking to her, but because she
knew I was from the desert, we could talk about our
kinship and when I told her my story she began to
trust me to help her. I could introduce her to the
medical staff properly and she could see me being
able to talk to them. After that she was a bit happier.

Community Focus
Community means everything to Aboriginal people.
Even when they are away from their own community
they still keep a focus on community and being with
people from their community. In the community
people know who you are, they know your kinships
and who your family are, they know about your
responsibilities to your country. In Darwin and Alice
Springs, it’s the same.
Preceptors are part of their communities and
understand that anyone on the renal journey
comes from a family and community. They can
help and support because they know how to work
within the community. They know that people
need family around them to make some decisions.
Preceptors understand that people will not come to
dialysis all by themselves until everyone knows and
understands it’s okay.
Preceptors always work from a community and
person focus. They do not think about people all on
their own but know that the renal journey involves
the whole community.

A Story about Community
Lots of medical professionals go to communities to
help. Renal doctors, dietitians and others, but the
people don’t understand the way they talk. It’s not
about talking English, it’s just that they don’t know
how to talk to Aboriginal people and who to include
when they talk.
They should always take a preceptor with them to
help explain. If we want to get the message across
to people, we have to talk in ways they understand.
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We also need to speak to the whole community
and families before we start talking to people by
themselves.

13. OUR INTERIM CODE OF
PRACTICE
Purpose
The purpose of the Renal Patient Preceptors
(preceptor) Interim Code of Conduct is to:
•

Provide practical advice for the preceptors and
guidance for professional practice.

•

Provide guidance for the community,
stakeholders and health professionals on the
practice of preceptors.

•

Promote the standing, accountability and
understanding of the practices of preceptors.

Privacy, Client Confidentiality and
Consent
Preceptors comply with relevant privacy laws and
work within cultural protocols.
•

•
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Preceptors maintain client confidentiality.
They do not discuss a client unless they have
permission from the client to talk with others.
Examples include: doctors, nurses, Centrelink or
government service providers.
Preceptors will not talk with family about the
client unless they have permission from the
client.

•

Preceptors obtain client consent before providing
care and support. This is usually verbal.

•

When clients give permission or ask for the
support of a preceptor, the preceptor works
closely with health professionals to explain care
and support the client.

Example
A client might ask the doctor or the hospital for
the support of an preceptor and give consent for
the doctor and preceptor to discuss their case. The
doctor might show the file to the preceptor and
explain the particular risks and complications of the
treatment. With the doctor, the preceptor can then
talk to the client to explain what will happen and risks
that may be present.

Safety
Cultural safety
Renal patient preceptors do their work in safe and
culturally appropriate ways.
•

Preceptors promote cultural safety by working
with clients through appropriate relationships.

•

If an environment is unsafe for the preceptor
due to cultural reasons they will not be expected
to work in that environment but will try to find
another preceptor who can work there.

•

Where possible male preceptors will work with
men and female preceptors will work with
women.

•

Preceptors observe the cultural protocols about
being on other people’s country. They wait to be
invited by the appropriate person to talk to other
people in a community that is not their own.

•

Preceptors observe cultural protocols when
participating in meetings. Organisers need to
invite them to speak both before and at the
meeting.

•

Preceptors, when consulted, provide advice
to other health professionals about cultural
protocols and safety issues.

•

Preceptors may accompany, when asked, health
professionals into clients’ communities or living
areas to advise and assist with observing cultural
protocols.
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Physical and Mental Health and Safety
Renal patient preceptors do their work making sure
they are aware of their own, clients’ and health
professionals’ physical and mental health and safety.
•

Preceptors understand and comply with their
own and other organisation’s occupational health
and safety policies (e.g. hospitals, renal units).

•

Preceptors are not expected to provide support
to clients or health professionals in situations
where there may be a danger to their physical
safety.

•

If consulted, preceptors provide advice to health
professionals about environments which may be
dangerous to the health professional’s safety.

•

Preceptors manage their own physical and
mental health and if they are at risk they
have the right not work with clients or health
professionals.

•

Preceptors advise Panuku if they are suffering
any illness or are taking medication which may
impact on their ability to support clients.

•

Preceptors do not share their medication with
clients.

•

Preceptors do not practice if under the influence
of alcohol and or other drugs.

•

Preceptors have the right to withdraw from
environments where clients are under the
influence of alcohol and other drugs.

Respect
Preceptors practice respect for all involved in the
care and support of renal patients.
•

Preceptors respect the client’s choice to make
decisions about their health including the right
not to engage in health care offered

•

Preceptors respect health professionals involved
in renal care and support clients in the treatment
plans prescribed by health professionals

•

Preceptors expect respect and recognition of
their equal but complimentary care and support
role to other health professionals.

Advocacy
Preceptors work as advocates for improvements in
renal health services and the wellbeing of Aboriginal
people on the renal journey:.
•

Preceptors advocate for constructive changes to
the health system and offer constructive advice
and feedback about improvements to individual
and community wellbeing and service delivery

•

Preceptors attend conferences and meetings
to share experiences and knowledge in order
to improve the renal health system and the
wellbeing of individuals and their communities

Medical Knowledge
•

Preceptors work within the limits of their medical
knowledge and support the medical care plans
provided by health professionals.

•

Preceptors refer all medical decisions to medical
professionals. They support the treatments
prescribed by doctors and other health
professionals. They never prescribe or provide
clients with health care treatment or recommend
treatment.

•

Preceptors work with clients based on cultural
knowledge, lived experience and relationships,
not from a client’s medical history.

•

Preceptors provide care and support and help
people understand their treatment and renal
journey.

Examples
Preceptors do not say ‘you must go to dialysis’. They
explain why it is important to go to dialysis and what
might happen if clients miss dialysis. They might offer
to go with them or get a family member to go with
them.
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A preceptor was asked ‘you can needle yourself, can
you do it for me?’ The preceptor replies ‘no that is not
something I can do for you. I am not trained’

•

We will be strong, clever, brave and determined
to make life better for our people

•

We will think deeply, plan wisely and take action
to improve service and enhance wellbeing

•

We will share our experiences and knowledge
with others so that we all can learn

If a client says ‘What shall I do?’ or ‘How should I treat
my disease?’, the preceptor coaches the client to
develop relationships with the health professional,
learn the medical renal language and ask questions,
‘What is this medicine for?’

•

We will foster understanding and respect
between Indigenous and non-Indigenous people

Client Management/Duty of Care

•

Child Protection (Offender Registration and
Reporting) Act 2016

Renal patient preceptors always look for positive
ways to support clients.

•

Care and Protection of Children Act 2007

•

Criminal Code Act 2017

Preceptors are often asked if they can work the
dialysis machine. The preceptors never touch the
machine. They might point to the machine and
explain what is happening, for example ‘this is how
much time you have left’ or ‘this is the level for
the fluid’.

Renal patient preceptors hold an Ochre Card.
Renal patient preceptors act in accordance with the:

•

Preceptors do not solicit clients but wait until
they are asked to provide support

•

Preceptors will try to make contact with a person
who they don’t know through Panuku unless they
are a family member

14. CHALLENGES AND
SOLUTIONS

•

Preceptors encourage clients to be independent
and take care of themselves

Valued as equals

•

Preceptors will provide information about their
role and explain to their clients how they can help

•

Preceptors do not interfere in family business but
support and advise clients to get better

•

Preceptors keep records of their client
interactions

Conduct and Mandatory Reporting
Renal patient preceptors work as employees of
the Purple House. They carry out their work in
accordance with any relevant legislation and the
values of Purple House which are:
•
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(dreaming), Ngurra (country) and Kuunyi
(compassion) are central to all that we do and say

We will ensure that Walytja (family), Tjukurrpa

A big challenge for us is that non-Aboriginal medical/
health professionals do not see us as being equal
to them and at first, when new, may not value our
work or act like they respect us. They do not see
how we can help them. We want to be seen as equal
with others and seen as professional people in
our own right, working as facilitators of both ways
understanding.

Misunderstanding of differing roles
Some Indigenous Liaison Officers feel threatened by
us when we are working at the hospital because they
think we are ILOs but just employed by someone else
(Panuku). They feel that we may be taking away some
of their work. They do not understand how our role is
different from theirs.
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Possible Solutions

Growing number of renal clients

•

Preceptors are invited talk at the Induction of
new ILO staff at the hospital or the renal units.

•

Develop a brief pamphlet for ILO staff using
material from this report which describes our
role and how we work.

•

Preceptors are invited to meetings at the hospital
or renal units and get to know people and form
professional relationships

There is a big possibility that the preceptors will
not be able to help enough people in the future as
the number of communities with partnerships with
Panuku grows, and as the number of people with
renal disease grows. There is a risk we will get tired
and worn out. We also think young people will need
young people in preceptor roles that they can relate
to.

•

Panuku advocates to the health management
about the importance of the preceptor role

Research participation
Expectation of contribution with recognition and/or
remuneration
Renal patient preceptors feel used by some
researchers. We feel we do not get any return for
our contribution to some research projects. We
preceptors are regularly called on to be informants
for researchers working in the renal health field.
We feel that often these people come to us and use
our ideas and knowledge for their research. They
take our knowledge and build their own careers and
leave Darwin, and we are still here with all of these
problems. If people work with us we expect them to
come back and give it back to us.
Researchers or other people who want to access our
knowledge and expertise may expect we will do it for
nothing. Meetings and research projects can take up
a lot of time and energy. We are being consulted as
experts, so we believe we should be recognised and
paid for this work.

Possible Solutions
•

•

Researchers sign an agreement that means they
must come back and report back to clients and
the preceptors and talk through with people the
results of their research.

Possible Solutions
•

Start to develop up some more preceptors and
have them mentored by the current team.

•

Develop some young people into the role so that
they can support the younger people with renal
disease.

Focus of Advocacy groups
In 2012 Lachlan Ross and David Croker were
founding members of the Renal Advocacy Advisory
Group (RAAC). This was a self-started, self-managed
advocacy group of Aboriginal people with renal
disease. The group represented renal patients from
the seven northern regions; Groote, Arnhem, Tiwi
islands, Darwin, Barkly, Katherine and the West. This
was a very strong advocacy group which represented
the views of Aboriginal people with renal disease
prior to the Department of Health Friends of the Top
End Health Service being initiated.
While the Friends of the Top End Health Service
provides any patient with a critical feedback
mechanism it does not focus on the great challenges
facing Aboriginal renal patients. The RAAC needs
support for it to maintain momentum.

Solution
Re-establish the RAAC group with assistance from
Panuku as an outreach of the preceptor role.

Panuku should be able to charge other
organisations for our time and expertise.
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15. STORIES FROM THE DAILY
LIFE OF PRECEPTORS
This part of our report is to help people understand
what we do and how we do it. This is not one story
about one preceptor’s story but stories from all of
our lives put together to show how we work. All the
stories have been de-identified to respect people’s
privacy.

Story 1
Today when I woke up I felt very unwell, and very,
very tired. It was my day for dialysis so I got myself
ready. There was some business going on in my
family and I was needed to help sort that out. Being a
family leader when I am sick is very hard work. I was
in town for this dialysis because it was not my turn to
be back on the community at the dialysis unit there.
When I got to the unit there was an older lady there,
I didn’t know her myself but knew she was from a
community near mine. That lady was new to dialysis,
I could tell because she looked very, very scared and
the staff were telling her about the machine and how
long she would be there.
I started talking to her and once we started talking
we knew where each other was from and who we
were related to, so talking became easy because that
lady knew I was from her country.
The staff at the unit knew about me being a
preceptor from Panuku so they encouraged us to talk
together.
I talked to her about the dialysis machine and
showed her the different parts and explained how
long it would take each day she was there. She was
very concerned about her life and started to cry a
bit and started to tell me what was happening. She
said she was really frightened. She didn’t understand
what the doctor was telling her about how long she
would have to do dialysis. I could talk to her in her
own language because she was an older lady and she
felt more comfortable in her language.
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She asked me ‘is it true I will never go home again?’
She said, ‘I thought I would just get this (dialysis)
done today then I would go home’. I explained to her
that dialysis had to be done properly exactly how
the doctor said, otherwise she could get very sick.
I shared my renal journey with her, about what a
shock it was at first but how, once I started dialysis
and got settled into it, I could now go back home
three or four times a year and still live properly,
shopping, walking, going out hunting. I said she
can still be independent. I said to that lady that she
needed to talk to her doctor more about her care.
She said she felt a bit embarrassed talking to him
because he was young and new to Darwin, and she
couldn’t really understand him. I told her about my
preceptor role and offered to come with her and be a
support person for her.
Afterwards I rang up Panuku and told them I had
done some work as a preceptor. I suggested that
they tell the hospital that this lady would need an
interpreter next time she went to the doctor and I
could go as her support person. This was organised,
and I went to the hospital and met her for her next
appointment. When I went to Panuku I filled out the
time sheet to show I’d done some work.

Story 2
One day Panuku rang me up and told me about a
person at the hospital from my community. The
hospital had rung Panuku because they knew that we
could help.
I went to see this old man who was in hospital. I
knew him from the community. He said to me ‘This
doctor came and told me they want me to be on
dialysis. This young girl told me straight up I had to
stay here and go on dialysis, and I mustn’t go away.
I don’t even know that doctors name.’ He said to me
‘I’m good, I’m strong, I don’t need dialysis. I can get
better without dialysis’.
That person had been in the hospital two weeks.
He was all heavy, swollen, puffy and was very upset,
really shocked. He kept saying to me ‘What is wrong
with me? I need help. What are they going to do to
me?’ He didn’t understand anything that was going
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to happen. He asked me ‘What are they going to do
to me, what is that thing they are going to do to my
neck?’ I wanted to help him and explain the renal
journey story so he knew what to do and was not
so frightened. I felt very sad when I saw how upset
he was.
He had many problems he was concerned about.
‘When I get out of hospital where will I stay? I have
no money, how will I live? My family want to come to
see me, where will they stay? How do I sort this out?
Where will I get money for food and clothes?’.
As a preceptor I always ask myself ‘How can I help
this person? What is the best thing I can do? Who else
can help? Who else needs to be part of helping this
man?’ There are lots of people to help.
I started to help him. I talked to the head doctor and
she asked me to come and talk to the young doctor.
I met her and talked to her about this old man and
explained some ways she could talk to him so that
he was not shamed about being told what to do by
a young woman. I talked the social worker and the
Indigenous Liaison Officer (ILO). The ILO started
helping him get all the forms for Centrelink and that
sort of thing.
I went back when he had his next appointment to
help him talk to the doctor. I explained to him in
language that even though she is young she knows
her job and she is trying to help him and get him
better. The social worker was helping him to get
his accommodation and family issues sorted out.
When his family came to visit I could talk to them
in language and explain what was happening. They
were very concerned that he would never come back
to the community and they would not have their
elder there at home to help them and advise them,
especially about cultural matters.
I explained to the man’s family that he would need
to be in town until his condition settled down, then
because his community had a dialysis unit he would
be able to go home three or four times a year for a
few months each time. I could tell them about my
renal journey and how I still had a good life. I could
also explain how I looked after myself; food, exercise,

all those things that keep me healthy. When they had
medical questions about his treatment, I said ‘You
should talk to the doctor about those things, I am not
a doctor.’ I helped them talk to the doctor.
Every time we preceptors talk to people we are
always trying to help them see things in a positive
way and how much they can do to look after their
own lives.
This took quite a few visits to the hospital and
meeting people there. This man is still okay and into
a routine now that maintains his health. He does go
home to his community when he can, but it’s always
hard and a person on the renal journey needs their
family to keep them strong.
I keep Panuku up to date with what I am doing, and
they help me. I always have to look after myself as
well, so that I don’t get sick from too much work and
worry.

Story 3
At the hospital there is a multi-disciplinary meeting of
all the people involved with the care of renal patients.
This involves all the medical and health professionals.
At those meetings they often recommend that
a preceptor helps a patient at the hospital. The
hospital rings Panuku and then the right preceptor is
organised to visit the patient. We try to match up the
right preceptor with people.
We think about all these things: Where does this
person come from? Where is their country? Who are
they related to? Where is their family? Are they a man
or a woman? Once we think about these things one
of the preceptors visits that client. First thing they do
is check that the person would like the support of a
preceptor.
A preceptor went to visit at client the hospital. This
client wanted to talk to the preceptor. The preceptor
was from her community and was an elder to the
client. This client was heading towards complete
renal failure but was in total denial. She kept on
refusing to go to dialysis. She also kept trying to leave
the hospital. She was really sick and getting sicker.
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She didn’t believe dialysis would make her better
and she was very scared about dialysis from all the
stories people had told. The preceptor listened at all
her worries and her stories about how bad dialysis
was and said;
‘Okay, listen to what I have to tell you. Look at me, I
am okay, I am still healthy and still able to go around
and be part of my community. I can talk to you
from my experience, the people you have to listen
are the people like me who have been through the
experience of dialysis and know that it helps them.
I think you should stop listening to all those people
who don’t have the experience of the renal journey
but just tell you stories. All those stories about the
blood being animal blood or other strange things are
not true. It is your blood going through the machine
and getting cleaned so that you can be strong again.
The kidney is like a filter cleaning your blood but
when you have renal disease you need dialysis to
clean your blood and once it is cleaned you will
feel much better. But you have to have it cleaned
according to your treatment plan.’
The preceptor talked to the client like that and also
went to dialysis with her. The client got used to the
treatment and knew she could talk to the preceptor
when she was worried. The preceptor also talked
to her family who had the same wrong ideas about
dialysis. So, once they knew the real story they could
be a better support for their mother/grandmother.

Story 4
People ring me up all the time because they are
worried about getting to end stage renal disease. I
don’t always know these people, but someone gave
them my number. They ask my all sorts of questions
about what they should do and how do they get
better. I say ‘What do you have to do? Keep your
doctor’s appointments, keep going to the clinic, try to
eat healthy, no soft drinks or sweets, stop eating junk
food and clean your house, talk to the dietitian about
these things. Don’t act like it is not happening.’

Story 5
I was at the shops one day and I saw this young fella
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from out bush I knew was on dialysis in the hospital.
I asked him how he was going, and he said he had
left the hospital because he didn’t like it and would
not go back. It was not my place to tell him he had to
go back. I couldn’t order him. But I did start to have
a chat to him about my experiences and how, even
though I didn’t like the hospital, I got used to being
there. I told him how, once I started to feel better, it
was worth it and that after a while I could leave and
go home and attend the renal unit. I heard a few
days later that he went back.

Story 6
I met a young person who was the first person
from his community to go on dialysis. He was
about twenty-four years old. I explained to him
he could come and meet with us preceptors and
talk and share his experiences. At that meeting we
encouraged him to share his story with people at
home, and feel good about his story so that people
back home can get the message that even if you are
on dialysis you can go home, you can still live good
independent lives. That person is a strong leader.

Story 7
Many times, as a preceptor working in the hospital or
the renal units we see people from places outside of
where we operate (not from one of the communities
with whom Purple House usually work with)
One day at the hospital I saw this lady who was
connected to me from ceremony, family and song
lines. She had heard about my role as a preceptor.
This lady wanted to talk to me about how come I was
there to help people from some communities and
not others. I explained about the agreements Purple
House had with communities to provide renal care
and support, and how in Darwin it was all through
Panuku. She was interested for her own community
and herself. I helped her by talking about how the
preceptors work. She wanted to know about how
her community could work better to access renal
provision and advocate for services. I talked to her
about my preceptor role. After this talk she got
trained to do self-care so she could go back home
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and start advocating for a renal unit there. Once
they had a renal unit she would be ready. She really
wanted to help her community.

Story 8
I was asked to go to the hospital so Panuku picked
me up and we went. We met a lady who was very sick
and so frightened. She was saying ‘What is happening
to me, what are they telling me?’.
I could talk to her. I went over and sat down with her.
She was telling me about her symptoms. She couldn’t
walk or stand; she could only lie down. She didn’t feel
like eating. She had been like this on the community
for days. Now she was at the hospital she felt even
worse because she didn’t know what would happen
and had left her family home. She was their elder.
I said to her: ‘Don’t be frightened of these people.
These doctors and nurses are like our families, they
are here to help us. They will not harm you’.
When she had a meeting with the doctor, I was
there supporting her, her son was there and the
grandchildren were on the phone.
The doctor told her about the V line and how it was
just until they could get a fistula in her arm.
The family were much relieved that they knew about
her pain and what was causing it and also about the
treatment.
Sometime later she came to a meeting at Panuku and
said ‘Thumbs up, thumbs up to Panuku’. She was very
happy about how we helped and supported her and
her family.

Story 9
We get invited to many meetings, conferences,
research sessions, advocacy groups and talks with
politicians. This advocacy, talking, talking and talking
and helping people understand Aboriginal views is
a big part of our work. However, it is very tiring and
takes up a lot of our time and energy that we want
for our clients. People also expect that we give all this
for nothing. They get salaries for doing their work but

don’t think that we are giving our time and expertise
for nothing. Often, we give lots of information but
never get anything back. The researcher gets a paper
published or get their degree from our help.

16. PROFESSIONAL
DEVELOPMENT
After defining the role of the renal patient preceptor,
the group then thought about their daily life stories
and put together the experience, attributes and
knowledge required to do the role. Following this,
the group discussed their professional development
needs to enable them to continue to develop and
to provide the best care and support for clients.
Much of their learning is on the job and as a result
of engaging with the diversity of people they come
across in the role. However, the preceptors do feel
the need for a more planned approach to their
professional development.

Lived Experience
A renal patient preceptor is an Aboriginal person who
has lived experience of the renal disease journey
and can provide expert advice and reassurance to
Aboriginal renal patients.
Preceptors have a passion for helping their people;
supporting, educating and mentoring Aboriginal
individuals, families and communities to undertake
the renal disease journey with knowledge,
empowerment, dignity and hope.

Professional Development
•

An individual learning plan with details about
what medical and health knowledge the
preceptor wants to learn.

•

Induction into the role of preceptor and
mentoring through the first few months of being
a preceptor.

•

Opportunities to learn about the medical and
other aspects of renal disease and renal care
including the correct terminology .
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Advocacy
Preceptors have a commitment to improving the
renal health care system through advocacy.

Professional development
•

Develop further skills in being confident in
public speaking, organising and chairing formal
Kardiya style meetings. Further develop skills in
using computers and technology. Leadership
development like the Department of Education
Indigenous Leaders Network.

•

Develop knowledge of how the health system
works including Federal and Northern Territory
Governments. How funding works, how
health services are improved and how other
organisations like Purple House, Menzies School
of Health Research and other research and
professional groups like the Australia and New
Zealand Society of Nephrology all fit together.

Intercultural Communication
Preceptors are skilled intercultural communicators,
able to work both ways and assist both Aboriginal
people and non-Aboriginal people to communicate
effectively and to develop and manage relationships
which assist in high quality culturally appropriate
renal care.

Professional Development
•

Opportunities to meet with different people
performing different roles in renal care and
have discussions and workshops about working
interculturally or ‘both ways’ to share ideas and
knowledge and practice better communication
between Aboriginal and other people for the
purpose of improved service for clients.

Accredited Training
Currently there is not an expectation that preceptors
will hold a formal qualification to undertake the
role. The nature of the role places more emphasis
on the preceptors’ skills, attributes and knowledge
as Aboriginal leaders than on knowledge gained
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through a qualification pathway. Given the demands
of the role and the need for the preceptors to
manage their own health, they believed that
requiring the completion of a formal qualification
would be beyond what could be reasonably expected
of most preceptors.
The preceptors discussed possible vocational
qualifications and after reviewing possibilities
believed that, should a preceptor wish to undertake
a vocational qualification, the most appropriate
would be in Community Services. Within this training
package there are many skills sets which would also
be appropriate as professional development.
Skill sets are made up of one or more units of
competency which link to an industry need or
regulatory requirement, such as a license. Skill sets
are recognised with a Statement of Attainment and
may count towards a higher qualification.
A possible qualification pathway is set out below:
1. CHC22015 Certificate II in Community Services
2. CHC32015 Certificate III in Community Services
Or:
1. CHC33015 Certificate III In Individual Support
2. CHC42015 Certificate IV in Community Services
There is a wide variety of possible electives across
these qualifications which would support the
development of a preceptor’s skills and knowledge.
Examples include:
•

CHCDIV001 Work with Diverse People

•

CHCADV001 Facilitate the Interests and Rights of
Clients

•

CHCCCS001 Address the Needs of People with
Chronic Disease

Within the training system there is also the capacity
to be recognised for cultural knowledge. An example
of such as unit is CHCDIV002 Promote Aboriginal and
Torres Strait Islander Cultural Safety
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17. EMPLOYMENT CONDITIONS
The renal patient preceptors are employed by
Panuku as casual employees under the Social,
Community, Home Care and Disability Services
Industry Award. These employment conditions
provide flexible working conditions and can
fit around treatment requirements and other
commitments people have. There are no minimum
hours but there is a maximum of 30 hours a week.
If the preceptor is travelling to a community or
another town for preceptor work and is required to
stay overnight, they are paid an additional standard
overnight allowance.
Mostly the preceptors receive notification of clients
through Panuku. Sometimes, however, they are
notified of clients when they are at the hospital and
renal units. The preceptors may also be approached
by potential clients in community or social settings.
Panuku usually assists with transport by picking up
the preceptor up and taking them to the place where
they are meeting their client, such as the renal unit or
hospital.

18. RECOMMENDATIONS

•

Finalise the Code of Practice and Values
Statements, publish as posters and make
available to renal clinics, hospitals and other
relevant sites.

•

Develop a renal patient preceptor induction
process which includes a mentoring element.

•

Develop a yearly professional learning plan with
each renal patient preceptor tailored to their
individual knowledge and skills development
needs.

•

Develop a renal professional learning events
calendar of three or four events per year. Events
could be one to two hours and be available for
preceptors, Indigenous Liaison Officers and
other renal health workers. The focus would
be on renal knowledge including medical,
general health and other areas such as patient
psychology.

•

Establish a payment system for renal patient
preceptors involved in advocacy and research
projects. Negotiate with organisations who need
to access the knowledge of the preceptors.

Keeping the advocacy voice
independent
•

Who are we and what we do
Produce a pamphlet and or poster with quality visuals explaining the renal patient preceptor role.
There should be a number of versions:
•

An English version for medical and health
professionals and other stakeholders.

•

English and Aboriginal languages versions for our
different Aboriginal clients

Reinstate in the Top End the Renal Advocacy
Advisory Committee supported by Panuku
with similar Terms of Reference to the Central
Australian Renal Voice.

Meeting emerging client needs
•

Develop and induct some younger people to
become renal patient preceptors to support the
young people who are starting to become renal
patients.

•

Develop and induct more renal patient
preceptors to meet the growing need.

Professionalising our work
•

Investigate the use of basic client management
system app to implement as an easy to use client
management system
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APPENDIX A – Preceptor Position Description
Position Title:

Indigenous Cultural Advisor and Patient Mentor (Darwin)

Program:

Social Support

Location:

Top End

Classification:

Social, Community, Home Care and Disability Services Industry Award 2010

Responsible To: Top End Patient Support Officer / Lajamanu Project Officer/Lajamanu Dialysis Committee

POSITION SUMMARY
The role of the Indigenous Cultural Advisor and Patient Mentor based in Darwin, aims to provide the members,
patients and clinical employees with a cultural conduit /expert to assist with cultural awareness and safety.
The primary focus of the role is to work alongside and provide expert cultural advice and support to the Purple
House Patient Support Officer in Darwin. The role will also provide direct support to renal patients from our
target communities living in the Darwin Region. This assistance may be in the form of social support, service
navigation and mentoring. The role will also provide education and increased understanding of NT Renal
Service Staff in areas such as cultural awareness, advice on appropriateness of service delivery and increasing
ATSI training and employment opportunities. The role also includes liaison with other service providers,
communication with patients and their families, and engagement in community strengthening activities.
The Indigenous Cultural Advisor and Patient Mentor key responsibilities are to be a cultural guide and expert
to the Patient Support Officer, Nightcliff Renal Unit, Purple House and our members. Patient social support,
service navigation and mentoring will also be an integral function of the position.

Special conditions:
•

The position is offered on a 12-month fixed-term basis. Towards the end of the period further employment
opportunities may be discussed.

•

New appointments are probationary for the first six months.

ABOUT PURPLE HOUSE
Our mission is to improve the lives of people with renal failure, reunite families and reduce the incidence of
kidney disease in our communities. We are run by Aboriginal people for Aboriginal people and work to provide
culturally appropriate dialysis services in remote communities, helping people to get home to country and
family. All employees are expected to carry out their work in accordance with the values of Purple House:
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•

We will ensure that Walytja (family), Tjukurrpa (dreaming), Ngurra (country) and Kunnyi (compassion) are
central to all that we do and say.

•

We will be strong, clever, brave and determined to make life better for our people

•

We will think deeply, plan wisely and take action to improve service and enhance wellbeing

•

We will share our experiences and knowledge with others so that we all can learn

•

We will foster understanding and respect between Indigenous and non-Indigenous people
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STANDARD REQUIREMENTS
•

Demonstrate a courteous and respectful manner and communicate effectively with internal and external
stakeholders.

•

Demonstrate cultural awareness and knowledge of cultural safety and Indigenous community control.

•

Maintain confidentiality of information about clients, other staff members or community members.

•

Work to achieve standards of best practice and promote continuous quality improvement.

•

Demonstrate safe work practices and promote a safe work environment.

FUNCTIONS
Care
•

Be the ‘face’ of Purple House within Nightcliff Renal Unit for employees and patients

•

Provide social support to people living in the Top End

•

Assist in the preparation of patients for their return home.

•

Liaise with the Purple House staff in Lajamanu about return of patients and suitability

•

Assists the patients to return to Nightcliff when their time in community is at an end

•

Work within the policies and procedures of Purple House at all times

•

Serve as the clients advocate and protects the rights of the individual

•

Works in a way that encourages and supports Indigenous staff

•

Evaluates the quality of nursing practice by participation and contribution to the continuous improvement
program

•

Prioritises workload using resources appropriately and cost effectively wherever possible.

Communication
•

Attends relevant meetings and reviews within Nightcliff Renal unit

•

Demonstrates a courteous and respectful manner and communicates effectively with internal and external
stakeholders

•

Encourages the development of relationships which promote a harmonious environment

•

Communicates appropriate information to the Patient Support Worker, Lajamanu Project Officer and the
Lajamanu Dialysis Committee

•

Participates in organisational planning, implementation and evaluation activities

•

Provides culturally appropriate training/education to dialysis patients and their families to encourage
wellbeing and self-care

•

Works as a member of the WDNWPT team
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Work Health and Safety
•

Promotes a safe work environment in accordance with legislative requirements

•

Adheres to Work Health Safety guidelines

•

Reports all incidents and near misses to the Clinical Coordinator and completes relevant documentation

•

Participates in clinical governance activities

Other duties as negotiated with the CEO.

KEY COMPETENCIES (SELECTION CRITERIA)
Essential:
1. Be an Indigenous person
2. Willingness and capacity to work in a cross-cultural environment
3. Willingness to work under the direction of Indigenous leadership
4. Ability to work collaboratively in a multi-disciplinary environment
5. Well-developed skills in communication, conflict management, negotiation and problem solving
6. A knowledge and commitment to Quality Improvement

Desirable:
7. Experience working for an Indigenous organisation
8. Indigenous language skills
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APPENDIX B – Project Brief
We are Western Desert Nganampa Walytja Palyantjaku Tjutaku, also known as Western Desert Dialysis or
‘Purple House’. Our name means ‘making all our families well’ recognising that people must be able to stay on
country, to look after and be looked after by their families.
Our mission is to improve the lives of people with renal failure, reunite families and reduce the impact of
kidney disease in our communities.
Since the commencement of dialysis treatment in Kintore in 2004 we have grown to have dialysis units in 9
remote communities, as well as at the Purple House in Alice Springs. The Purple Truck, our mobile dialysis
unit, gives patients the opportunity to spend time in their home communities where there is not a permanent
dialysis unit.
Our diverse staff team includes Indigenous Preceptors who have lived experience as recipients of dialysis
services. The Preceptor role is to provide expert advice and reassurance to patients as part of the professional
health service team. Preceptor positions are mainly in Darwin and Top End communities which include
Lajamanu and Yirrkala.
This project aims to develop the Preceptor job role by identifying the skill set and any professional
development required to build relevant skills and knowledge. The process will raise the profile of the Preceptor
as valued care workers whose role supports cultural safety for dialysis patients.
The Project Facilitator will work closely with a core group of 5 Preceptors based in Darwin and surrounding
areas. Most importantly, the Facilitator will consult with Preceptors as leaders in their profession, and support
the desired outcomes as directed by the group.

Timelines
September – engage Project Facilitator
October – planning in consultation with team members
Early November – group work (1)
December– consolidate findings and plan second group session
Late February – group work (2)
March – final consultation with team members, draft report for discussion
April – final report due
The consultancy will report to Heather Hall, Manager of the Panuku office based in Rapid Creek. The project
team will include Lachlan Ross as a key driver of this project.
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APPENDIX C – Central Australian Renal Voice Terms of Reference
1.

Introduction

In November 2013 the consumer advocacy group Central Australia Renal Voice (CARV) was established to assist
patients with a forum to advocate for change in the provision of dialysis treatment, accommodation and social
support to drive better health outcomes.
In Central Australia, renal patients are the heaviest users of hospital services and may move up to 1,000km
from remote communities to Alice Springs for treatment.
CARV provides a structured linkage between patients and service providers, facilitating meaningful discussions
for the provision of advice, direction, and advocacy for planning, delivery, design, measurement and evaluation
of renal health care in Central Australia.

2.

Consumer Advocacy Group Purpose

The purpose of CARV is to empower renal patients to advocate for change so that their concerns and objectives
are valued and to work with health, accommodation and social support providers to improve service and
health outcomes for dialysis patients.
CARV will help improve health outcomes for patients and their families through:
•

Working together to address cultural safety issues to ensure that the provision of services is respectful,
appropriate and free of discrimination,

•

Patients voicing their concerns about dialysis treatment and living in Alice Springs, and

•

Service providers understanding the problems these patients face while receiving dialysis treatment and
living in Alice Springs.

3.

Representatives

CARV is a representative body made up of renal patients who represent the broader community of renal
patients. A diverse range of representatives from the key language groups and regions is required to ensure
the specific needs of each language group and region are heard.
Existing representatives of CARV are consulted prior to new representatives being appointed.

3.1.

Eligibility

A representative must be:
•

At least 18 years of age

•

A person who is a renal patient receiving treatment in Central Australia, or their carer

3.2.

Recruitment and Appointment

Representatives of CARV are selected by the renal patient community agree to uphold CARV’s purpose and
agree to represent renal patients based in Central Australia from their regional area.
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3.3.

Supporting Agencies

A number of supporting agencies will receive a standing invitation to ensure multi-sectoral understanding
of issues faced by renal patients. Agencies will be selected by CARV representatives with multi-sectoral
representation from:
•

Non-Government member of the Kidney Action Network,

•

Government Agency

•

Research institute

•

Independent Service Provider

3.4.

Stakeholder Involvement

Delegates from the following organisations may be invited to join CARV meetings where appropriate:
•

Members of the Kidney Action Network

•

Government Agencies

•

Other relevant organisations such as service providers or research bodies

4.

Meetings

CARV meets quarterly at times suitable to representatives.
The day and time will be established by CARV members and meetings will be held over two days to ensure that
members can attend on the alternate day of their dialysis. After each meeting, a summary of the issues and
recommendations is prepared and may be freely distributed.
CARV may decide, from time to time, hold extraordinary meetings or to establish sub-committees or working
groups to pursue its objectives.

5.

Responsibilities

5.1.

Chair Responsibilities

Due to the nature of dialysis requiring meetings to be held on alternate days, each CARV group has two CoChair positions.
The Co-Chairs will provide leadership and ensure its members comply with the Terms of Reference (this
document). The Co-Chairs will set agenda in collaboration with members and Secretariat.

5.2.

Secretariat

The CARV secretariat will be an independent officer, or in lieu of an independent officer, the membership shall
be supported by a rotating secretariat from the Supporting Agencies.
The role of the secretariat is to:
•

Liaise with the Chair regarding the agenda and business of the meetings

•

Ensure the meetings run accordingly to agenda and the minutes accurately reflect the outcomes and
decision making of the meeting.
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•

Prepare minutes and distribute them as soon as possible and within seven days of the meeting date.

•

Confirm attendances and apologies and notify the Chair to ensure a central point of contact.

6.

Reporting and Accountability

CARV will hold an annual meeting for all interested renal patients and their carers. The purpose of this meeting
is to provide a report of CARV’s activities and progress against issues.
CARV will be promoted to the broader patient population through posters at key locations informing patients of
their representatives as well as the issues raised and actions taken.

6.1.

Supporting Agencies

Support Agencies will circulate de-identified minutes to relevant existing networks such as the Kidney Action
Network and escalate issues to take action on recommendations.

7.

Authority

Recommendations are made by consensus. If consensus cannot be reached and a decision is required, the
Chair may call a vote with the majority rules. If necessary, the Chair will hold the deciding vote.

8.

Confidentiality

To ensure effective consultation between CARV and service providers, sensitive information may sometimes be
disclosed to members on a confidential basis. Members are asked to be mindful of the confidentiality of this
information and should not disclose it to outside parties.
If members are unsure about the confidentiality status of particular information disclosed to them, the Chair
should be asked to clarify the position.

9.

Conflicts of Interest

To meet the ethical obligations, CARV representatives and invited stakeholders and guests must declare
any conflicts of interest whether actual, potential, apparent or appear likely to arise, and manage those in
consultation with the Chair and members.

10.

Support

Stakeholders will provide other support services to CARV with prior agreement.
Representatives are volunteers and do not receive remuneration.
Representatives will be provided access to transportation to undertake duties associated with their
membership on CARV.
Some agreed out-of-pocket expenses may be paid for members attending duties associated with their
representation on CARV.
Representatives will be provided with access to interpreters if required.
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