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Indigenous ill-health is a source of concern internationally. The 
Australian government is committed to reducing the 17-year gap in 
the mortality rates of Indigenous and non-Indigenous Australians. 
Kidney disease is of particular concern because its prevalence in 
Aboriginal Australians is more than six times that of other Australians 
and the discrepancy is even higher in communities living in the 

remote interior of the country.1 The treatment of kidney failure by 
dialysis or transplant is expensive. Patients from remote areas have to 
relocate to cities for treatment and here they are isolated, dislocated 
and distressed. Given these problems, it makes sense to concentrate 
on devising effective prevention programs. 

The Western Deser t  Kidney Health Project  (www.
artshealthfoundation.org.au/westerndesertkidney/) was designed 
to address the need for early detection and prevention of kidney 
disease. It also addresses Type 2 diabetes which is both a precursor 
for kidney disease and itself a significant source of ill-health. 
The current focus of this project is on ten remote, predominantly 
Aboriginal communities, near Kalgoorlie, in the Western desert 
of West Australia. The project has evolved over many years, with 
considerable institutional support. As far as possible, team leaders 
are well known in the community. They include a paediatrician and 
an experienced Aboriginal Health Worker both of whom have long 
worked to improve the life and outcomes of the community. A local 
arts worker has been trained as a health worker. A key team member 
from outside is a project designer and lobbyist with a long association 
with team members. Together the core team members have high levels 
of clinical skills, social skills and some have cultural authority in 
these desert communities. They understand the complexities of the 
communities and share the grief and dismay caused by these diseases. 
Additional team members (volunteers, rural medical students, and 
visiting artists and performers) share as many of these characteristics 
as possible. The approach of the team was piloted and refined in 
consultation with the communities who therefore have a sense of 
ownership. It goes without saying that a project as complex as this 
does not happen quickly.

The first aim of the project is to screen everyone in the ten 
communities, assessing the prevalence of, and risk factors for renal 
disease and Type 2 diabetes, starting with children, then adults. A 
first obstacle that the team faced was the lack of space, resources 
and services in many of the communities – there may be no clinic, 
no accommodation for team members, precarious supply of utilities 
such as water, electricity and communications. The team turned to 
institutional funders to cover  the cost of two large, special-purpose, 
self-sufficient trucks. The first truck is a mobile screening unit from 
which test results are available on the spot in about ten minutes. A 
second truck provides accommodation for project staff, and material 
for additional activities.

 Included in the aims of the Western Desert Kidney Health Project 
is an assessment of the age at which disease or indicators of risk first 
appear in children. At the start of the program, staff were startled to 
find both diabetes and the early stages of kidney disease in primary 
school children, younger than 12 years. Anyone with significant risk 
factors or established disease is referred to local medical services 
for further assessment and treatment. While treatment can arrest 
the decline in kidney function, the drugs are expensive and have 
to be collected once a month. The drugs can be obtained free from 
an Aboriginal Health Service clinic but there are often long queues 
and time delays to access the service. Some communities do not 
have an outlet for this scheme and people have to travel hundreds of 
kilometres to get free access. 

Ideally clinical treatment is accompanied by prevention 
programmes, educating patients about risk factors with a view to 
reducing exposure to risks. A comprehensive diabetes program 

of this method, demonstrating that the settings in which the method 

is employed vary widely. See, for example a more recent article about 
falls-related injury in older people.4

We remind you that our new publication policy places more 
emphasis on the importance of our Letters to the Editor and the 
letters in this Issue are no exception. M. Mofizul Islam and colleagues 
support the conclusion of Tim Adair and colleagues above: it is 
important to co-locate primary care with treatment centres for 
injecting drug users. We have a Letter pointing out the potential of 
Smartphone applications for control of obesity (Ka Ooi Gan and 
Margaret Allman-Farinelli) and a suggestion that it is worth analysing 
the relationship between displays of energy-dense food and their 
consumption (Lukar E. Thornton and colleagues). 

In the Book Reviews we have a review of a book addressing both 
euthanasia and disability and another about research subjects in 
studies conducted by ‘Big Pharma’. Researchers please note! 

References
1. Gibbs L, Waters E, St Leger L, Green J, Gold L, Swinburn B. A settings-based 

theoretical framework for obesity prevention community interventions and 
research. Aust N Z J Public Health. 2011;35(2):104-6.

2. Taylor K, Thompson S, Davis R. Delivering culturally appropriate residential 
rehabilitation for urban Indigenous Australians: a review of the challenges and 
opportunities. Aust N Z J Public Health. 2010;34:S36-S40.

3. http://onlinelibrary.wiley.com/journal/10.1111/%28ISSN%291753-6405/
homepage/e-books.htm

4. Watson W, Clapperton A, Mitchell R. The burden of fall-related injury among 
older persons in New South Wales. Aust N Z J Public Health. 2011;35(2):170-5.

Editorials



2011 vol. 35 no. 3 AUSTRALIAN AND NEW ZEALAND JOURNAL OF PUBLIC HEALTH 205
© 2011 The Authors. ANZJPH © 2011 Public Health Association of Australia

should include a comprehensive change of diet, increased exercise 
and a reduction in stress.2 Even under ordinary circumstances many 
people are unable to make long-term changes of this kind. Simple 
interventions like information and counselling need to be enhanced 
with additional forms of support and attention before there is an 
improvement in health.3 On the other hand, because of a sense of 
past neglect, people in remote communities may be more responsive 
to health messages.4 

The first challenge for the project is to encourage people to present 
for testing. Fearing both the disease and the difficulties attending 
treatment, some community members may avoid the house-to-house 
calls with invitations to attend the screening program and so this task 
needs to be carried out by a team member recognised and trusted 
by the community. When people do present and are given the news 
that they, or their loved ones, do indeed have kidney disease, they 
need a glimmer of hope, they need to know that something can be 
done about it and they need a trusted source of information and 
support. People’s capacity to come to terms with disease improves 
if there is support from family and community, if they know that 
their community understands what needs to be done. The prevention 
program is challenging, requiring  changes in long-established 
dietary practices, including some that may be an intrinsic part of 
family rituals, and this requires a shift in the cultural understanding 
of the disease. The people called upon to make these changes may 
themselves be suffering economic hardship and social alienation. 

Such a complex problem deserves a complex response so it made 
sense to accompany the screening service with a program that engages 
with long-established social and cultural practices that need to change 
if prevention is to succeed. Located in the second purpose-built truck 
are the materials for an arts program. Team members work alongside 
experienced visiting artists and performers to engage communities in 
song, dance and other creative projects that are vigorous, engaging 
and fun. People who resist screening can be drawn into these activities 
and reassured: the projects build up new ways of expressing hopes 
and fears, and generate new ways of understanding the disease. 

This project has been carefully designed to engage with the 
community, using the arts and culture sectors to complement clinical 
services and to build a collective commitment to change. The project 
is drawing on a growing understanding in the health sector that arts 
programs are an important way of changing both individual and 
community capacity for fundamental change to a way of life.5 

While complex, multi-layered projects are promising, they are 
extremely difficult to evaluate. Clinical assessment, repeated annually 
for three years, can assess improvements in renal health but whether 
the programs show a clinical benefit or not, the effect of the arts and 
culture program on the community also needs to be assessed.

An Evaluation Model
The integrated clinical/arts program addresses kidney health, 

taking into account everything from human physiology to culture. 
Conceptualising such a multi-faceted program requires a systemic 
approach which recognises that we are dealing with different levels 
of a complex system, one in which these different levels interact, 
both interfering with and facilitating change.

Let us start at the micro-level, that of physiology, the focus for 
diagnosis and treatment. But the physiology belongs in a person who 
has to make sense of the disease and the treatment process, in turn 

needing support and understanding from family and community. 
These groups have their own understanding and values which 
mediate their response to individual needs. Community understanding 
derives, in part, from social institutions like the education system. 
The capacity for individuals or communities to effect changes is 
very much limited by the economic system that circumscribes the 
financial resources available to them, at the same time determining 
funding for screening and treatment facilities. Lastly, there are 
cultural traditions with values and priorities that people see as good 
and proper and these may vary considerably between communities 
with different cultural traditions.

A prevention program that addresses anything as pervasive as 
reducing the risk from diabetes and renal disease would, ideally, effect 
change at each level of the system that links individual to community 
and culture. Positive change in one level can then reinforce and can 
be sustained by change in the other. A person’s physiological state 
can be changed by medication with changes in risk measured by 
changes in blood pressure, blood sugar, haemoglobin, cholesterol, 
lipids, haematuria and albumin-creatinine ratio. Logging these 
changes in all members of ten communities represents a considerable 
logistical challenge but is relatively straightforward. After that the 
difficulties multiply. Individuals in screened communities often 
welcome educational materials explaining the anatomy, physiology 
and pharmacology of the disease, emphasising prevention and 
management strategies. These presentations are, ideally, tailored 
to age and level of understanding and increased understanding 
can be evaluated in feedback sessions. This again is relatively 
straightforward. At this stage better informed individuals may be 
eager to effect change in their lives but their capacity to do so is 
subject to the intricacies of family and community living. It may 
be near to impossible to assess response to the requirement for 
dietary change when, for example, it disrupts the role of food and 
drink in rituals of family mealtimes or community gatherings. The 
most resistant to change is likely to be the negative effect of the 
economic system. When people who are poorly paid or unemployed 
live in communities with a lack of refrigeration or fluctuations in the 
power supply, the cost of fresh food in the local community shop or 
supermarket may be too high, and the quality suboptimal. 

More broadly, at the cultural level, remote-living Aboriginal 
families may be subject to multiple inequities extending well 
beyond economic disadvantage: high levels of serious illness and 
death, isolation and discrimination, incarceration and loss leading 
to grief, guilt and depression, perhaps contributing to family and 
interpersonal violence and substance abuse. The accumulation of 
these stresses affects not only individuals but whole families, altering 
hormone levels and contributing to disease. The challenge, and it is a 
big one, is to acknowledge this social superstructure of disadvantage 
and to try to lighten the load. 

These are the high aims of the program but how are they to be 
realised, and evaluated?

How the arts intervention works
The various, interactive levels of the system make it difficult for 

individuals to make sustained, radical change to their lives - but 
what is difficult is not impossible. The basic assumption of the arts 
program is that individuals know about their communities and it is 
they who can identify opportunities for change. The arts team’s role 
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is to engage the community in activities that build skills and promote 
understanding. 

An arts activity may commence with researchers and visiting 
artists teaching people a song and dance routine. They may draw 
on the traditional arts like sand painting and the cultural practice 
of storytelling to engage people in conversations about their fears 
and where redemption may lie. Commonly they devise dramatic 
presentations of ways to fight the ‘sugar monster’ resulting in a tale 
about the defeat of kidney disease and diabetes.2 In the process, 
community members may see better opportunities for effecting 
change and researchers will get a better insight into the problems 
that the community faces. 

But how is this intimate process to be evaluated? One possibility 
is that the activities themselves and the art works created may be a 
direct source of joy that can be assessed in photographs showing the 
smiling faces, followed by film to show the generalisability of the 
joy across the groups of participants. If joy means less stress, the 
creative process has done its work and this should flow through to 
the clinical measures. When the creative project involves vigorous 
exercise associated with dancing or drumming, then documented 
participation should again count as a benefit. 

The various artistic creations are then brought together in a 
community performance, a celebratory event, often a large procession 
that tells the story of local Aboriginal history, with music and song, 
masked dancers, monsters (like the sugar monster) and heroes 
(good food and exercise) who defeat the monster. In the process, 
knowledge of disease and opportunities for change are built into 
community understanding. Importantly, the products of the creative 
process provide culturally specific insights that can be recorded, 
filmed and broadcast well beyond the community so that there is 
growing recognition of Aboriginal history and traditions, perhaps 
even a reduction in racist views. The artistic quality of these products 
measures the success of the project but it also provides materials that 
can be used to enhance future information and education sessions, 
speaking to people in their own language, drawing on their own 
cultural traditions.

In creating these objects or routines, people learn new skills 
whether it is in making a mask for the sugar monster or dancing 
with joy at his defeat. Perhaps most importantly, when public display 
or performance is greeted with applause from community (again 
documented by photograph and film) this could be the first step to 
self-confidence in taking the steps required for preventing disease. 
Finally, the community experience can be assessed by observation, 
by one-on-one interview with those people who had most to gain 
from the process (those diagnosed with disease) and in focus group 
discussions with key people involved in community change.

Conclusion
Kidney disease and diabetes are a scourge in Western Australia’s 

desert communities. An efficient screening service is a necessary step 
towards improving health but more is needed. Entrenched inequities 
need to be acknowledged and, ideally, additional effort should go into 
addressing the social, cultural and economic obstacles to change.

The Western Desert Kidney Health Project represents an attempt 
to integrate a clinical program and an arts intervention with the aim 
of promoting opportunities for the changes that individuals and 
communities must make if health is to improve. This program is 
complex and multifaceted and it will be a difficult one to evaluate. 
We welcome suggestions for more effective ways to demonstrate 
the value of a program that produces performance rather than 
performance indicators.  

Finally, it is worth reflecting on those levels of the system that are 
the biggest impediment to change and these are found in the economic 
system. Reasonably priced fresh fruit and vegetables  are often not 
available but somehow the delivery system is set up efficiently enough 
to ensure that there is always a refrigerator dispensing caffeine and 
sugar-rich cans of soft drink.
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Erratum
The paper “Prevalence of neural tube defects in Australia 

prior to mandatory fortification of bread-making flour with folic 

acid” (ANZJPH 2010 Vol. 34 No. 4) failed to acknowledge prior 

publication of some of the material included in the paper. This 

material was previously published in a report to the Australian 

Institute of Health and Welfare, titled ‘Neural tube defects 

in Australia. An epidemiological report’, published online in 

November 2008.
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