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ABSTRACT
In an effort to address the problem of diabetes in the remote Central Australian
Aboriginal community of Laramba, the Laramba Diabetes Project was conducted
over a two-year period in 1999-2000. Laramba, a pastoral excision situated on their
traditional lands, is home to a group of approximately 300 Anrnatyerre (pronounced
'uhn-MUH-jarra') people.
Evaluation was an integral part of the project from the time when project planning
commenced in 1998. First Menzies School of Health Research, and later the Centre
for Remote Health, was invited, as the evaluating body, to join a partnership with
the National Heart Foundation, Territory Health Services and Laramba Community
to conduct this Participatory Action Research project.
The project had two distinct foci. One was the community intervention addressing
primary prevention of diabetes, and the other was the care of people with diagnosed
diabetes, addressing the secondary and tertiary prevention of diabetes. Qualitative
and quantitative research methods were employed to evaluate these interventions.
In keeping with the Participatory Action Research nature of this community-based
project, the evaluation of process was considered to be particularly important.
During the project, awareness of diabetes and good health was raised in the
community. A large vegetable garden was established and is thriving. In the store
it was noted that people's purchasing behaviour changed to include more healthy
choices. Access for community members to specialist diabetes services was
improved during the project. The health service as it currently operates, however,
experiences some difficulties in the delivery of preventive health care. Although no
significant changes in health outcomes were demonstrated following this two-year
project, the community demonstrated an increased capacity to address health issues.
Many members of the Laramba community are motivated to sustain the impetus and
successes of the project. A submission for funding to continue training and
activities has been successful and the continuing employment of Community-Based
Workers is planned. Territory Health Services will support continuing visits of the
Project Officer.
Recommendations to sustain the effects of the project and progress the health of the
community include continuing employment and training of Community-Based
Workers, continuing support for the operations of the store, continuing provision of
information and opportunities for the community to build on the successes of this
project, and continuing monitoring of project effects. A further recommendation is
that the community and the Health Centre work more closely together to address the
prevention and management of chronic diseases.
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AUTHOR'S NOTE
Good communication between the people of Laramba and the members of the
project, resource and evaluation teams was extremely important during the Laramba
Diabetes Project. For this Participatory Action Research project to be successful,
everyone involved appreciated that patience and care were required to ensure that
understanding was optimal, particularly across cultures.
Some Laramba people do not understand or speak English, and others speak just a
little. None of the members of the project, resource or evaluation teams speak
Anmatyerre we struggled to learn a few words, even with lots of encouragement
and tutoring, especially from the Community-Based Workers and the
schoolchildren.
-

I particularly wanted to include photographs and newspaper articles in this
evaluation report. Much of the communication during the project was enhanced by
the use of photographs, and newspaper articles were one way in which the
community celebrated the successes of the project and shared them with people in
less remote locations. Thank you to Laramba Community for giving me permission
to use these photographs and newspaper articles in this report.

Marg Tyrrell
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INTRODUCTION

LARAMBA
Laramba Community
Laramba Community is situated 212 kilometres by bitumen and dirt road to the
north west of Alice Springs. It is home to a group of Anmatyerre people. The
traditional lands of the Anmatyerre occupy a relatively small area of Central
Australia, approximately four thousand square kilometres, and include Laramba.
Also on these lands is to be found the site of the 1928 Aboriginal massacre,
Coniston. The present community was established in 1983 when these Anmatyerre
people were still living on Napperby Station, a cattle property which occupies a
large tract of their traditional land. Then, in 1984 the community moved from
Napperby Station to the present location, which is a one kilometre square pastoral
excision within the Station. Freehold Title to the land was given to the community
in 1992.
The population of Laramba is approximately 300 with a significant population of
elders, many of whom have worked in the cattle industry. These 300 people live in
33 houses, which are of brick construction and maintained by an essential services
officer. Obviously living conditions are crowded with approximately nine people in
each house. These people are Anmatyerre speakers and, although many people
speak several Aboriginal languages, not everyone speaks English.
."
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In the community there is a Council Office, a Women's Centre, a primary school, a
Lutheran Church, a Health Centre and a store owned by the community. There is
also a store nearby on Napperby Station, operated by the owners of this cattle
property.
Health services in Laramba
The Health Centre is operated by the government health service, Territory Health
Services, and is staffed by one Registered Nurse and one Aboriginal Health
Worker. A District Medical Officer (DM0) visits for one day per fortnight from
Alice Springs. The staff of the Health Centre provide most of the health care for
members of the community, ranging from trauma management and care of acute
conditions to health checks and management of chronic diseases. Some medical
professionals visit Laramba from time to time but generally when people need
specialist services they travel to Alice Springs.
A recall system is operational in the Health Centre to prompt the regular care of
people with diabetes and other chronic conditions. Recommendations for the care
of people, including those with diabetes, are contained in the Central Australian
Rural Practitioners Association (CARPA) Standard Treatment Manual.
Diabetes in Laramba
At the commencement of the project, there were 13 people with diagnosed type 2
diabetes in the community. During the project, two more people were diagnosed as
having type 2 diabetes.

LARAMBA DIABETES PROJECT
Background
The concept of the Laramba Diabetes Project was born in 1997 when health staff
met with about 30 members of the Laramba community to discuss the problem of
diabetes in the community. Health staff suggested that a week-long camp be
conducted; people could attend the camp to learn about diabetes. This idea was
strongly supported by community members.
For various reasons this camp didn't eventuate. The idea of the camp, however,
remained with Pat Field as she left her position as a member of Territory Health
Services' Remote Health staff in Alice Springs to become the National Director of
Rural, Remote and Aboriginal and Torres Strait Islander Programs for the National
Heart Foundation in Canberra. One year on from the community meeting in
Laramba, the National Heart Foundation provided funding for a diabetes project in
Laramba. Planning for a collaborative venture between the National Heart
Foundation, Territory Health Services and Menzies School of Health Research
commenced in 1998.
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The project was to be primarily funded by the National Heart Foundation, with
Territory Health Services providing support in the form of office space and
equipment for the Project Officer, use of a vehicle for trips to the community and
relief for the Registered Nurse at Laramba so that she could participate in the
project without compromising the existing health service at Laramba. World Vision
also contributed towards the cost of funding the first year of the project. Menzies
School of Health Research was contracted by the National Heart Foundation to be
the evaluating body.
Between the time of the first community meeting and the time the project started in
early 1999, the plan for the week-long camp had been considerably expanded and
the Project Brief stated:
'The project aims to provide a remote community with access to a service
equivalent to that provided by an urban diabetes education centre and ensure
that local staff have the knowledge and skills for risk factor
identification/intervention and management of diabetes.
A holistic
coordinated community empowerment approach will be taken. Linkages with
current projects such a Strong Women, Strong Babies, Environmental Health
and the NT Food and Nutrition Policy will be an integral part of the project'.
A Project Officer, Alison McLay, was employed. Alison is a nutritionist with
previous experience working with Aboriginal communities in the Northern
Territory and with diabetes.
Project planning
Prior to commencement, stakeholder meetings were held in Alice Springs to
determine the structure of the project. It was decided that the project should be
overseen by two advisory groups: a Steering Committee comprising the Project
Officer and several members of the Laramba Community, and a Technical Advisory
Committee comprising those people closely linked with the project and consultants.
The general approach was collaborative with expert, health professional and
community viewpoints being canvassed through these committees. In addition to
these two advisory groups, an Evaluation Committee was formed.
The Project Officer was insistent that, in order for the project to be successful and
sustainable, local people would need to be employed and trained to work with the
project at Laramba. So, the original budget was revised to make provision for the
employment of two part-time Community-Based Workers, who would each work
for ten hours per week.
A meeting at Laramba was organised to take place in March 1999. At this meeting,
Pat Field presented the project in its new format for the consideration of the
attending 23 community members. They were enthusiastic for the project to be
conducted in their community and Jillery Dixon Peltharr, the Laramba Council
President, signed a letter on behalf of the community consenting to this.
It was
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agreed that individual and community information would be kept confidential, as
would the identity of the community.
At this meeting, four community members, Jillery Dixon Peltharr, Peter Stafford
Kernarr, Beryl Gorey Kemarr and Rita Ngal, nominated to be members of the
Steering Committee. The difficulty of finding Community-Based Workers was
discussed but otherwise the project was set to commence and another meeting to
discuss details was set for the following week.
The project team that was to visit Laramba comprised the Project Officer, a male
nutritionist employed by Territory Health Services and other people co-opted to the
team from time to time. Community-based members of the project team comprised
the Community-Based Workers and two of the community leaders.
In addition to the project team, a resource team comprised those health
professionals that visited the community to participate in the diabetes clinics and
provide expertise at the camps. The evaluation team comprised the evaluation
fieldworker and members of the evaluating body for the project.
Original Aims and Objectives
Aims and Objectives of the project were drafted at the National Heart Foundation
during the planning stage and refined following discussion with the Steering
Committee and Technical Advisory Committee.
Aims
To improve the management of diabetes in one remote community by:
• providing access to a service equivalent to that provided by an urban diabetes
education centre
• ensuring that local staff have the knowledge and skills to manage diabetes
• linking with other projects currently running in the community
Objectives
To work with a Steering Committee to develop a collaborative inter- and
intrasectoral action plan for ongoing development, implementation and
monitoring of diabetes camps
To ensure access to resource people eg. nutritionist, diabetes educator, specialist
physician, podiatrist, ophthalmologist
To facilitate the two way learning process by providing the opportunity for
Aboriginal people to educate non-Aboriginal health professionals regarding
Aboriginal ways as well as non-Aboriginal health staff providing information
about diabetes, risk factors and disease management
To enable community based staff (ie. local Aboriginal Health Workers,
community workers, nurses and medical officers) to provide optimal care for
people with diabetes, and raise awareness of local families and the community
about risk factors

11

To provide education and practical demonstrations of the components in
managing diabetes ie. diet, exercise, footcare and medication for people with
diabetes and their families
To develop individualised treatment and monitoring plans for each person in the
program in conjunction with the local health staff ie. local Aboriginal health
workers, nurses and medical officers. Individualised plans will include
medication regimes and client compliance.
To develop a collaborative intersectoral (community council, local store,
women's centre, education) and intrasectoral action plan (Territory Health
Services Population and Remote Health Services) for ongoing sustainability of
nutrition/diabetes education camps in the pilot area and other areas
To participate in action research evaluation so that it informs the direction of
activities
Although originally funded for one year, it was always hoped that funding would
become available for the project to be extended for a second year. Towards the end
of the first year, the availability of this extended funding was confirmed. One
consideration at the beginning of the project was that, once established at Laramba,
it might be extended to include another community. This idea was abandoned at the
end of the first year in order to focus the efforts of the Project Officer in Laramba.
During the first year, a shift in project orientation was evident. Although optimal
care of people with diabetes remained important, at the direction of the community,
the project focused more on health promotion for the whole community than on
teaching about management of diabetes in camp and clinic situations. The
continuation of the project for a second year provided an opportunity to assess
project aims and objectives, and changes were made to reflect this change in
orientation.
Revised Aims and Objectives
Aims (changes in italics)
To increase the knowledge of diabetes risk factors and consequences and improve
the management of diabetes in one remote community by:
• providing access to a service equivalent to that provided by an urban diabetes
education centre
• ensuring that local staff have the knowledge and skills to manage diabetes
• linking with other services/projects currently running in the community
Objectives (changes in italics)
To work with a Steering Committee to develop a collaborative inter- and
intrasectoral action plan for ongoing development, implementation and
monitoring of diabetes/nutrition program
To ensure access to resource people eg. nutritionist, diabetes educator, specialist
physician, podiatrist, ophthalmologist
To provide the opportunity Jbr Aboriginal people to educate non-Aboriginal
health professionals regarding Aboriginal ways

To enable community based staff (ie. local Aboriginal Health Workers,
community workers, nurses and medical officers) to provide optimal care for
people with diabetes, and raise awareness of local families and the community
about risk factors
To provide education and practical demonstrations of the components in
managing diabetes ie. diet, exercise, footcare and medication for people with
diabetes and their families
To develop individualised treatment and monitoring plans for each person in the
program in conjunction with the local health staff ie. local Aboriginal health
workers, nurses and medical officers. Individualised plans will include
medication regimes and client compliance
To develop a collaborative intersectoral (community council, local store,
Women's centre, education) and intrasectoral action plan (Territory Health
Services Population and Remote Health Services) for ongoing sustainability of
diabetes/nutrition program
To participate in action research evaluation so that it informs the direction of
activities

(4

4

Young men wearing Laramba Diabetes Project T-shirts
Change of evaluating body
Towards the end of the first year of the project, the evaluation contract was
reassigned from Menzies School of Health Research to the Centre for Remote
Health. From that time, the Centre for Remote Health assumed the responsibilities
associated with community agreements regarding consent, confidentiality and
storage of data.

me

The evaluation fleidworker, using her work on the evaluation as the subject of her
Master of Public Health treatise, would complete her evaluation of the project as a
student of Menzies School of Health Research, before collaborating with the Centre
for Remote Health to complete the evaluation for presentation to Laramba
Community and the National Heart Foundation.
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LITERATURE REVIEW

A Literature Review was conducted to determine the extent to which the program
could be informed by current knowledge and thinking.
For the purposes of this study, literature has been reviewed pertaining to:
• The status of Aboriginal health in Australia
• Diabetes in the Aboriginal and Torres Strait Islander population
• Prevention of diabetes and its complications
• Community-based diabetes programs
• Participatory Action Research
• Evaluation of community-based programs
Information was obtained by searching the Medline, Healthstar, Cinahl, ATSI
Health, APAIS Health and Cochrane databases and by collecting publications from
Diabetes Australia, the International Diabetes Institute and the libraries of Territory
Health Services.

THE STATUS OF ABORIGINAL HEALTH IN AUSTRALIA
The poor health status of Aboriginal and Tones Strait Islander people is well
documented. In 1991 the conclusion was drawn that 'the best levels of expectation
of life at birth for Aborigines, 12 to 15 years less than those experienced by other
Australians, are comparable to those documented for Columbia, Mongolia, the
Philippines and Thailand. The worst levels, about 20 years less than overall
Australian figures, are similar to levels recorded in India, Haiti, Ghana and Papua
New Guinea' (Thomson in Reid and Trompf 1994, 44). In 1998, indigenous life
expectancy at birth was still estimated to be about 20 years less than for the total
Australian population (ABS 1999).
With incompleteness of data relating to indigenous health in Australia
acknowledged as being likely to lead to an underestimation of the true extent of the
poor health of these people, it was estimated in 1998 that, overall, the indigenous
population had death rates at least three times higher than the total population (ABS
1999). Not only do indigenous Australians die at younger ages than nonindigenous Australians, but this is true for almost every type of disease or condition
for which information is available (Cunningham and Paradies 1997; ABS and
AIHW 1999).
There have been significant improvements in Aboriginal health over the last
generation, particularly in neonatal and infant health and in infectious diseases.
These gains, however, have been offset by the early deaths of young and middleaged men and women largely due to external causes (accidents, intentional self
harm and assault), pneumonia and cardiovascular disease. Given the high

prevalence of risk factors such as smoking, unsafe alcohol use and diabetes, these
trends are considered set to continue (Couzos and Murray 1999, 22).
There is a large body of literature examining the reasons for the poor health status
of Aboriginal and Tones Strait Islander people, the causes of which are clearly
complex (Saggers and Gray 1991; Reid and Trompf 1991; Kunitz and Brady 1995).
Interest in the broader determinants of health has been growing worldwide, and the
importance of their influence on health is now well recognised (Marmot 2000).
These underlying causes of health status which include social, environmental,
economic and political factors have been described as 'risk conditions' (Saggers
and Gray 1991; Reid and Trompf 1991; AIHW 2000) and are considered to be
equally as important as the presence of risk factors for disease (Angus 1997; THS
1996).

DIABETES IN THE ABORIGINAL AND TORRES STRAIT ISLANDER
POPULATION
In 1928 a publication reporting all diseases recorded in Australian Aborigines at the
time documented only one case of diabetes (de Courten et al 1998). Since that time
a number of studies have been conducted in an effort to estimate the prevalence of
diabetes in Aboriginal and Tones Strait Island communities. Data collected suggest
that the overall prevalence lies within the range of 10 30% and is therefore likely
to be at least 2 4 times that of the non-indigenous population of Australia (de
Courten et al 1998).
-

-

Non-insulin dependent (type 2) diabetes mellitus and its complications have
become significant health issues for Aboriginal and Tones Strait Islander people,
and, as such, are major causes of morbidity and mortality. Aboriginal and Tones
Strait Islander populations experience 12 to 17 times more deaths due to diabetes
than non-indigenous Australians (ABS and AIHW 1997) and it has been estimated
that together these populations suffer the fourth highest rate of type 2 diabetes in
the world (McCarty et al 1996).
These statistics may well underestimate the problem. Difficulties in assessing the
extent to which diabetes contributes to morbidity and mortality of Aboriginal
people include the quality of indigenous health statistics and the fact that diabetes
may not be recorded as a co-morbidity for conditions for which it is a risk factor. As
an example of this, diabetes is well recognised as contributing to morbidity and
mortality from cardiovascular disease, the main cause of death in Aboriginal
Australians (de Courten et al 1998).
Aboriginal Australians share a high prevalence of type 2 diabetes with other
indigenous populations and it is thought that behavioural, environmental and social
changes accompanying 'westernisation' superimposed upon a genetic susceptibility
are responsible for this (de Courten et al 1998, 39; Gilliland et al 1998; Daniel et al
1999; AIHW 2000; Shaw et al 2000).
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The need to address the problem of diabetes in Aboriginal and Tones Strait Islander
people was emphasised in the National Aboriginal Health Strategy in 1989 with one
of the targets being to 'reduce the incidence of diabetes and its complications by
50% over the next 10 years and by 100% over the next 25 years'.
Nine years later in 1998, the National Diabetes Strategy identified groups within the
Australian population who, in order to achieve significant improvement in diabetes
prevention and management, require special consideration in the planning, delivery
and co-ordination of diabetes prevention and care services. Two of these groups
are indigenous Australians and those living in remote regions (Colagiuri et al 1998).
In addition to the personal and social cost, the economic impact of this disease is
enormous.
With Aboriginal and Tones Strait Islander people suffering a
proportionately greater burden of diabetes than Australians overall it is of interest
that in 1995 the annual cost (including direct health care costs and indirect costs
associated with the effects of ill-health) per person with diagnosed diabetes in
Australia was estimated be in excess of $2000 (McCarty et al 1996, 41).
Although there are as yet no proven methods of reversing this escalating health
problem, the well recognised need for appropriate action is summed up by de
Courten et al (1998, 79),
'The apparent magnitude of the diabetes problem forces everyone concerned about
the health of the Aboriginal community to address the problem immediately, even
before the science is perfectly known. Current experience of pharmaceutical
interventions and temporary change of diet and physical activity in selected
individuals for prevention of diabetes seem to be limited in their ability to address
diabetes prevention at the community level. In this regard preventative strategies
have to be analysed in their socio-economic and cultural context'.

PREVENTION OF DIABETES AND ITS COMPLICATIONS
Prevention of diabetes can be considered at three different levels. Primary
prevention refers to activities aimed at preventing diabetes from occurring.
Secondary prevention is aimed at early diagnosis and effective control of diabetes
in order to avoid or delay the progress of the already existing disease. Tertiary
prevention includes those measures undertaken to prevent the progression of
complications. Strategies to effect primary, secondary and tertiary prevention are
many and varied.
Primary prevention
The adage that 'prevention is better than cure' seems to be eminently applicable to
type 2 diabetes. Lifestyle factors such as obesity, sedentary lifestyle and poor diet
have a known association with type 2 diabetes, and the fact that these risk factors
are potentially modifiable leads to the belief that the onset of the disease can be
delayed or prevented.

IiJ

Support for primary prevention is derived from studies showing that progression to
diabetes can be delayed or prevented in 'at risk' individuals by the adoption of
healthy lifestyle behaviours. Subjects in these studies have been those identified
with impaired glucose tolerance. The healthy lifestyle behaviours adopted have
included increased physical activity, loss of weight and the consumption of a
'healthy' diet. Notable studies that have demonstrated this effect have been the
Malmo and Da Qing studies.
The Malmo study was a cohort study in which 222 subjects with either impaired
glucose tolerance or symptomless type 2 diabetes in the intervention group were
shown to be more likely to revert to normal glucose tolerance after five years than
those who did not receive the intervention. The aim of this long term intervention
was to utilise the synergistic effect of dietary treatment and improved fitness, which
also resulted in weight loss (Eriksson and Lindegarde 1991).
The Da Qing study was a randomised controlled trial, commenced in 1986, in
which 577 individuals with impaired glucose tolerance were assigned to either a
control group or to one of three active treatment groups: diet only, exercise only, or
diet plus exercise. Dietary intervention consisted of individual goal setting for
calorie consumption (with weight loss if appropriate) and recommendations for
daily intake of commonly used foods. Exercise intervention consisted of an
individually tailored increase in usual activity level. Subjects were followed up at
two-year intervals over a six-year period to identify those who developed type 2
diabetes. This study concluded that diet and/or exercise interventions led to a
significant decrease in the incidence of diabetes (Pan et al 1997).
There are generally considered to be two main strategic approaches to the primary
prevention of diabetes. One is a 'high risk' approach, where efforts are focused
solely on individuals at high risk of developing the disease and the other is a
'population based' approach where an attempt is made to reduce risk factors for the
disease in a whole community.
Interventions such as the Malmo and Da Qing studies have demonstrated the
possibilities of the high risk approach. Simply because of the size of the target
group, the population based approach could be expected to have greater impact than
the high risk approach in reducing the burden of type 2 diabetes (Commonwealth
Department of Health and Aged Care and the Australian Institute of Health and
Welfare 1999). There is, however, limited data to demonstrate the effectiveness of
a population based approach to primary prevention of diabetes. It is hypothesised
that, because the risk factors are similar, to some extent results from studies of
coronary heart disease prevention can be extrapolated to diabetes. It is important to
note though that there have been unfavourable trends in the prevalence of the most
important risk factors for diabetes, obesity and physical activity, and less is known
about how to change long-term behaviour in these areas than smoking and high
blood pressure (Commonwealth Department of Health and Aged Care and the
Australian Institute of Health and Welfare 1999). Disadvantages of the population
based approach are seen to be its potential to lead to a 'single disease' focus, the
fact that it may not allow optimum exposure for change in the high risk proportion

of the population and possible costliness compared to a high risk approach. If
interventions are aimed at encouraging populations to adopt healthier lifestyles,
there would seem to be little to lose and much to gain by adopting the population
approach.
Considering the estimated high prevalence of type 2 diabetes amongst Aboriginal
people, there may be little practical difference between the high risk and population
approaches when devising strategies for primary prevention in Aboriginal
populations. This perspective has relevance for the Laramba population where,
even though the prevalence of risk factors for type 2 diabetes in individuals in the
community has not been estimated, the exclusively Aboriginal population is itself
considered to be at risk.
Secondary prevention
Improved glycaemic control in patients with diagnosed diabetes has been shown to
prevent and delay the progression of microvascular complications (retinopathy,
neuropathy and nephropathy). This was first demonstrated in subjects with type 1
diabetes in the Diabetes Control and Complications Trial, a randomised controlled
trial involving 1441 subjects, where intensive insulin therapy was employed to
maintain blood glucose concentrations close to the normal range over a mean
period of 6.5 years (DCCTRG 1993). Then the United Kingdom Prospective
Diabetes Study, a randomised controlled trial conducted over twenty years and
involving over 5000 subjects, demonstrated that intensive glycaemic control
attained by using various hypoglycaemic agents as necessary, would also result in
improved microvascular outcomes in patients with type 2 diabetes (Nathan 1998).
These studies revealed, however, only borderline support for a decrease in
macrovascular disease attributable to tight glycaemic control.
As yet no trials have demonstrated delay or prevention of complications in type 2
diabetes by improved glycaemic control achieved through improved diet and
exercise (Couzos et al 1998, 37). It has, however, been shown that it is possible to
attain better glycaemic control through increased physical activity, weight loss or
improved diet or a combination of these factors (Couzos et al 1998, 57). One of the
first studies to demonstrate this was the Zuni Diabetes Project. In this two-year
cohort study, weight loss and improved glycaemic control occurred in the 30
intervention subjects with type 2 diabetes following attendance at exercise sessions
(Heath et al 1991). In one study conducted in Australia, ten diabetic Aboriginal
people who reverted to a 'hunter gatherer lifestyle' for seven weeks showed
improvement in some markers of health status, including weight loss and improved
glycaemic control (O'Dea 1984).
Secondary prevention of type 2 diabetes includes broader management of the
disease than just satisfactory glycaemic control. Prevention of infections, the effect
of tobacco and alcohol use and self management of the disease are some of the
issues that require consideration.
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Screening to detect undiagnosed type 2 diabetes is a controversial issue but can be
advocated on the grounds that effective treatment for hyperglycaemia and
cardiovascular risk factors in the prevention of diabetic complications is available
but cannot be implemented as long as patients remain undiagnosed (Couzos et a!
1998, 42). It is suspected that there are as many people with undiagnosed type 2
diabetes as there are with diagnosed type 2 diabetes (Couzos et a! 1998; IDI 2000).
If this is the case, then a substantial proportion of the population remains
undiagnosed and therefore untreated. Screening is considered to be a particularly
valuable strategy for high risk populations.
In Laramba, screening for type 2 diabetes can be advocated on the grounds that it is
a high risk Aboriginal population. For those people with diagnosed diabetes, tight
glycaemic control would be expected to prevent or delay the progression of
microvascular complications associated with the disease. This glycaemic control
may be facilitated by weight loss, increase in exercise and consumption of an
appropriate diet and may require the use of hypoglycaemic agents.
Tertiary prevention
Depending on the duration of the disease and the degree of glycaemic control,
individuals with diabetes can face very high rates of acute and long term
complications (McCarty et al 1996, 3 1). Early detection and optimal management
of complications are important and recommendations have been established to
facilitate these goals. It is considered that adherence to these recommendations will
contribute to minimising the human and socio-economic cost of complications
(Colagiuri et al 1998; Couzos et al 1998; Couzos and Murray 1999).
Recommendations for management of people with diabetes at Laramba are outlined
in the Central Australian Rural Practitioners Association Standard Treatment
Manual, a handbook developed to guide health care delivery in Central Australia.
'It represents best practice for the common presenting problems in remote are..'
(CARPA 1997).
Prevention for Aboriginal and Torres Strait Islander populations
Biomedical evidence supporting primary, secondary and tertiary prevention of
diabetes and its complications is mounting and is considered to be culture-free.
Strategies to address the prevention and management of diabetes, however, must be
suited to each population and seated in the context of their overall history, culture
and health and the services available to them.
Recommended strategies to prevent diabetes and its complications in the Aboriginal
and Tones Strait Islander population emphasise that risk conditions must be
addressed, with cultural, economic and historical factors taken into account, and
that partnerships between all stakeholders will be necessary for improved health
outcomes.
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With reference to groups of Australians with diabetes who have special needs, such
as Aboriginal and Tones Strait Islanders and people living in rural and remote
regions, it is noted in the National Diabetes Strategy and Implementation Plan that
'Some innovative methods and alternate models of care are already available. Others
need to be developed and assessed in order to increase socially equitable access to a
range of high quality diabetes services. In addition, determinants of health such as
employment, transport and nutrition need to be considered. In the meantime, much
can be achieved by targeting the relevant primary health carers for the dissemination
of consistent guidelines and protocols recommending currently accepted standards of
diabetes prevention and care, and implementation strategies which include the
provision of training, specialist support and criteria and mechanisms for referral'
(Colagiuri et al 1998, 170).
This plea to address more macro level determinants of health is endorsed in the
Review of the Epidemiology, Aetiology, Pathogenesis and Preventability of
Diabetes in Aboriginal and Tones Strait Islander Populations.
'NIDDM will not be prevented in the Aboriginal community by narrowly conceived
risk reduction strategies that focus only on changing individual dietary and exercise
behaviours. Similarly, the solution to preventing complications in those known to
have diabetes does not lie only in treatments such as insulin, oral hypoglycaemics,
retinal photocoagulation and renal dialysis. What is needed is a radical improvement
in social, cultural and economic status and education that brings Aborigines on a par
with other Australians while retaining their self esteem and dignity and affiliation
with the land' (de Courten et al 1998, 2).
In regard to the necessity of partnerships, the National Diabetes Strategy proposes
that
'a partnership approach is fundamental for the successful implementation of a
diabetes strategy for Aboriginal and Tones Strait Islander peoples. This will require
effective co-operative effort between all levels of government, community
organisations, medical and scientific communities, people with diabetes and other
affected people, all working together to control and minimise the social and personal
impact. Partnership is based on the commitment to consultation and Joint decision
making in all aspects of the response. There are no shortcuts to a comprehensive
policy framework that involves the affected communities and ensures high quality
professional participation. The partnership role of community organizations should
not be passive, involving mere consultation after decisions have been made. Rather
there should be community involvement at every level of decision making and policy
formation. In the past, too many strategies, programs, policies and services have
been established without community input or control. The roles and responsibilities
of all players should be clearly defined' (Colagiuri et al 1998, 181).

COMMUNITY-BASED DIABETES PROGRAMS
The last two decades have seen the emergence of community-based healthy lifestyle
programs, some of which have specifically addressed type 2 diabetes. In the
literature the term 'community-based' is used in reference to a variety of programs,
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ranging from meetings where diabetes education is delivered to participants, to
efforts to mobilise whole communities to address their health issues. It refers to
programs that utilise both 'high risk' and 'population' approaches. Often
conducted in communities where the whole population is considered to be 'at risk',
these programs may target primary or secondary prevention of diabetes or may be
designed to encompass both primary and secondary prevention strategies (Heath et
al 1991; Daniel et al 1999; Rowley et al 2000). Primary prevention programs may
have the effect of contributing to secondary prevention of the disease for those
members of a community with diagnosed and undiagnosed diabetes. For the
purposes of this review, 'community-based' refers to those programs where the
community plays a significant part in the conception or implementation of a
program.
It is recognised that many community-based programs are conducted in an effort to
tackle the growing problem of diabetes. Community-based diabetes programs that
are reported in health literature have been conducted in the USA (Heath et a! 1991;
Gilliland et a! 1998), Australia (Rowley et al 2000), New Zealand (Bourn et al
1994; Simmons et al 1998) and Canada (King-Hooper et al 1996; Hood et al 1997;
Macaulay et al 1997; Simmons et al 1997; Daniel et a! 1999; Heffernan et a! 1999).
With the exception of the New Zealand studies, these programs have been
conducted in indigenous communities. Community-based approaches are
considered to be particularly appropriate for indigenous populations as indigenous
culture often has a strong family and community focus, as populations they are at
high risk for type 2 diabetes, and for the many rural and remote indigenous
dwelling people it may be possible to facilitate environmental change. Communitybased programs may also enable some of the social and political issues that underlie
poor health to be addressed (de Courten 1997).
Although various strategies are utilised in community-based diabetes programs
there is a shared conviction that, in order to achieve success, the community must
be a partner in the process. One of the Recommendations for Development and
Adaptation of Culturally Competent Community Health interventions in Minority
populations with type 2 diabetes, which examined the Native American Diabetes
Project and the Native Hawaiian Diabetes Intervention Program, is to
'foster a partnership model with the communities with which you propose to work.
This partnership is one that encourages communities, practitioners, and researchers to
collaborate as equals in developing, implementing and evaluating the program
proposed. This process is a continuous and evolving enterprise' (Gilliland et al
1998).
This sentiment is echoed by others conducting community-based programs.
'As the community is involved with, and supportive of the original plan, aspects of
that plan that do not work well can be changed. Program planning and
implementation become a continuous, self-correcting and improving process' (KingHooper et al 1996).
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'Community ownership is not just desirable but absolutely essential for the
development of effective programs in Native American communities' (Hood et al
1997).
Reducing the incidence of diabetes is a stated long term goal of some of these
programs (Macaulay et al 1997; Daniel et al 1999), but shorter term objectives are
generally more realistically centred around raising awareness of the issues
associated with diabetes and working with the community to address long term
solutions (Hood et al 1997; Macaulay et al 1997). Although the Malmo and Da
Qing studies have demonstrated that diabetes can be delayed or prevented in 'at
risk' individuals by the adoption of healthy lifestyle behaviours, as yet
'There are no data available from any population as to whether community wide
programs encouraging healthy diet and exercise can successfully reduce the incidence
of NIDDM' (de Courten et al 1997).
It is interesting to note then that, with a view to postponing or preventing diabetes
in future generations, several community-based programs have placed emphasis on
primary prevention programs aimed at children (Hood et al 1997; Macaulay et a!
1997; Gilliland et al 1998).
Several of the studies reviewed appear to suffer limitations of methodological
quality. There are doubtless many reasons for this but one factor that may influence
the perception of quality is the degree to which interventions are considered to be
research. Although some of the programs reviewed are large research projects,
others appear to be innovative interventions that were 'written up' at their
conclusion. In this area of health that is of global concern it is important that this
information is shared even though results may need to be interpreted with caution.
International programs
Several notable community-based diabetes programs have been conducted in the
USA. One of these, the Zuni Diabetes Project, was initiated in 1983 to reduce rates
of obesity in the community and provide primary and secondary prevention of type
2 diabetes. Initially it comprised an exercise program and a weight loss competition
coordinated by the Indian Health Service. The primary prevention initiative, the
weight loss competition, resulted in significant weight loss for participants.
Addressing secondary prevention, the exercise program was a cohort study
conducted over a two year period that resulted in weight loss and improved
glycaemic control for the 30 diabetic subjects. The exercise program was continued
beyond the life of the project by the Zuni Wellness Centre, a tribally owned
organisation that also conducts other preventative health programs (Heath et al
1991).
The Native American Diabetes Project targeted people already diagnosed with
diabetes and their families and the intervention was designed to increase the amount
of physical activity that was already occurring and promote further healthful diet
behaviours. Researchers considered their most beneficial strategy would be to
utilise people equipped with culturally competent diabetes educational materials
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and knowledge of how to teach more people with diabetes and their families. The
intervention was considered to be successful. The researchers did, however,
comment that communities vary in their readiness to independently continue efforts
to use these and other resources to reduce the impact of diabetes. They advise that
efforts to return what is learnt and developed to communities needs to be an
individualised and continuous process (Gifliland et al 1998).
The Native Hawaiian Diabetes Intervention Program was directed at Native
Hawaiians with or at risk of diabetes and built on the experience of the Native
American Diabetes Project. A major factor in the effectiveness of this program is
claimed to be the ongoing process of integrating and seeking input from Native
Hawaiian groups (Gilliland et al 1998).
Project DIRECT is a program that includes interventions at all three levels of
prevention designed to address diabetes in the African-American community. It is
currently being trialed in a community of approximately 17,000 people in North
Carolina where it is estimated that approximately 800 adults have diagnosed type 2
diabetes. One challenge for this community-based program is its sheer size.
Although preventing the development of diabetes or its complications is the
ultimate goal of this intervention, processes associated with clinical care delivery
and preventative health behaviours are being evaluated (Engelgau et al 1998).
One activity of the South Auckland Diabetes Project has been a cohort study
conducted over a two year period, with 50 subjects in the intervention group, to
assess the impact of a lifestyle and diabetes awareness intervention program.
Findings report increased diabetes knowledge and exercise habits, reduced waist
circumference, weight and dietary fat consumption. The success of this program
has led to its extension to the control community and nine other communities
(Simmons et al 1998).
Although the absence of a control group precluded finn conclusions, results of a
two-year secondary prevention program for 52 subjects in New Zealand suggest
that a diet and exercise program can result in significant improvements in a range of
clinical and metabolic variables in some people with impaired glucose tolerance or
type 2 diabetes. Commenting on the importance of the broader personal and social
aspects of diabetes management, the authors conclude that, 'The outcome of a
lifestyle intervention program needs to be evaluated in terms of behaviour change,
general well-being, and quality of life in conjunction with metabolic and clinical
measurements' (Bourn et al 1994).
There are currently four major community-based type 2 diabetes prevention
projects being undertaken in Canadian Aboriginal populations. These are those in
Okanagan, Kahnawake, Sandy Lake and Sioux Valley. There have also been
smaller projects such as those in Nuu-chah-nulth, Akwesasne and Haida Gwaii.
The Nuu-chah-nulth experience, a primary and secondary prevention program
delivered over four weekends, reports that although physiological measurements
were unchanged, some positive changes were recorded by participants (particularly
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those with diabetes) such as an increased understanding of diabetes, positive
changes in food habits and setting of exercise and diet goals. An important
achievement was seen to be that participants in the program lobbied for its
sustainability. Authors of the research paper offer 'it is a comment of the success of
this program that the ownership for solutions has been taken on by the participants'
(King-Hooper et al 1996).
In Akwesasne, small scale attempts to increase activity or change dietary patterns in
the community had not been sustained, so a series of initiatives were undertaken to
provide the background necessary for developing sustainable community programs
to encourage people to live healthier lifestyles that will prevent or delay the onset of
diabetes and vascular disease. This diagnostic research has resulted in the
formation of a Mohawk Community Coalition for Diabetes Prevention. This
community has decided to focus attention on children for the following reasons:
'Attempts to develop healthy lifestyles by promoting more activity and better diets
with the expectation of reaping substantial, sustained and long-term benefits are most
likely to be effective if the target population is children, for physiological as well as
sociological reasons. Irreversible pathological changes are unlikely to have occurred
in young children. As individuals and groups, children are more likely to accept
lifestyle changes than adults.' 'Focusing on children rather than adults is less
threatening to the adults and the adults are still likely to benefit indirectly' (Hood et
al 1997).
Twenty two people with type 2 diabetes participated in the three and a half year
long Haida Gwaii Diabetes Project, a participatory action research project that
included group discussions, a traditional herbal medicine trial, a traditional diet trial
and an exercise program. The most successful part of the project was considered to
be the exercise program where subjects recommended that the classes be open to
the rest of the community. The effects of this program were seen not only in
individuals' improved physical condition and sense of well being but in the more
positive attitude of individuals and the other community members towards dealing
with diabetes (Heffernan et al 1999).
The Kahnawake Schools Diabetes Prevention Project, a primary prevention
program, is focused on school children but also incorporates community-based
activities. The rationale for focusing on children is that most lifestyles associated
with chronic diseases are learned early in life and ingrained by adulthood; many
risk factors track from childhood into adulthood; changes in lifestyles among
children can prevent risk factors from occurring; and children present a captive
audience that is in the process of integrating societal norms and eager to learn new
ideas. Although the long term goal of the project is to decrease the incidence of
type 2 diabetes, shorter term objectives are to see positive changes in the health
behaviours of students and to 'incorporate Mohawk traditions, to mobilize the
community to foster community empowerment and ownership, and to facilitate
maintenance of the project beyond the termination of external research funding'
(Macaulay et al 1997). To date, the implementation but not the outcome of this
three year project has been evaluated.
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These programs have generally claimed success in raising awareness of diabetes
and seeing communities take on the project. The evaluation of one project,
however, claims not to have achieved success and elaborates on the possible
reasons for this.
The two-year project conducted with the registered Indian population in the
Okanagan region (1994-1996), which encompassed prevention and control of
diabetes, utilised a participatory approach to plan strategies by which diabetes could
be addressed in ways acceptable and meaningful to the intervention community.
Strategies emphasised a combination of changing behaviours and changing
environments. The intervention community was matched to two comparison
communities. It is reported that this project 'did not yield evidence of effectiveness
in terms of measurable changes related to diabetes prevention and control.' Several
reasons are suggested for this result, one being the short duration of the project.
Researchers consider that for the community-based approach applied, there was
insufficient time in which to influence substantially risk factors associated with the
prevention and control of diabetes. They also comment that the project was ending
just as residents were starting to appreciate the nature of the undertaking. Another
reason advanced for the perceived lack of overall success of the project was that the
intervention community was not sufficiently activated.
'An activated community would be expected to develop interventions achieving
large-scale penetration of major numbers in the community. This project saw the
implementation of an array of interventions. These tended to be impromptu
reactions, however, of limited integration and low penetration. The nature of the
interventions is consistent with their origins amongst public health practitioners, for
they relate more to the health professional culture than to Aboriginal culture.
Interventions did not unite theory or previous research with Aboriginal logic and
concepts gleaned from qualitative analysis of diagnostic interviews. This may reflect
a lack of emphasis in interviews on elucidating indigenous ways of activating the
community. It also suggests a failure to establish a community consensus on
priorities, setting goals and outlining a division of responsibility' (Daniel et al 1999).
The implications for the Laramba Project are that the community must be a partner
in the continuously evolving enterprise, particularly if the effort is to be sustained.
Australian Programs
In Australia, several community-based healthy lifestyle programs have been
conducted such as those at Minjalang, the Ngaanyatjarra Pitjantjatjara
Yankunytjatjara (NPY) region and Ernabella in the Northern Territory and at
Looma in Western Australia. All of these programs have been conducted in
Aboriginal communities.
The Minjalang Project and the NPY Nutrition Awareness Project addressed the high
prevalence of nutrition related health problems among Aboriginal people. The one
year Minjalang Project in 1989 claimed success in influencing dietary
improvements in the community, with the store providing a natural focus for
increasing the variety of food available. Researchers suggested that community

capacity to address the issue of improving nutrition may have been influenced by a
high degree of community pride, the fact that traditional land owners held title to
the land and additionally, that the community had already successfully dealt with a
previous health issue (the problem of alcohol). The success of the project and the
sustained effects are considered to be attributable to community ownership of all
phases of the program (Lee et at 1994).
The NPY project commenced in 1996 with the aims of increasing awareness and
knowledge of young mothers regarding the nutrition of their children, and
promoting health practices and strategies to maintain better health. This project
also considered that the stores in the region could play a part in contributing to
better nutrition but found them harder than anticipated to influence. This project
acknowledged that it was unrealistic to expect to observe changes in health status
during over the initial one year project period and further evaluation is intended
(Balmer and Foster 1997).
One notable community-based program, The Looma Healthy Lifestyle program, is
aimed at the primary and secondary prevention of obesity, diabetes and
cardiovascular disease. This program has recently been evaluated after four years
of operation and reports 'sustained, if modest, improvements in several important
biochemical and behavioural risk factors for diabetes and CVD.' There was an
increase in the proportion of persons reporting dietary and physical activity
strategies, suggesting greater knowledge of the importance of diet and physical
activity in the prevention and self management of diabetes but 'at the level of the
wider community, there was no significant change in the prevalence of diabetes or
IGT over the four years of follow-up'.
'The most notable feature of the Looma Healthy Lifestyle is its sustainability and the
degree to which it is embedded in and directed by the community. These features
may give the program the best chance of achieving success in the long-term
improvements of health outcomes' (Rowley et at 2000).
A community-based approach to diabetes prevention and management is endorsed
in the Review of the Epidemiology, Aetiology, Pathogenesis and Preventability of
Diabetes in Aboriginal and Torres Strait Islander Populations. Findings of this
systematic review suggest that population-wide healthy lifestyle programs hold
realistic hope for the primary prevention of type 2 diabetes in Aboriginal
communities. The authors call for demonstrated effective strategies that will bring
about changes in diet and physical activity to reduce risk factors for type 2 diabetes
and cardiovascular disease in Aboriginal communities. They suggest that strategies
will need to include moves to improve general living conditions and address social
and political issues confronting Aboriginal people (de Courten et at 1998, 75).
In summary:
'Given the potential benefits of healthy lifestyle programs in influencing risk factors
for a range of non-communicable diseases, including NIDDM, coronary heart
disease, stroke and certain cancers, even without proof as to whether communitywide programs encouraging healthy diet and exercise can successfully reduce the
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incidence of NIDDM, there are strong grounds for advocating a strengthening of such
programs' (de Courten 1997).

PARTICIPATORY ACTION RESEARCH
Health research has traditionally been based on a biomedical model of health in
which health was equated with healing (curative medicine) and, more recently, with
the absence of disease. In this model, researchers and public health practitioners
have been seen as the health experts and distinct from the populations with whom
they were working. Participatory Action Research is based on an alternative
approach, where the research process provides a framework to respond to health
issues within a social and historical context. The definition proposed by Green et al
(1995) that 'Participatory Research is systematic investigation, with the
collaboration of those affected by the issue being studied, for the purposes of
education and taking action for affecting social change' reflects definitions found in
the literature. George et al (1996) contend that 'Participatory Action Research has
attracted the interest of public health practitioners and researchers who seek to
combine research with education and action, and those who want to go beyond
knowledge development to the diffusion of research findings and to the
implementation of change processes in light of their findings.'
Participatory Action Research is not new. Kurt Lewin's action research of the
1940s was used as a framework for public health education in the 1950s and 1960s.
In the 1970s and 1980s interest was generated, particularly in Latin America, in
community development and the empowerment of people through active
involvement in self-study, learning and action in public health and health
promotion.
In 1996, the fifteenth World Conference of the International Union of Health
Promotion and Education (IUHPE) included a special session on Participatory
Action Research. In one of the papers presented, George et al (1996) offered the
following overview of Participatory Action Research.
'Participatory Action Research is not a research method or methodology, rather it is
an approach to research relationships and applications. Furthermore, the research or
systematic enquiry component also does not demand a specific method and can be
either quantitative or qualitative and sometimes a triangulation of methods has been
used in the same project. However, it is our experience that very often qualitative
methods are used, possibly because of the strong respect for community members'
knowledge and understanding of the issues at hand. Rather than quantifying this
knowledge, it is used for building theory and for opportunities to exchange learning
opportunities.
Participatory Action Research, then, makes researchers and
community members alike partners in, and responsible for, the research, learning and
action process. The education is a reciprocal process, with the researcher able to
offer skills regarding research methods and the community members able to teach
about the context of the health issue. The commitment to action means the
researchers cannot simply walk away when the research is completed or the data
collected and analysed. They must see the process through to the accomplishment of
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some action, such as a change in policy, programmes, services, regulation or
allocation of resources'.
There is general agreement with this overview of Participatory Action Research
(Barnsley and Ellis 1992; Green et al 1995; Green et al 1996; Westphal et al 1996)
but the scope for researching in this manner is so broad and dependent upon the
issue at hand and the community in question that it is not possible to define a
particular research methodology. The focus of Participatory Action Research is on
information gathering as an informal iterative process and the emphasis is on the
specific application of findings. Whilst this gives rise to questions about validity,
reliability and objectivity it is seen as a considerable advantage by some
researchers, 'the key thing that action research makes possible is the development
of strategies and programs based on real life experience rather than theories or
assumptions' (Barnsley and Ellis 1992).
Participatory Action Research stresses the relationship between the researcher and
the community, the direct benefit to the community as a potential outcome of the
research, and the community's involvement in the research itself as beneficial
(Macaulay et al 1999). It attempts to break down the distinction between
researchers and researched which was inherent in traditional research. The emphasis
is on learning how people actually experience the specific issue or problem. This
knowledge is the key to knowing what actions will make a practical difference to
people's lives and why (Barnsley and Ellis 1992). It increases the group's
understanding of the issue it is working on and provides an opportunity to
community members to work collectively and strengthen their connections with
each other. Enthusing about Participatory Action Research, Barnsley and Ellis
(1992) offer that,
'In our approach, the people who experience the problem, or who are members of the
community, have ownership of the process. Their experience is invaluable. They
know how to involve other members of the community in the research process. They
have insights into how to ask questions of people in that community. And their
perspective helps in understanding the answers. When community members have
ownership of the research process, there's a better chance the research will be
relevant to them. If it's relevant to them, they'll likely be more willing and able to
act on it.'
The Royal Society of Canada Study of Participatory Research in Health Promotion
in 1995 reviewed over 400 published and unpublished reports of Participatory
Action Research and consulted with practitioners (including community
participants in Participatory Action Research projects) and theorists to develop
guidelines or criteria for Participatory Action Research. The guidelines are the
result of the attempt to reconcile the range of options between the rhetoric and the
realities of Participatory Action Research practice. The guidelines fall into six
categories:
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A.

Participants and the nature of their involvement:
Is the community of interest clearly described or defined?
Do members of the community participating in the research have concern or
experience with the issue?
Are interested members of the community provided opportunities to
participate in the research process?

B.

Origin of the research question:
Did the impetus for the research come from the defined community?
Is an effort to research the issue supported by members of the defined
community?

C.

Purpose of the research:
Can the research facilitate learning among community participants about
individual and collective resources for self-determination?
Can the research facilitate collaboration between community participants
and resources external to the community?
Is the purpose of the research to empower the community to address
determinants of health?
Does the scope of the research encompass some combination of political,
social and economic determinants of health?

D.

Process and context methodological implications:
Does the research process apply the knowledge of community participants in
the phases of planning, implementation and evaluation?
For community participants, does the process allow for learning about
research methods?
For researchers, does the process allow for learning about the community
health issue?
Does the process allow for flexibility or change in research methods and
focus, as necessary?
Are procedures in place for appraising experiences during implementation
of the research?
Are community participants involved in analytic issues: interpretation,
synthesis and the verification of conclusions?

E.

Opportunities to address the issue of interest:
Is the potential of the defined community for individual and collective
learning reflected by the research process?
Is the potential of the defined community for action reflected in the research
process?
Does the process reflect a commitment by researchers and community
participants to social, individual or cultural actions consequent to the
learning acquired through research?

F.
19.

Nature of research outcomes:
Do community participants benefit from the research outcomes?

-
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Is there attention to or an explicit agreement for acknowledging and
resolving in a fair and open way any differences between researchers and
community participants in the interpretation of the results?
Is there attention to or an explicit agreement between researchers and
community participants with respect to ownership of research data?
Is there attention to or an explicit agreement between researchers and
community participants with respect to dissemination of the research
results?.
These guidelines are accompanied by a rating scale and each guideline may be
given more or less weighting depending on the project being considered. Although
developed primarily to guide funders, these guidelines offer an opportunity to
understand the issues at hand when embarking on a lengthy, labour-intensive
process of collaboration with community members.
One criticism of Participatory Action Research is that the inherent community
control and ownership of the research process will compromise the objectivity of
the research (Barnsley and Ellis 1992; Israel et al 1998). This is challenged by
exponents of Participatory Action Research, who say that it is impossible not to
have a point of view, feelings or opinions when participating in research and rather
than ignoring these, they should be declared. 'Stating them and recognising them
as part of what defines the research makes it possible to examine them throughout
the process' (Barnsley and Ellis 1992).
The editorial prefacing the collection of papers from the 1996 IUHPE conference
comments on one of the major challenges of Participatory Action Research for the
researcher. 'Developing the trust and the bargaining skills to interact effectively
with communities
is indeed very difficult and time consuming' (Green et al
1996). In fact a major difficulty may be presented by the extensive amount of time
needed for a Participatory Action Research project (Westphal et al 1996; Israel et al
1998; Macaulay et al 1999) particularly the time required to establish and maintain
trusting relationships (Israel et al 1998). This expenditure of time is well
recognised as often going beyond what is usually perceived as directly related to the
purpose of the research, such as participating in community events and providing
transport. In addition to this, there may be 'unrealistic expectations for communitybased projects a one year project may not produce measurable changes in markers
of conditions that developed over generations for example, HbA1c for diabetes'
(Macaulay et al 1999).
...

-

-

Another observation is that researchers may inadvertently collaborate with a
minority section of the population that does not represent the collective interests of
the entire community (Macaulay et al 1999). Challenges and conflicts may also
arise related to how the community is defined, that is for example, who represents
the community and the extent to which a sense of community exists (Israel et al
1998).
Some of the difficulties of Participatory Action Research for both researcher and
community are pointed out in an integrative review of Participatory Research
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conducted in 1999 (Macaulay et a!) which has been accepted as a policy statement
for participatory research by the members of the North American Primary Care
Research Group. In this review it is noted that the very nature of Participatory
Action Research means that the roles, responsibilities and contributions of
researchers and community members may shift during the lifetime of the project. It
is suggested that this has the potential for conflict and mechanisms should be put in
place prior to the research commencing to negotiate the terms of the research and
methods of dealing with difficulties.
Issues associated with funding community-based research are well recognised.
These include it not always being seen as 'scientific', the time-line for the research
may be long, and it being a challenge to 'sell' a process when it is not always
possible to fully specify up-front all aspects of the research design and intervention
(Green et al 1995; George et al 1996; Israel et al 1998). The integrative review,
however, offers that 'Funding agencies and researchers increasingly recognise that
important potential benefits of participatory research exceed its potential costs'
(Israel et al 1998).

EVALUATION OF COMMUNITY-BASED PROGRAMS
With rising hopes that community-based programs may provide some means of
containing the remarkable increase in so called 'lifestyle diseases', including type 2
diabetes, the evaluation of these programs assumes particular importance. De
Courten et al (1998, 74) note that, 'Unfortunately, there is scant formal evaluation
information available to demonstrate the effectiveness or otherwise of such
programs. Formal evaluation criteria assessing community-based studies need to be
established and agreed upon to learn from these interventions.
The difficulties associated with evaluating these programs, however, are not
insignificant. These difficulties centre around the lack of 'control' that researchers
and evaluators have of the subjects in a community-based intervention. In contrast
to more traditional biomedical research and evaluation it is recognised that,
'Unfortunately, population based interventions, and even those confined to at-risk
populations, are difficult to test in the usual randomised controlled fashion.
Introducing a control group within a study is an intervention in itself. Such control
groups are also open to contamination from the intervention group
or they are
exposed to the same wider forces which produce powerful secular trends' (Simmons
et al 1997).
...

Koepsell et a! (1992) comment that there are two difficulties arising in assessing
community-level interventions: 'the impossibility of blinding individual subjects to
the presence of the intervention, which threatens the validity of self-reported
attitudes, behaviours and outcomes; and the complexity of the mechanism of action
by which community programs change individual behaviours, with many
intermediate steps in the behaviour change process.'
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There is no set of rules for evaluating community-based interventions and the
methodology tailored to each intervention is dependent on a number of issues. The
term 'community-based' can be used to refer to many different kinds of
intervention, and it is important to clarify what the unit of evaluation is. Traditional
evaluation methods tended to measure outcomes that used individuals as the units
of analysis but when an intervention is directed at a community, the community
becomes the appropriate unit of analysis for evaluation (McKinlay 1996). Linked
to this issue is whether the intervention seeks primarily to change the health
behaviour of individuals or to change the prevalence of risky behaviours in the
community. There is an important difference to be noted here as communities are
usually dynamic populations with changing membership over time. When deciding
which type of evaluation to conduct it is important to consider this factor. Koepsell
et a! (1992) propose that, theoretically, longitudinal samples are better suited to
isolating program effects on behaviour change, whereas repeated cross-sectional
samples are better suited to measuring program effects on community wide
prevalence.
Process and outcome evaluation are seen as useful in community-based
interventions and the evaluation of process is particularly appropriate where the
intervention is of a Participatory Action Research nature. Referring to health
education interventions, Nutbeam et al (1990) note, 'It is crucial that more
recognition is given to the importance of understanding the process of change
within interventions and including this dimension as a central component in the
evaluation task.' Several large scale community-based cardiovascular disease
prevention programs have been the subjects of evaluation in recent years and it has
been suggested that the evaluation methods used for these programs should be
considered in the context of primary diabetes intervention. These are formative
evaluation, quality assurance, assessment of delivered dose, assessment of received
dose, component program impact, intermediate outcomes, community impact and
cost analysis (de Courten et al 1998, 74).
The difficulty of evaluating outcomes of community-based interventions that may
be expected to take many years to be effected is recognised. For example, the
ultimate objective of primary prevention programs for diabetes is a reduction in the
incidence of type 2 diabetes. In order to evaluate this objective, not only would
each community-based program need to be evaluated for many years, but the
complexities of communities and what influences them would need to be addressed.
This is an enormous task. Simmons et al (1997) comment that,
'The time has come for feasibility studies using sustained increases in exercise and
weight control as suitable surrogate end points, rather than waiting for definitive
studies with NIDDM incidence as the end point'.
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Nutbeam et al (1990) concur,
'Tracing the causal path from a community intervention to subsequent long term
changes in mortality is fraught with difficulty, and it is inappropriate and unrealistic
in most cases for programmes to be expected to do this. Far more relevant is for
health education interventions to be judged on their ability to modify risk factors and
behaviours, and the personal, social and environmental factors which shape them'.
This is in effect what is being practised; using the example of one of the longest
standing diabetes prevention programs, a prospective study has not been performed
to determine whether the Zuni Diabetes Program has been successful in reducing
the incidence of NJDDM. Rather, weight loss has been used as an endpoint.
The fact that many community-based programs are conducted amongst indigenous
peoples adds another degree of difficulty for the evaluator who is often not of that
culture. Attempts to adapt health indicators developed in one culture for use in
another are fraught with problems of a conceptual, linguistic and/or technical
nature. As an example of this, Simmons et al (1997) refer to the difficulties of
evaluating a study of diabetes and food in New Zealand, which identified major
conflicts between health professionals' view of food as a supplier of nutrients and
the participants' view of food as a mediator of social interaction, of customs, and a
medium of exchange. These differing perceptions and interpretations posed major
challenges both for program planners and evaluators and insisted on the importance
of program delivery being developed within the target community. Similarly, tools
for measurement and evaluation must be validated within the community where
they are to be used, recognising the possible presence of sub groups.
There is general agreement that in order to guide program development, there is an
urgent need to develop and evaluate community-based prevention initiatives in the
Aboriginal context (Colagiuri et al 1998; Couzos et al 1998; de Courten et al 1998).
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METHODS

ETHICS
As the Laramba Diabetes Project was supported by Territory Health Services as an
enhancement of its usual service to the community, it did not in itself require ethics
clearance. The project effectively offered an opportunity for the community to
focus on one disturbing aspect of ill health, utilising resources in addition to those
usually available. Ethics clearance was sought from the Alice Springs Institutional
Ethics Committee because some information contained in people's clinic records
would be examined by researchers outside Territory Health Services and it was
possible that the evaluation of the project would be made public.
One question raised initially concerned whether it was the project and/or the
evaluation that should be submitted for ethics clearance. It was decided that a
single submission, combining the project and the evaluation, would be prepared by
the evaluation fieldworker. The Chief Investigator would be the representative of
the evaluating body, Menzies School of Health Research. Later in the project, Pat
Field was to become the Chief Investigator.
Another question raised was whether the application should be made in two parts,
one seeking clearance to negotiate the project and evaluation with the community
and another to conduct the project and evaluation. As a Participatory Action
Research Project, the details of the project methodology required for the ethics
submission would not be known until negotiated with the community. There was,
however, a degree of urgency to submit the application as the Alice Springs
Institutional Ethics Committee meets only four times per year, the project was
initially funded for just one year and the project was ready to start as ethics
clearance was being considered. A decision was made that one application only
should be submitted. This was to be done as soon as details concerning individual
consent and individual and community confidentiality were negotiated, and clinic
records were only to be examined if clearance was obtained.
The application for ethics clearance required the letter of consent from the
community that had been obtained following the meeting in March 1999. Also
required was notification of the means by which individuals would be consenting to
examination of their clinic records. A community meeting was held to discuss this
issue. It was decided that
• only the clinic records of those people with diabetes were to be examined
• written consent was preferred
• an explanation of the project and reasons for consent would be written in
English and attached to each consent form
• a nominated community person would translate this information for each
person of whom consent was sought. Two males and two females were
nominated as interpreters.

it would be appropriate for the person translating the information to witness the
signature of the consenting person
• it was appropriate for the clinic records of all adults with diabetes to be
included in the study but only the records of children between the ages of 15
and 18. Younger than 15 was not appropriate. Two separate consent forms
would be necessary for adults and children, as parents or guardians would need
to consent on behalf of those aged between 15 and 18.
• personal information would not be used in any way that would allow an
individual to be identified
• Consent forms were to be stored in a locked cabinet in the Health Centre at
Laramba
•

The data assembled during the entire project would be jointly owned by Laramba
Community, the National Heart Foundation and Menzies School of Health Research
(later the Centre for Remote Health). On completion of the Project it would be
stored with Menzies School of Health Research (later the Centre for Remote
Health), in Alice Springs.
Individual consent forms were designed and left with members of the Steering
Committee and several other community members for one week for their
consideration. After this time minor changes were made before the forms were
approved by all parties. The application for ethics clearance was submitted and
clearance granted in May 1999. During the project, a progress report has been
submitted at six monthly intervals to the Alice Springs Institutional Ethics
Committee.
An application for Ethics Clearance was also submitted to the Northern Territory
University as the evaluation of the project was to constitute the Masters of Public
Health treatise of the evaluation fieldworker. This clearance was obtained in
February 2000.

PARTICIPATORY ACTION RESEARCH
Early in the planning stages of the project, it was decided that a Participatory Action
Research approach would be adopted. The evaluating body would be included in
the project from the planning stage. The advantages of utilising a Participatory
Action Research approach for this project were that
• it emphasised a respect for the community's knowledge and understanding of
the issue
• it prioritised a collaborative relationship between the community and project
staff
• it ensured the community benefited directly from the project
• knowledge of how people actually experience the issue would lead to practical
solutions
• the community's participation in the project would in itself benefit the
community
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• opportunities would be provided for the community to work collectively and
strengthen connections both within the community and with other parties
• the project, resource and evaluation teams would have the opportunity to learn
from the community
The disadvantages of conducting Participatory Action Research may include
• compromised objectivity of research due to community ownership of process
• long time span to develop trust and effective interaction between parties
• unrealistic expectations of changes in a prescribed timeframe
• defining community representation
• shifting roles, responsibilities and contributions during life of project
• providing measurable outcomes for funding bodies
These challenges were acknowledged but were not considered to be obstacles to the
use of this approach. Their significance became more apparent as the project
progressed.

A COMPARISON COMMUNITY?
Evaluation planning included consideration of the advantages and disadvantages of
including one or more 'control' or comparison communities in the study. Several
of the community-based studies examined in the literature included control
communities.
One of the issues associated with the inclusion of one or more comparison
communities was that the assumption would need to be made that conditions other
than this intervention would remain constant or be quantifiable in each community
throughout the study and until the evaluation was completed. This may be 10-20
years if measuring long-term health outcomes. Another issue was that recruiting a
comparison community where no intervention was to be offered, or at least not
offered until the current project was completed, might be difficult ethically, if not
impossible. In addition, all research is limited by the amount of time, money and
manpower available and the inclusion of a comparison community would have
appreciably altered the resources required to conduct the project. In consideration
of these issues, it was decided that a comparison community was not appropriate for
this study.

EVALUATION OVERVIEW
The broad research question to be answered by this evaluation was 'To what degree
were the aims and objectives of the Laramba Diabetes Project achieved?'
Evaluation planning ensured that research methods were employed that would be
suited to process, impact and outcome evaluation. The aims and objectives of the
evaluation were matched to the aims and objectives of the project. As this was a
Participatory Action Research project, evaluation of process was considered to be
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particularly important. This was partly because of the desire of all parties to see the
project being at all times responsive to the needs and wishes of the community. It
was envisaged that continuous evaluation of processes, and feedback of findings,
would facilitate the achievement of project aims and objectives and assist the
project to adapt to changing circumstances. It was also important to discover if the
processes of the project were valuable in themselves.
Some outcome measures were considered to be beyond the scope of this evaluation.
These included whether the project had an effect on preventing diabetes in the
community and whether the intervention was cost effective. During the project,
interest was raised in conducting an economic evaluation and funding was
negotiated to proceed with this. The community has agreed to the economic
evaluation, which is expected to be conducted in 2001.
Community participation in the conduct of the evaluation was considered
throughout the project. An early meeting of the Evaluation Committee was held at
Laramba, and community members were invited to attend. Overall, community
members participated in evaluation planning on a practical level, devising strategies
associated with meetings and interviews. One difficulty experienced, they said, was
making the distinction between the project and the evaluation, particularly as the
evaluation fleidworker was frequently participating in project activities.
Consequently, the evaluation was conducted almost entirely by a team whose
members are of a different culture from those people who were participating in the
project, although some interviews were conducted by Aboriginal people who had
close family ties with members of the community and one group discussion was led
by an Anmatyerre woman. Otherwise efforts to minimise bias were centred around
using a variety of research methods and involving as many community members in
the evaluation as would participate. Evaluation findings were frequently fed back
to the project team from the evaluation team both formally and informally.
Informal feedback was provided for the community regularly.
The evaluation plan employed both qualitative and quantitative research methods.
When the Centre for Remote Health became involved in the evaluation, the
evaluation team constructed an Evaluation Framework based on measurement of
project objectives (Appendix A).

QUALITATIVE RESEARCH METHODS
The use of qualitative research methods was considered to be particularly
appropriate for the evaluation of this project. These methods promote events and
actions being viewed in their contexts, they acknowledge the importance of
meanings that people ascribe to their own and other people's actions and they focus
on processes as well as outcomes. Mason (1998) defines qualitative research in
terms of three characteristics as being
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• grounded in a philosophical position which is broadly 'interpretivist' in the
sense that it is concerned with how the social world is interpreted, understood,
experienced or produced
• based on methods of data generation which are flexible and sensitive to the
social context in which the data are produced
• based on methods of analysis and explanation building which involve
understandings of complexity, detail and contexts and place emphasis on
'holistic' forms of analysis
From a rich variety of qualitative research data collection methods, the following
were employed in the evaluation of this project.
Participant—observer approach
This approach was utilised to observe and document events, challenges, highlights
and problems of the project. It involved participating in community life as invited
and in project activities. It allowed relationships to be built with community
members and health staff which facilitated understanding of individual and
collective roles in the community.
Interviews with community members
Interviews were conducted to gather information about community members'
perceptions, knowledge, attitudes and behaviours relating to diabetes prevention
and management. These interviews were conducted at various stages throughout
the two-year period in an effort to gauge changes that could be attributable to
project effects and were conducted with community members who speak English.
Some were tape-recorded and transcribed and written notes were made during
others, depending on the wishes of the interviewee.
Initially these interviews were structured with a view to maximising uniformity
between interviews and facilitating 'before and after' comparisons of information.
This structure proved, however, to be inappropriate, giving the impression that the
interviewee was being tested.
Subsequently, unstructured interviews were
conducted based on themes relating to information sought. These interviews were
largely opportunistic although efforts were made to interview a cross-section of
community members. Interviewees comprised community leaders and employed
and unemployed persons with both young and old adults included.
Fifteen community members (thirteen women and two men) were interviewed. One
woman was interviewed three times, one woman was interviewed twice, and the
other members were interviewed once.
Group discussions with community members
These served the same purpose as interviews but were more favoured by
community members. Anmatyerre language was often used by participants in these
discussions and the evaluation fieldworker relied on participants to translate
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information into English. These discussions, at the beginning and conclusion of the
project, were tape-recorded and notes were made. Selection of participants was
opportunistic.
Two group discussions were conducted, five different women participating in each
discussion.
Field Map
This exercise involved mapping the community in the sand and was conducted with
a group of twenty two community people gathered in a riverbed. These people
were participating in the first camp, where the field map was presented as one of the
activities. The mapping involved the contextualising of diabetes in the community.
This was recorded on videotape.
Twenty two people participated in the field map exercise.
Interviews with health and project staff
These interviews were conducted to gauge perceptions of the practicalities of
diabetes management and the effect of the project in the community. Conducted at
the beginning and end of the project, they were of a longitudinal nature with project
staff but of a cross-sectional nature with health staff due to staff changes. They
were tape-recorded and transcribed.
Six health staff were each interviewed once. Three of these people were resident in
the community and three visited the community from Alice Springs.
Of the two project staff visiting the community, one was interviewed twice and one
was interviewed three times. Of the four Community-Based Workers, one was
interviewed three times and the others once.
Meetings with community members, health and project staff
Meetings were convened with community members to discuss the evaluation of the
project. Notes were made of these meetings. Participation in Technical Advisory
Committee meetings provided an avenue for regular formal feedback of evaluation
findings to the project team.
Six meetings at which project evaluation was discussed were held at Laramba with
community members. There were nine Technical Advisory Committee meetings.
Meetings with health staff occurred on each of the 32 visits to the community by the
evaluation field worker. Meeting with project staff was a constant process, often
occurring on a daily basis.
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QUANTITATIVE RESEARCH METHODS
Collection of data
Data relating to the conduct of project strategies were collected. This included data
associated with attendances at meetings, education sessions and project based
activities, the training of Community-Based Workers and the degree of inter- and
intrasectoral collaboration.
Examination of clinic records
An audit was conducted of the clinic records of those Laramba people with
diagnosed diabetes. This information was examined to determine the extent to
which their management had adhered to recommendations of the CARPA Standard
Treatment Manual for management of diabetes. Glycosylated haemoglobin levels
since diagnosis of these people were examined to detect any trends in this measure
of glycaemic control in response to the intervention of the project.

DATA ANALYSIS
Qualitative Data
Data were analysed primarily by the evaluation fleidworker. During initial
meetings of the evaluation team, a decision was made not to utilise a computer
program for the analysis of qualitative data. Instead it was decided data would be
analysed manually. The process of analysis commenced early in the project which
was advantageous, allowing for refining of data collection techniques, continual
attention by the researchers to the influence of their presence and actions on the
results of the research and incorporation of feedback to assist interpretation.
Transcriptions of recorded interviews, group discussions and the field map exercise,
and notes of interviews and meetings were collated. This body of information was
reviewed and examined for themes. Field notes, which included the observations of
the evaluation fleidworker and reported observations of participants, project, health
and resource staff also were examined for themes.
First, broad patterns and relationships within the data were identified. In order to
understand competing interpretations of results, efforts were made to consider them
in the social context in which informants and their community were situated.
Clarification of information and opinions was sought when appropriate. On many
occasions competing results were understood many months after the collection of
data as understanding of the broad social context developed for the project and
evaluation team members.
Verbal feedback of research results to members of the community and health staff
occurred on a regular basis, as did written and verbal feedback to the project team.
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This process provided an opportunity for correction and/or clarification of
interpretation.
Quantitative Data
Data were analysed by the evaluation fieldworker. Data relating to the conduct of
project strategies were progressively recorded and required only simple manual
collation.
A table was constructed to receive data manually recorded from the clinic records
of Laramba persons with diabetes. These data were then entered onto the computer
program, Excel. Reviewing the data and measuring numbers of client contacts and
interventions against standard protocols as described in the CARPA Standard
Treatment Manual allowed adherence to the protocols to be analysed. Trends in
HbAlc measurements of people with diagnosed diabetes were analysed. The use of
the Excel program facilitated the collation, analysis and presentation of results.
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RESULTS

Results are presented against the stated project objectives. Some of the project
objectives overlap and consequently so do the indicators for measuring them. Thus,
whilst each of the project objectives is addressed, results are presented in a fashion
which avoids repetition.

STEERING COMMITTEE GUIDANCE OF PROJECT
Objective I To work with a Steering Committee to develop a collaborative inter- and
intrasectoral action plan for ongoing development, implementation and
monitoring of diabetes/n utrition program
Reflecting the enthusiasm of the community for the project from the start, respected
senior community members were eager to be members of the Steering Committee.
Four people were nominated at a community meeting to fill positions on the
committee and their commitment was evidenced by the fact that membership of this
committee remained constant for the duration of the project. The role of advisors
for the project sat comfortably with this group, who met seven times at Laramba
with an average attendance of three out of four members. In addition, all members
of the community were welcomed to attend Steering Committee meetings and
between one and ten community members attended each meeting. Increasingly,
senior people attended and participated in discussions. Agreeing that the aims and
objectives of the project were appropriate, the Steering Committee worked with the
Project Officer to guide project implementation and development. They also
guided the evaluation process on a practical level.
This committee suggested some health promotion activities and advised on the
appropriateness of others. They also assisted in planning the diabetes camps.
As the project gained momentum during 1999, the Steering Committee approved
the involvement of increasing numbers of visitors to the community and when
funding became available to extend the project for a second year, they had no
hesitation in supporting the expanded timeframe. One of the Community-Based
Workers drew a design to promote the project and the Steering Committee
approved this design being printed on to T-shirts. These were then worn proudly by
many Laramba people.
One decision, which required an amendment to the agreement made at the
beginning of the project, required more consideration. The original agreement
between Laramba Community and the National Heart Foundation stated that the
community would not be referred to by name. This was becoming increasingly
difficult as more people were becoming involved in the project and community
leaders were wishing to share what they perceived to be successes associated with
project activities. As the community felt pride in their participation in the project,
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the Steering Committee approved a change to the original agreement, which then
allowed Laramba to be referred to by name.
Next, it was agreed that the media should be informed about the project. Although
Laramba is a remote community where few people have television and most houses
do not have a refrigerator, community leaders urged the Project Officer to 'put the
project on the internet'. They are very proud to be actively addressing the task of
improving health in the community. It was agreed by the Steering Committee that
Community-Based Workers and community leaders could attend conferences, if
funding could be obtained, to promote the progress that they saw being made in
their community. Whereas it had previously been necessary to obtain permission in
advance to visit the community, an open invitation was issued to anyone interested
in the progress of the project to visit Laramba.

1

Steering Committee members
When it came to discussing the value of continuing activities after the two years of
the project, the Steering Committee supported applications for funding to this end
and commented that, 'The project is good but it needs more time. It should go on
for longer. The project should go on so we can keep on learning long way to go'.
Participating in evaluating the project they commented that 'nothing was bad' about
the project.
-
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INTERSECTORAL AND INTRASECTORAL COLLABORATION
Objective 1 To work with a Steering Committee to develop a collaborative inter- and
intrasectoral action plan for ongoing development, implementation and
monitoring of diabetes/nutrition program
Objective 7 To develop a collaborative intersectoral and intrasectoral action plan
for ongoing sustainability of diabetes/nutrition program
Collaboration between people and groups interested in the health of Laramba
people was facilitated by the Project Officer and some of the resulting efforts have
been features of the project. Successful collaborations during the project have
raised awareness of the value of people and groups working together to achieve
broad shared aims.
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A particularly successful collaboration resulted in the establishment of the
vegetable garden and orchard in the community. The establishment of this garden
was a team effort. Community leaders worked with the Project Officer to prepare a
submission for Territory Health Services' Health Promotion Incentive Funds. This
submission was successful and the funding was used to purchase the watering
system and seedlings. The project funded the fruit trees. Twelve young Laramba
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men provided the workforce, using community equipment to create and maintain
the garden under the guidance of the Centralian (Technical and Further Education)
College horticulturist. Vegetables were reaped soon after the establishment of the
garden and used for cooking and nutrition demonstrations by the Project Officer,
and for catering for community events by women in the community.
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The unemployment rate for young men is high in Laramba and the garden provided
an opportunity for them to work, initially as volunteers and later funded by the
Community Development Employment Program (CDEP). The pride of the young
men in the garden was evidenced by their attendance at a lecture in Alice Springs,
accompanying the horticulturist when he participated in a project presentation
delivered to an audience of medical staff of Alice Springs Hospital. This garden is
now well established, the fruit trees are bearing fruit, and it is considered to be a
sustainable resource by community leaders. Several CDEP positions have been
dedicated to gardeners. The garden is maintained daily and, since the completion of
the project, winter crops have been planted and the fence extended. The
horticulturalist commented that, because of the garden infrastructure and motivation
of the community, he expects to see this garden still being productive in ten years
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time. When asked at the last meeting of the Steering Committee what the good
things were about the project, people said 'the garden is the best thing'.
The school participated enthusiastically in activities associated with the project. In
particular the teachers and students put a great effort into the Store Promotion Day
and Jump Rope for Heart. The comment was made by community members several
times that they would like to see more health education in the school. School
teachers have demonstrated their willingness to incorporate health education into
school based events, such as Jump Rope for Heart, but the incorporation of health
education into the curriculum on a formal basis has not been addressed. A camp for
the schoolchildren, similar to those conducted for the general community, was
proposed but did not eventuate within the life of the project. Teachers and the
Project Officer are planning to organise this in the future. Community leaders say
they are aiming to work more closely with the school and to this end now invite the
school principal to attend Council meetings to discuss future directions.
Some anticipated collaborations that would have dovetailed well with the diabetes
project only eventuated to a limited degree. The Strong Women, Strong Babies,
Strong Culture Program was experiencing some difficulties at Laramba during the
life of the diabetes project and Environmental Health programs were just finishing
as the diabetes project began.
Collaborations seemed to be most productive where the Project Officer was able to
devote time, energy and expertise for facilitation. Collaborations that bear the
possibility of positively impacting on the health of the community, such as between
the school and the Health Centre or the store and the school, seem to happen, aside
from during the project, only on an ad hoc basis. Although some discussion was
generated about the potential benefits of collaborations such as these, considerable
time and effort and a shift in orientation would be required for these organisations,
which usually work independently, to work collaboratively.

ACCESS TO RESOURCE PEOPLE
Objective 2 To ensure access to resource people
During the project, Laramba community members had access to resource people by
way of the frequent regular visits of the Project Officer and the male nutritionist,
and by attendance at diabetes clinics and camps.
During the project, community members were able to readily access nutritionists,
diabetes educators, a physician and a podiatrist. This was in contrast to their limited
access to these resource people prior to the project. In Central Australia,
nutritionists employed by Territory Health Services visit remote communities with
varying frequency depending on programs currently being conducted. Physicians
based at Alice Springs Hospital visit remote communities when staffing levels
permit, but remote visits are not a priority and can be infrequent. Remote
An
communities are not visited by diabetes educators or podiatrists.

ophthalmologist visits Laramba once a year. The Project Officer took the
opportunity to link his 2000 visit with the project and provided diabetes education
at the Health Centre while the ophthalmologist was there.
It is possible for people living on remote communities to access these resource
people when visiting Alice Springs but they need to arrange transport and
accommodation to do so. In addition, a referral from a District Medical Officer and
an appointment are required to see a physician, and an appointment is required to
see a Territory Health Services nutritionist or a diabetes educator. An appointment
and payment of an account would be required to see the podiatrist, who is in private
practice, unless attending the weekly 'foot clinic' at the urban Aboriginal medical
centre.
Attendance at diabetes clinics
During the project, six diabetes clinics were conducted at the Laramba Health
Centre. A Territory Health Services physician and a podiatrist in private practice
(funded by the project for these visits) accompanied the Project Officer from Alice
Springs for these one-day clinics. Between two and seven people with diabetes
attended the clinic on each of these days to see one or more of these resource
people.
Table 1 Attendance at diabetes clinics during the project
Attendance

Consultation
Physician

Podiatrist

Diabetes
educator
2

Clinic 1
6.10.99

People with diagnosed diabetes
People without diabetes

4
2

3
2

4
2

Clinic 2
3.11.99

People with diagnosed diabetes
People without diabetes

3
4

3
4

2

Clinic 3
8.12.99

People with diagnosed diabetes
People without diabetes

2
1

1

1

Clinic 4
22.3.00

People with diagnosed diabetes

4

2

4

3

Clinic 5
3 1.5 .00

People with diagnosed diabetes

5

3

3

4

Clinic 6
15.11.00

People with diagnosed diabetes
People without diabetes

7
2

7

6

3

Attendance at camps
Five camps were conducted during the project, two specifically for men and one
specifically for women. These camps were attended by nutritionists and, with the
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exception of the men's camps, diabetes educators. Not all the Laramba people with
diabetes attended a camp during the project.
Table 2 Attendance at camps during the project
Dates
Camp 1
Camp 2 (Men's Camp)
Camp 3
Camp 4 (Men's Camp)
Camp 5 (Women's Camp)

27/28/29.9.99
10/11.11.99
8/9.5.00
4/5.7.00
26/27.7.00

Laramba community members
attendance
22
14
8
31
7

Nutritionists

The Project Officer is a nutritionist. As well as directing the project and conducting
project activities, her frequent presence at Laramba ensured that nutrition was
always 'on the agenda', very often the topic of conversation and questions. One of
her important roles was as educator of the female Community-Based Workers. A
male nutritionist was invited to join the project to teach the male Community-Based
Worker and spend time with the men of the community, including time at men's
camps. Close relationships were built between these nutritionists and members of
the community. In addition to their interaction with individuals in the community,
these nutritionists were utilised as consultants by community leaders and store
managers in relation to the operations of the store.
Diabetes

Educators

The Project Officer is also a diabetes educator and was available on a frequent,
regular basis for informal education. Her knowledge as a diabetes educator was
used to advantage in the education program for the Community-Based Workers and
other community members. She was available during diabetes clinics to consult
with people with diabetes and work with the physician and the podiatrist. She
offered diabetes education in all but the men's camps. The diabetes educator from
Alice Springs Hospital also attended one of the camps.
Physician
The physician examined people with diagnosed diabetes (with the exception of the
two who did not participate in the project) during his visits to Laramba and some on
more than one occasion. He also consulted with people presenting with chronic
diseases other than diabetes.
Podiatrist
Visits by the podiatrist were an innovative component of the project as Laramba
people would not have consulted a podiatrist under different circumstances.
Podiatrists in Alice Springs work only in private practice and referrals to them for

42

remote clients are not made routinely for preventative consultations. Most Laramba
people with diabetes had not seen a podiatrist at all previously and, considering the
high rates of amputation associated with Aboriginal people with diabetes, this was
considered to be a significant intervention. Following their initial consultation with
the podiatrist, people with diabetes who did not usually wear shoes were observed
to be wearing them. Although this behaviour was not generally sustained, one lady
with diabetes is observed to be still wearing shoes regularly.

Podiatrist consulting at Laramba
At the final diabetes clinic, the podiatrist commented that there was a 'general
improvement in circulation of all diabetic clients and a general increase in self care
capabilities in relation to footcare, with less foot pathologies being seen.' She
regarded the regular contact with people with diabetes as important in effecting
these improvements, and the exchange of cultural information as playing an
important part in building relationships. She recommended that the education of
Aboriginal Health Workers regarding footcare be continuing and that the Health
Centre purchase footcare equipment such as nail clippers.
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One of the aims of this project was to provide access to a service equivalent to that
provided by an urban diabetes centre. Different urban diabetes centres offer
different services, depending on their location and resources, and Laramba people
actually received a service superior to many urban centres during the project. For
example, even though it would be beneficial for all people with diabetes to receive
expert advice about their feet, people with diabetes in the urban centre of Alice
Springs only consult with a podiatrist if they can afford to pay for the consultation,
or if they attend the weekly diabetes clinic at the urban Aboriginal medical centre.
Additionally, it is not customary for urban diabetes clients to consult with a
physician unless their regular medical officer deems this necessary. All the people
with diabetes at Laramba had the opportunity to regularly consult with a physician
during the project.

ABORIGINAL PEOPLE EDUCATING NON-ABORIGINAL HEALTH
PROFESSIONALS ABOUT ABORIGINAL WAYS
Objective 3 To provide the opportunity for Aboriginal people to educate nonAboriginal health professionals regarding Aboriginal ways
Opportunities for non-Aboriginal health professionals to learn from Aboriginal
people occurred constantly throughout the project. During the two years of the
project, the Project Officer spent two to three days a week at Laramba and the male
nutritionist and evaluation fieldworker spent substantial amounts of time in the
community. Others associated with the project spent varying amounts of time in the
community.
It was a serendipitous circumstance for the project that Laramba is the country of an
Aboriginal Health Promotion Officer employed by the National Heart Foundation
in Darwin. She was able to accompany the project team to Laramba on several
occasions and was a valuable link between her people and the teams, facilitating an
early trust in the project.
Relationships were built as day to day life was shared and Laramba people
welcomed conversation with those working with the project. Planning and
conducting project activities provided many opportunities to work together and
learn from each other. Living together during camps promoted, in particular, a
deeper understanding of the ways in which family relationships work for Laramba
people. Laramba people shared information about their traditions. They were
extremely keen to take those associated with the project on hunting expeditions and
share the food collected. At the community level, meetings taught about social
relationships, decision making processes and the needs of the community.
Interviews at the beginning of the project revealed a range of opinions about the
causes of diabetes and the magnitude of the diabetes problem. Generally it is
considered to be a disease of the last two generations. Bush medicine is only
available for the treatment of the sores that are seen to be most frequently
troublesome symptom of the disease.
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Sharing dinner at a camp
With increasing time spent together, non-Aboriginal health staff moved from
'knowing' about some of the Aboriginal ways that affect people's health and lives
to 'understanding' these influences. The project team worked constantly with, and
were guided by, community members on both a personal and community level in an
effort to incorporate knowledge gained about Aboriginal ways into this diabetes
prevention and management program. Planned project activities were frequently
altered or postponed to take account of the fact that people were not ready for them
for one reason or another. Setting times by the date or clock are not appropriate for
Laramba people. The project team commented that this aspect of the project would
have been less challenging for them had they been resident in the community.

TRAINING OF COMMUNITY-BASED WORKERS
Objective 4 To enable community based staff to provide optimal care for people with
diabetes, and to raise awareness of local families and the community
about risk factors.
Objective 5 To provide education and practical demonstrations of the four
components in managing diabetes for people with diabetes and their
families
The engagement of Community-Based Workers was an important aspect of the
project as it is envisaged they will be a major force in raising community awareness
of diabetes and health issues. Not only did these workers have a constant presence
in the community for the life of the project, but they will continue to carry
knowledge in the community. Community-Based Workers employed for the
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project first expressed interest in the positions and then were nominated and
endorsed by the Steering Committee. The endorsement of these workers was
considered to be a sign of community commitment to the project. CommunityBased Workers appointed were senior people in the community, maximising the
probability that their words would be listened to and respected. They would also be
very likely to be able to encourage other local people to be involved in project
activities.
There were discussions on several occasions about young people taking on the role
of Community-Based Workers. These discussions revolved around the issue on the
one hand of there not being much work in the community for young people so it
would provide employment for them, and on the other hand of the awareness that
many of the young people spend considerable time in Alice Springs away from the
community. The final decision made by the community was that these workers
would need to be people that could be respected as teachers. Senior people and
Aboriginal Health Workers were considered to be suitable. Three women were
engaged as Community-Based Workers during the project. It was more difficult to
interest men in taking on this role but two of the senior men at Laramba worked as
Community-Based Workers for periods of time, even though they had other
commitments.
Attending to the training of the female Community-Based Workers both formally
and informally was an important and continuous part of the Project Officer's role.
One of the female Community-Based Workers is a trained Aboriginal Health
Worker. In 1999 and 2000 the Project Officer conducted a nationally accredited
course, the 'Aboriginal Health Workers Course in Diabetes Management and
Prevention', in Alice Springs. The Aboriginal Health Worker from Laramba
successfully completed this course along with 11 Aboriginal Health Workers from
other Central Australian communities. The other two female Community-Based
Workers from Laramba attended the course as observers and participated when
able.
All Community-Based Workers received 'on the job' training at Laramba. Training
was tailored to suit literacy levels and accommodate individual time commitments.
In view of the short timeframe for the project and the length of time required for
training, retention of these workers was important. After six months working with
the two female workers who had no previous health training, the Project Officer
commented, 'we haven't done very much formal training at all', however
relationships were building and the learning that was done was done willingly.
These two workers remained employed for the duration of the project. The Project
Officer noted the importance of the role of Community-Based Workers in attracting
people to activities and camps, people who would have been too shy to accept an
invitation from the project team.
When interviewed at the beginning of the project, one Community-Based Worker
said that what she would like to see by the end of the project was, 'more people
learning about it and me teaching them instead of Alison and Netra so maybe we
can just talk to people ourselves instead of just waiting for Alison all the time'.
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Near the end of the project, at the Laramba Sports Day, one of the CommunityBased Workers was observed to be confidently working alone, testing people's
blood glucose levels and spontaneously offering them sound dietary advice.

Community-Based Worker teaching at a camp
in the report of the project prepared by community members, the CommunityBased Workers wrote, 'The diabetes workers feel good to see people eating healthy
food and their self esteem has grown to a point where they want to continue in the
job. They are determined to keep working in diabetes. They want to look for
different ways to carry on with the project to make more people understand and join
in'.

PROMOTING GOOD HEALTH
Objective 4 To enable community based staff to provide optimal care for people with
diabetes, and to raise awareness of local families and the community
about risk factors
Objective 5 To provide education and practical demonstrations of the components in
managing diabetes for people with diabetes and their families
Building health awareness into community life
Community leaders regard good health for the people of Laramba as a priority, and
the project as an important means of achieving this status. They have supported the
project wholeheartedly and contributed a great deal to raising the awareness of the
community about diabetes and its management. Featuring health as a part of most
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major events in the community during the two-year period ensured that good health
had a high profile. Visitors to the community associated with the project team came
to be known as 'the diabetes mob'. Some important public occasions, such as the
'Diabetic Disco' and the Women in Sport and Recreation (WISAR) Day, were
dedicated to raising awareness of diabetes, and diabetes awareness was featured on
other public occasions, such as the Laramba Sports weekends. At several
community events, community members were encouraged to share a health
message on the microphone, which they did shyly but willingly.
Nutrition
Nutrition information and education formed the basis of many of the activities
associated with the project. In turn these provided opportunities to discuss other
aspects of health and diabetes management. Food is central to any social activity,
as it is in many societies, and so the opportunity was frequently available to discuss
the good and bad attributes of various foods. The 'Diabetic Disco' provided the
opportunity to present a wide range of low fat foods for tasting. These were
generally enjoyed and when attendees were asked what they thought of the low fat
products, they took the opportunity to recite to the project team a list of foods they
knew were good for them. Although some people who had attended many
nutrition sessions still buy 'junk food' for their children, testimonies were
forthcoming from those community members who had been exposed to project
activities about their increase in consumption of fruit and vegetables and the
trimming of fat from meat. Pictures depicting the number of teaspoons of fat and
sugar in various foods were exhibited in the store and created a lot of interest and
comment. Community-Based Workers reported that these pictures provided a
powerful message to which people responded by increasing their consumption of
'diet' foods. Near the completion of the project, the visiting physician who always
questioned the diabetic patients about their diet commented, 'I don't know how
much people's behaviour has changed but the healthy food message certainly seems
to have sunk in'.
Cooking
Cooking activities occurred frequently and these provided the opportunity to shop
for the food at the Laramba store and discuss nutrition in formal and informal ways.
At the beginning of the project, cooking and nutrition sessions were based on
formal instruction in the Women's Centre. By the end of the project, the interested
women were telling the Project Officer what they were going to buy and how they
were going to cook it and they were confident that they were doing 'the right thing'.
Preparing, cooking and discussing food was a large part of camp activities.
Catering for community functions allowed produce from the garden to be used and
to demonstrate ways of cooking vegetables that were unfamiliar to some people.
People expressed pride that the vegetables had been produced locally.

The store
Much of the activity associated with the store during the project was directed
towards the provision of healthy food choices. Store policy and operations are
recognised as being a major contributing factor to the health of remote
communities. The store adopted, with minor changes, Territory Health Services
Food and Nutrition Unit's 'Store Managers Contract', which directs the store
manager to work with the community to sell healthy foods. Store meetings were
convened by the community and the formulation of a Food and Nutrition Policy for
the store was initiated. The range of foods and their purchase price seem to be the
result of complex interactions between the contract wholesaler, the store manager
and the community. All parties have welcomed discussions with the nutritionists.
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Pointing out 'shelf talkers' in the store
The store saw many changes during the life of the project. There was evidence of
instability associated with the management of the store as, during the two-year
project period, there were six managers and resultant changes such as the
construction and subsequent abandonment of a takeaway section and continually
changing rules about 'bookup' (credit).
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The store was the focus of several health awareness raising activities. The 'Store
Promotion Day' and the 'Fruit and Vegetable Promotion' were held outside the
front of the store and were well attended. For the Store Promotion Day at the
beginning of the project the school children drew pictures of healthy food and two
of these pictures were chosen to be made into 'shelf talkers' which were put up in
the store next to healthy foods. These are still being used.
The increased awareness of the influence of food on diabetes prevention and
promotion of good health was exemplified by some of the strategies used at various
times by store management or the community during the two years of the project.
These included
• 'bookup' (credit) only for healthy food items
• storing blues out of sight
• the cost of regular softdrinks being increased by 30 cents each
• the cost of diet softdrinks being reduced by 30 cents each
• several attempts to provide healthy takeaways by making stews
At different times, many people reported a change in purchasing behaviour, seeing
others or they themselves buying less fatty and sugary foods. The only cordial sold
in the store now is 'diet', a policy decision made at a Store Committee meeting.
Other health related strategies have not been sustained. This is attributed by
community leaders to the need to make a profit in the store, public demand and the
fact that people can buy less healthy items at the nearby Napperby homestead store
so they might as well be able to get them at Laramba, thus spending their money in
the community.
Other health related strategies have not been sustained. This is attributed by
community leaders to the need to make a profit in the store, public demand and the
fact that people can buy less healthy items at the nearby Napperby homestead store
so they might as well be able to get them at Laramba, thus spending their money in
the community.
The Project Officer conducted 'Market Basket' and 'Store Turnover' surveys at the
beginning and near the completion of the project to compare the food available or
being purchased at these stages.
Market Basket Survey
This survey measures the cost and availability of a basket of food which would
provide sufficient nutrients for a family of six for a fortnight. It also assesses the
condition of the perishables. The nutritionists and Community-Based Workers
conducted Market Basket Surveys at Laramba store in June 1999 and May 2000. In
this timespan, Laramba store was shown to improve its range of healthy food. The
number of healthy choice items in the store increased from 44 to 66 choices.
Of the six remote area stores surveyed in Central Australia in 1999 and 2000,
Laramba was the most expensive store at which to shop for this healthy basket of
food. The reason for this is not clear as Laramba is neither the most remote nor the
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most inaccessible community surveyed. The increased availability of healthy food
choices in 2000 did not increase the cost of shopping at the store. The overall cost
of the basket at Laramba was less in 2000 than 1999 and the cost of the basket was
12% greater than the district average in 1999 but only 9% greater in 2000.
Store Turnover
Store Turnover is estimated by using suppliers' invoices to measure the nutrients
provided through the store to the whole community. Store Turnovers were
calculated for the Laramba store by the Project Officer for the three month periods
June, July, August in 1999 and September, October, November in 2000. The
changes noted when comparing these Turnovers were a 65% decrease in purchasing
of sugar per se, a 175% increase in purchasing of low fat tinned meat and vegetable
meals, an 8 1 % increase in purchasing of fresh fruit and an 11% increase in
purchasing of fresh vegetables. This confirmed the recorded observations of
community members.
Camps
Community members frequently asked for camps to be organised and often
suggested that they provided an ideal environment for teaching and learning. At a
camp there were no distractions, plenty of dedicated time and learning in a
preferred group setting. Originally envisaged as a learning environment for people
with diabetes and their families, in fact all community members were invited to
attend the camps. There were several reasons for this, including the reorientation of
the project to emphasise primary prevention and the fact that the people with
diabetes seemed to have many other commitments that prevented their attendance.
These camps provided a relaxed atmosphere in which to demonstrate healthy
cooking and discuss issues relating to diabetes and good health, and an excellent
opportunity for health promotion and education about diabetes and diabetes
prevention.
Camps proved, however, to be difficult to organise. Community members and the
project team considered the summer months too hot for camping. Dates made in
advance for camps had to be changed on several occasions to take account of
unforeseen events occurring in the community. Further, invariably one or more of
the people with diabetes who had intended to attend were unable to do so for
personal reasons. One impromptu camp was considered by participants and the
project team to be very successful. Fortunately, the male nutritionist was staying
overnight in the community when the men decided to hold a camp. No organised
catering was required as the men ate the kangaroo they had killed. One old man
who had not been to the Health Centre for 20 years came along to this camp with
the other men and was interested to learn about diabetes and nutrition and have his
blood glucose level tested. He is keen to go on one of these camps again. After a
camp, one of the women with diabetes remarked, 'That camp was really good, I've
been thinking about that every night. I'm not buying any more crisps'. She also
reported that she'd stopped using sugar in her tea.
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The cost of these camps was considered to be well justified. The cost of the first
camp, a three day camp for a total of 30 people was $600 (excluding wages)
whereas the cost of one day of hospitalisation for one person is approximately
$700. Looking at this another way, one day of hospitalisation saved pays for a
three-day camp for 30 people.
Physical activity
Physical activity proved to be more difficult to build into everyday life than
information and education about nutrition. The young people participate in
organised sports such as football, softball and basketball whereas older people lead
a relatively sedentary lifestyle. The sports grounds are well maintained. Dedicated
sports activities are popular in the community and occasions such as the sports on
Store Promotion Day and the WISAR Day were well attended. The Indigenous
Sport and Recreation Officer for the Department of Sport and Recreation travelled
to Laramba to work with the project team on these occasions. Playing sport
together is a great 'icebreaker'; the young people were always interested to talk to
the project team after a game. On a daily basis, there is little physical activity other
than that expended during quiet everyday living in a small community. The men
mostly hunt from cars with guns. One middle-aged man reported that Laramba
people 'stop playing sport when they're middle-aged, walking is the only thing'.
He added that men would not go walking just to get exercise but women might.
The older women appear to be fit when out collecting bush tucker such as goannas
and honey ants, but this is an infrequent activity for them and they tend to be
overweight. Women consistently reported that they would like to go walking just to
get exercise but are unlikely to do this spontaneously. At times during the project
women went walking with the Project Officer in the evenings but did not continue
this activity by themselves. There was, then, no real increase in physical activity as
a result of the project.
Hunting
There were many requests to the project team to go hunting and people were very
aware of the benefits of bush tucker and the benefits of the exercise gained in
gathering it. The collection of bush tucker was seen as much as a means of getting
exercise as an exercise in obtaining a healthy food supply. The amount of this food
that can be collected is only sufficient to supplement a diet, rather than constituting
the basis of a diet for a person living at Laramba. Although the nutritional benefits
of bush tucker are appreciated, Laramba people obtain most of their food from the
stores and they need to be able to choose and cook healthily from the range
available there.
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PROVISION OF OPTIMAL CARE FOR PEOPLE WITH DIABETES
Objective 6 To develop individual treatment and monitoring plans for each person in
the program in conjunction with the local health staff
The 13 Laramba people with diagnosed diabetes at the commencement of the
project were identified by Health Centre staff. These people's names had been
recorded on the Chronic Disease Register at the Health Centre. Of these 13 people,
two had been diagnosed by oral glucose tolerance test (OGTT) but there was no
documentation of diagnosis in the clinic records of the remaining 11 people,
although three of the women were noted to have had gestational diabetes.
Management of chronic diseases such as diabetes presents a challenge in any
setting. One aspect of this challenge is that people who do not feel acutely unwell
because of existing disease are unlikely to actively seek ways of managing their
condition. Partly to address this, the Health Centre at Laramba operates a recall
system to prompt staff and community members to monitor and manage chronic
diseases at prescribed intervals. This recall system is also seen as one way to ensure
that addressing long-term health problems is not eclipsed by the acute care that
constitutes such a large part of the workload of the Health Centre staff. Guidelines
for the management of chronic diseases are set out in the CARPA Standard
Treatment Manual. These guidelines include physical examinations, tests and
education interventions which should be conducted, and the recommended intervals
at which they should be conducted, to ensure optimum care for various conditions.
The audit of clinic records revealed that, despite the existence of a recall system,
complying with CARPA guidelines for the management of people with diabetes
was difficult.
During the first few months of the project the evaluation fieldworker noted how
time-consuming it was to check in people's clinic records whether interventions had
been conducted and whether they had been conducted at the recommended
intervals. In an effort to streamline the management of people with chronic
diseases, the DM0 and the evaluation fieldworker designed a form to facilitate the
documentation of a care plan and monitoring and review for people with chronic
conditions according to CARPA recommendations and Territory Health Services'
Adult Chronic Disease Management guidelines (Appendix B). This form was
trialed with some people with diabetes at Laramba and is now in the hands of
Territory Health Services for discussion and further action. The need for a
prompting and recording instrument such as this form is evidenced by the fact that
other forms are simultaneously being developed elsewhere in the Northern Territory
for the same purpose. One objective of the project was to collaboratively develop
individual treatment and monitoring plans for each person with diabetes. In spite of
the development of the form, this had not occurred by the completion of the project.
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District Medical Officer trialing new form to plan
diabetes management with young Laramba man
Of the 13 people who had diagnosed diabetes at the start of the project, two women
attended the clinic only once during the project. On those occasions the event was
not associated with their diabetes and no observation of their diabetic status was
recorded. Efforts to follow up these women were unsuccessful; they were reported
to be staying in Laramba only occasionally. An audit of the clinic records of the
remaining 11 people was conducted to assess whether it had been possible to
provide care according to the recommendations of the CARPA Standard Treatment
Manual for the two years preceding and the two years of the project. Progressive
feedback of the audit was provided to the Health Centre at one intermediate stage
during the project, in June 2000. Findings of the audit are presented in the
following graphs.
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Statistical tests conducted on this data were inconclusive due to the small number of
people with diabetes and the large number of interventions. These results, however,
demonstrate that although the number of recommended interventions conducted at
the recommended intervals to manage diabetes was greater during the project,
generally adherence to this management regime was poor.
During the second year of the project, two more people were diagnosed with type 2
diabetes. Some years previously one of these women had been identified by health
staff as having diabetes due to her elevated blood glucose levels, but she had
refused to acknowledge her diagnosis until agreeing to further testing during the
project. The other woman had an elevated blood glucose level detected during a
routine 'Well Woman's Check'. Both these women were diagnosed with diabetes
following a 75g OGTT (WHO 1985).
The collection of data from clinic records allowed an examination of trends in
health indicators. One clinical method of assessing an individual's glycaemic
control is glycosylated haemoglobin (HbAlc) determination, the result of this blood
test reflecting integrated glycaemia over several weeks. An HbAlc value of less
than 7% is generally accepted as indicating well controlled diabetes. It is the 'well
controlled' level adopted by the laboratory in Alice Springs where blood tests of
Laramba people are conducted.
HbAlc values for Laramba people with diabetes who attended the Health Centre
were averaged for the periods before and during the project. One man with long
standing diabetes had not had his HbAlc recorded prior to the project. The results
are presented in the following graph.
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Average HbA1c values for Laramba people with diabetes
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It is not understood why an increase in HbAlc values was observed in seven people
during the project. These people with diabetes provide a small sample size and it
may be that these results are attributable to chance. There was no control group for
comparison. No project effect was identified as being responsible for the increase
and the possibility exists that these values may have been higher still if not for
project interventions. The beneficial effect of the introduction of insulin into one
person's management regime is noted in these results. Issues such as compliance
and secondary failure of oral hypoglycaemic agents were not studied during the
project but may provide some explanation.
All adults in remote communities are encouraged to have a 'Well Women's Check'
or a 'Well Men's Check' annually. This check includes screening for diabetes by
testing the random capillary blood glucose level and noting risk factors for diabetes.
According to the Territory Health Services protocol, a blood glucose level of
5.Ommol/L or above in the presence of a risk factor (stated as Body Mass Index
over 30 or family history of diabetes) indicates the need for follow-up before the
next annual check (CARPA 1997).
This same protocol was used when opportunistic screening to detect diabetes was
conducted during the project. Screening occurred on the Store Promotion Day, the
WISAR Day, during the Laramba Sports weekends and at the camps. No new cases
of diabetes were identified by opportunistic screening during the project but this
activity did contribute to heightening awareness of the risks of diabetes.
In order to increase the amount of appropriate educational material in the Health
Centre, some resources were provided by the project to be used for education about
diabetes and nutrition. These included photographs, 'flip charts', videos and
posters. These were left in the waiting room of the Health Centre so people could
look at them at any time when they were not being used for education for
individuals. Photographs of spoonfuls of sugar and fat in various foods were
particularly well received.
An annual dental examination is one recommended intervention for people with
diabetes, but the frequency of these examinations was difficult to monitor as, prior
to the project, dental examinations were not recorded in clinic records. One project
innovation, welcomed by the Health Centre and dental staff, was that the dentist
would record all examinations and/or treatments in people's clinic records.
The Registered Nurse in the Health Centre reported at the end of the project that she
is now more likely to check the blood glucose level, blood pressure and weight of
people with diabetes every time they visit the Health Centre because the project has
raised her awareness of the need to constantly monitor these measurements. She
also reports that these people are very interested in receiving feedback about these
measurements. Referring to the degree of care people were taking with their
diabetes, one elderly lady interviewed at the end of the project commented, 'I think
diabetic women have got better'.
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SUSTAINABILITY OF PROJECT AIMS AND ACHIEVEMENTS
Objective 7 To develop a collaborative intersectoral and intrasectoral action plan
for ongoing sustainability of diabetes/nutrition program
Members of Laramba community expressed strong support for the continuation of a
diabetes/nutrition program after the conclusion of the project at the end of 2000.
During the second year of the project, community leaders collaborated with the
Project Officer to prepare several submissions for funding to enable this to happen.
One major submission was successful. The National Child Nutrition Initiative will
provide $50,000 over two years and will be used to fund the continuation of the
community-based aspects of the project which focus on primary prevention of
diabetes and the promotion of good health. The funding will be used to 'top up'
CDEP payments to the Community-Based Workers and finance their continuing
training. It will also be used for consumables (excluding food) associated with the
continuation of the project. The two CDEP positions that were allocated to
Community-Based Workers in 2000 have been dedicated indefinitely and the
workers who occupied these positions are enthusiastic to continue. This shows very
strong community commitment to the sustainability of the program.

Schoolchildren with watermelons in the vegetable garden
An 'integration meeting' was convened by the National Heart Foundation in March
2000.
This meeting provided an opportunity for representatives of the
Commonwealth Department of Health and Aged Care and Territory Health Services
to meet with the project, resource and evaluation teams to discuss ideas for
integration of the project model into mainstream services. Since this meeting,
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discussions have continued between the National Heart Foundation and Territory
Health Services.
Territory Health Services is considering ways to incorporate the positive outcomes
of the project into its mainstream health business and sustain the impetus of the
project. The Project Officer, who is once again a Territory Health Services
employee following her two-year period of employment conducting the project for
the National Heart Foundation, has negotiated two or three days a month away from
her current position to support and visit Laramba. Together with the male
nutritionist, she will continue her involvement with the store and guide the
Community—Based Workers with continuing education and assistance with
activities. Although this is the only initiative to date, it indicates ongoing support
from Territory Health Services.
Independently of the project, physicians have in the past made regular visits to
remote communities when hospital staffing has allowed and these visits are planned
again for the future.
It is the expressed hope of project staff and the community that the release of
evaluation findings may provide the information and the impetus for existing
services to incorporate successful strategies of the project, work more closely
together or reorient services to sustain the successes of the project.

PARTICIPATION IN PARTICIPATORY ACTION RESEARCH
EVALUATION
Objective 8 To participate in action research evaluation so that it informs the
direction of activities
The community meeting at Laramba in 1997 set the scene for the project to be
seated in a Participatory Action Research framework. From the time of this
meeting to the time the project commenced, the scope of the venture had expanded
considerably and it had developed to be a collaborative effort of the National Heart
Foundation, Territory Health Services and Menzies School of Health Research.
During this planning phase, in order to secure funding and to initiate the project as
quickly as possible, some decisions were made independently of community
consultation.
Decisions were made concerning the progression from the concept of conducting
one camp to the broader concept of a year long community wide awareness
program, the adoption of a Participatory Action Research approach, the drafting of
project aims and objectives and the choice and employment of the Project Officer.
Later in the planning stages, the Project Officer, who had worked previously as a
nutritionist in remote Aboriginal communities, was convinced that success would
depend on the engagement of Community—Based Workers, who were not
considered in the original plan. The project plan was revised to include funding for
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these workers. When planning had reached this stage, it was presented to the
community for consideration.
Following community acceptance of these foundations, the project evolved in
response to the wishes and needs of the community. In particular the project
direction, timeframes and the appropriateness of activities were directed by the
community, represented by the Community—Based Workers, the Steering
Committee and the community leaders. At the beginning of the project the
community welcomed suggestions from the Project Officer and were largely guided
by her. As the project progressed the community showed signs of increased
confidence to plan activities and choose directions for the project. At all times the
community ensured that methods of project delivery were appropriate for Laramba
people.
From the beginning, community members found it difficult to envisage how they
could participate in the evaluation of the project. 'You have the really hard job!'
they said. At meetings of the Steering Committee with other community members
attending, people worked through ways in which the evaluation might take place.
They suggested that it was not appropriate for a Laramba person to do any
interviewing in the community. They thought the men would get angry with that
(perhaps only one or two older women might be able to ask questions). They
always ended up suggesting a meeting.

Group discussion
During this project, close collaboration occurred between the project and evaluation
teams. The extension of funding for a second year provided the opportunity to
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review and revise aims and objectives of the project as it was evolving. This was
consistent with a Participatory Action Research approach. The project had changed
considerably since the initial aims and objectives were endorsed and they no longer
reflected the scope of the project. The revision of aims and objectives allowed the
evaluation to refocus accordingly. The evaluation team provided formal and
informal feedback to the project team and for the most part, it was possible to
incorporate this feedback into the project. Issues associated with the care of people
with diabetes in the Health Centre were less responsive to feedback as evidenced in
the audit of clinic records.
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DISCUSSION

CHALLENGES OF COMMUNITY-BASED RESEARCH AND PRIMARY
PREVENTION EVALUATION
Evidence from the literature and initial research experience associated with this
project indicate the value of 'culturally appropriate' research methods for data
collection and analysis in indigenous communities. Formal methods such as the
structured interview with structured question guidelines did not prove to be as
appropriate or effective as envisaged. Another recent diabetes research project in
the Northern Territory reported similarly that,
'social scientific models of qualitative research involving the well-worn methods of
structured and semi-structured interviews, tight interview schedules, and focus
groups, were seen to have little meaning in the context of trying to understand aspects
of Aboriginal community life and health' (Humphrey et al 1998).
In another study in the Northern Territory, it was observed that
'it is impossible to fully overcome the essentially anti-social nature of a questionanswer discourse for Aboriginal people'(Devitt and McMasters 1998).
Consequently, with the exception of the collection of data from clinic records, data
collection relied primarily on techniques such as participant observation,
unstructured interviews and community meetings. Although some individuals in
the community agreed to be interviewed, this was not a preferred method of
communication. Community members always opted for community meetings to
discuss aspects of the project. Anmatyerre people display a very strong sense of
community. It is difficult to say what the advantages and disadvantages of
community meetings compared with interviews are in this setting. One suspects
that the more assertive members of the group will be heard over the more reticent,
although during interactions between community members and members of the
project and evaluation teams, long periods of exchange in Anmatyerre involving
most community members present punctuated every discussion point before an
opinion was presented in English.
Language and verbal communication are complex issues. The children and most of
the adults in the community speak English as a second language but many of the
older people do not. These older Anmatyerre speaking people appeared happy
enough to spend time with the project and evaluation teams using simple language
but more complex communication was difficult. Several times, when the use of a
local interpreter was suggested, community members politely agreed to assist, but
the planned interviews did not take place. One person later said she was too shy to
ask questions of her fellow community members and another said there were people
in the community to whom she was not able to speak directly. The idea of engaging
an interpreter from outside the community was not popular.
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Two time related issues present challenges for a project such as this. One is the
length of time it takes to effect community-based interventions. The other is the
length of time required between the initiation of preventive interventions and the
outcomes resulting from these interventions.
The length of time required for the development of a community-based project such
as this is recognised in the literature of Participatory Action Research (Green et at
1996; Westphal et at 1996; Israel et at 1998; Macaulay et at 1999). One of the
Registered Nurses working in the Laramba Health Centre commented on the issue
of time in relation to this intervention,
'If we want to have an effect, an outcome, of actually having some behaviour change
in people, then it has to be done in a way that they move it along, and for them to
move it along, we have to acknowledge that it has to be done at their pace. Now, I
don't think it can be done in one or two weeks, or even one or two years, I'm sorry, I
don't think that's fair. I really think this has to be a five to ten to twenty year
project'.
This difficulty was also acknowledged by those working on the project. The
Project Officer commented,
'We've already experienced that it's taking quite a long time. It needs to be a long
term intervention because it's really taken four months almost to develop a
relationship with the people on the community so we really haven't done anything
yet. We've just been building up a relationship and getting to know people and
people getting to know what we're about. We haven't really imparted any knowledge
I don't think, that's going to change anybody's diabetes control'.
For many reasons, it was seven months before the first camp took place, even
though that was the original objective of the project.
The long lead time between primary preventive interventions and outcomes
suggests that great changes may not be observed during the life of a project such as
this one. This has been the experience of similar community-based projects and the
literature warns against expecting startling results in a short timespan (Simmons et
at 1997, Daniel et at 1999, Macaulay et at 1999). Although it is possible to evaluate
the processes of the project and the attainment of aims and objectives, the ultimate
goal of projects such as this one is to prevent diabetes, a health outcome that, if at
all, may not be observed for many years. Recognising and acknowledging this, the
physician associated with this project commented, 'It takes 10 to 15 years to show
effects from primary prevention. The bureaucrats must understand this. We can
say the numbers are small and the duration for effects is long. But that is no reason
for saying the project is not a success'.
Applications for continuing funding were made difficult by the lack of tangible
results due to a combination of this long lead time and the fact that much of the
research is of a qualitative nature. Literature pertaining to Participatory Action
Research recognises this difficulty (Green et at 1995; George et at 1996; Israel et at
1998) and supports the argument that it would be more constructive for planners,
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funders and evaluators to give more weight to intermediate outcomes such as
improved management or improved intersectoral collaboration.
Criticism has been levelled at this project by a 'scientific' audience which called for
more quantitative measures by which to judge results. In particular, it has been
suggested that a community wide screening for diabetes and other risk factors
should have been conducted in order to construct a baseline of diabetes prevalence
in the community. This research strategy was not in keeping with the original intent
of the project, which was to provide education and improved opportunities for
diabetes treatment for Laramba people. As awareness of diabetes, risk factors and
complications is being raised in the community, Laramba people may become
interested in a community screening. This issue was discussed at a meeting of
community leaders towards the end of the project. It was clear that there would be
difficulties associated with obtaining the consent for screening from all individuals
in the community. There were some people who had declined to be screened during
screening sessions conducted during the project and others who were disinterested
in the project.
Threats to the validity of this evaluation can be considered in terms of the validity
of data generation methods and the validity of interpretation. To enhance validity, a
combination of research methods was used to generate data to explore the research
question. Research methods were planned with flexibility in mind, in keeping with
the participatory action research nature of the project and the fact that essentially
the evaluation was to be conducted by a team whose members are of a different
culture from those people participating in the project. An example of this flexibility
was evidenced when interview strategies were adjusted following initial interviews
where the non-indigenous evaluation fieldworker perceived people were telling her
what they thought she would like to hear.
Concern for validity was an issue in relation to the opportunistic recruitment of
interviewees. Most interviews were conducted by the evaluation fieldworker but
some were conducted by Aboriginal people who have family connections with
members of the community. Although every effort was made to recruit a crosssection of community members for interview, only the more outgoing people who
speak English were interviewed. Others who were asked declined. Some balance
to this was achieved in the recruitment of participants for group discussions and the
field map exercise. Although these people were also opportunistically recruited,
most of them do not speak English. One group discussion was led by an
Anmatyerre woman but on the other occasions, the group setting and use of a local
interpreter allowed these people the confidence to participate.
The validity of interpretation of data was addressed to some extent by the
participatory action research process. This process facilitated feedback of
information to informants and the community and opportunities for comment and
clarification. Community members also had opportunities to act in an advisory
capacity and/or to become engaged in the process of evaluation. The evaluation
team, however, acknowledges the limitations of interpreting the findings of this
research.

HEALTH SYSTEM RESPONSE TO PROJECT
This project focused on two distinct aspects of diabetes management. One was the
community intervention (primary prevention) and the other the care of people with
diabetes (secondary and tertiary prevention). It is recognised that people with type
2 diabetes are generally able to self-manage their condition armed with knowledge
and regular medical monitoring. There is ongoing debate amongst health
practitioners about whether it is the person's or the health practitioner's
responsibility to ensure that regular monitoring occurs in a chronic disease such as
type 2 diabetes. Some health practitioners and clients believe that if a person with
type 2 diabetes wishes to be monitored, they will attend a clinic. Other health
practitioners and clients believe that a person should actively be followed up and
taken to a clinic. This debate exists to no less degree in remote Aboriginal
community Health Centre settings. These views are fundamentally opposed and
result in different practices in the absence of clear policy.
This issue is likely to have some bearing on the results of the effort to provide
optimal care for people with diabetes in Laramba, as measured by adherence to
recommended management guidelines. Some people with diabetes choose not to
attend the Health Centre. Others choose not to endure certain procedures. One
Community-Based Worker reported that some people consider it embarrassing to
go to the Health Centre. It is also quite probable that there is a lack of information
in people's clinic records because they are not resident in Laramba all the time
and/or some procedures conducted in Alice Springs or other remote clinics may not
be noted in the clinic records at Laramba.
Other factors that may lead to less than optimal care for people with diabetes may
be associated with the management of diabetes in the clinic. One reason for this
may be that, according to Health Centre staff, there is insufficient time and/or staff
to attend to procedures associated with the management of chronic diseases in the
clinic setting. Another is that CARPA guidelines for the management of chronic
conditions are not well known by nursing or medical staff. The CARPA guidelines
are often referred to for guidance in the management of acute conditions but
chronic conditions are often managed according to the individual practitioner's
previous experience. Other reasons may be that adherence to CARPA guidelines is
not a priority, management of diabetes is not a priority or that CARPA guidelines
are not seen as appropriate or relevant. There may also be an element of therapeutic
nihilism on the part of medical and nursing staff when dealing with diabetes. A
perception that diabetes management is 'beyond the medical model', combined with
a feeling of frustration at the lack of success in medical management, does not lead
to a situation in which health practitioners are inclined to spend time optimising
treatment regimes. The DM0 observed that,
'The Laramba Diabetes Project has heightened diabetes awareness among clinic staff,
but at the same time the heightened awareness has increased their feelings of
helplessness when faced with patients whose blood glucose levels never seem to alter
(Winterflood 2000).
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Visits of the resource team were responsible for an increase in the level of
adherence to management guidelines but even then it was not possible to provide
care for people with diabetes according to recommendations. This appears to be
partly due to the fact that difficulties were experienced with the engagement of the
project and the existing health system at Laramba. It is noted that only one
Aboriginal Health Worker has remained constant at the Health Centre for the
duration of the project. Another Aboriginal Health Worker, three Registered
Nurses and two District Medical Officers have held positions there.
Evident from the start of the project, the degree of participation of the project in the
business of the clinic and the clinic in the business of the project was a grey area.
Although initially relief was negotiated for the Registered Nurse in the Health
Centre so that she could participate in the project, this did not eventuate. In
interviews, the Registered Nurses stated either that they were keen to see the
community take on the project independently of the clinic, or that they thought the
project team had taken over the care of the diabetic patients.
Whose responsibility it was to oversee the provision of care for people with
diabetes during the project was never clarified. Visits by the resource team were
organised by the Project Officer. Apart from these visits, Health Centre staff
believed the project team were responsible for the care of people with diabetes and
the project team believed the Health Centre staff were responsible for the care of
these people.
Screening follow-up was similarly affected by this confusion. The project team
decided to conduct screening for diabetes on several occasions. They consulted
with Health Centre staff and the screenings were supported but unfortunately,
strategies for follow-up of participants were not set in place. Consequently both
parties considered it the other's responsibility to follow-up people who had elevated
blood glucose levels at screening and, contrary to recognised guidelines, there was a
considerable delay in completing this follow-up. As it happened, no new cases of
diabetes were identified by opportunistic screening activities. When the issue of
this confusion was raised at a meeting of health staff, project staff and community
members in mid 2000, the responsibility of individuals to follow up their own
elevated blood glucose levels was also discussed. Meeting attendees were unable to
reach a decision about a process to be followed in the future. One community
leader said, 'We need to set out a path for people to follow. Men and women need
to sit together and decide on a path and discuss'. A decision about a suitable
process had not been reached by the end of the project.
With regard to the visits of the resource team, the question arose as to whether the
roles of the physician and the District Medical Officer (DM0) were complementary
during the project. Routinely in diabetes management, a person with type 2
diabetes is referred to a physician by a General Practitioner or a DM0 when an
expert opinion is sought about the management of that person. During the project,
even if they would not have been referred under normal circumstances, 11 of the 13
Laramba people with diabetes who attended the Health Centre were seen by the
physician, some more than once. This caused some confusion about the roles and

responsibilities of the DM0 and the physician. Reflecting on this issue, the
physician commented 'if the DM0 is very experienced (as is the DM0 at Laramba
who has many years of experience working in remote Aboriginal communities and
a particular interest in chronic diseases), physician visits may not be necessary but it
is important to provide professional support for less experienced DM0s'.
Territory Health Services planning is underway to recommence regular physician's
visits to remote communities, as has happened previously when hospital staffing
levels permitted. Physicians then see remotely located patients, not exclusively
those with diabetes, who have been referred to them by the DM0. There is less
social disruption for people to consult with a physician in their community rather
than in Alice Springs. The cost effectiveness of this operation would no doubt
depend on the number of patients involved.
It is unlikely that Laramba people will be able to access a podiatrist unless there are
some changes in the health system. The importance of footcare in the management
of diabetes is well documented. A major goal of the National Diabetes Strategy and
Implementation Plan is to 'reduce the number of people with diabetes having
amputations and developing foot ulcers'. The specific target outcomes include a
50% reduction in lower limb amputations and foot ulcers by 2005 and 80% of
people with diabetes being appropriately screened for foot disease risk factors,
receiving appropriate podiatry care, education and specialist foot care service where
needed (Colaguiri et al 1998). In Central Australia there are currently very limited
podiatry and footcare education services and they are not accessible to the bulk of
diabetic patients, least of all remote Aboriginal people with diabetes.
Recommendations following a recent study of diabetes and feet in Central Australia
include the establishment of a multidisciplinary foot care team for consultation,
training and treatment and the training of Aboriginal Health Workers to deal with
prevention and treatment of diabetic foot complications (Ewald and Hall, 2000).
It is likely that clarification of the roles and responsibilities of project and resource
team members and Health Centre staff, particularly those starting at the Health
Centre after the project began, would have been achieved more satisfactorily had a
greater effort been made by all to address the issue.
In interviews, community members expressed the belief that health should be
managed using a balance between traditional and modern ways. They said they
would like the health service at Laramba to assist them to manage that balance.
Although they are appreciative of the service provided by the staff at the Health
Centre, they comment that it is primarily an illness centred service. One person
commented,
'The clinic does not interact enough with the community, it should be much more
involved in health promotion things. First, it should have a much more friendly
environment with potplants, books and a waiting area where people like dropping in.
It should also go out more doing programs with small groups of people to teach them
things, but it should happen out in the community'.
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These words were endorsed by another person who added, 'They have to listen to
us and take direction from us, we need to talk'. Community members would
generally like to see more health education conducted in the community by Health
Centre staff. Lately, the Registered Nurse has been invited to Council meetings as
the Council wishes to collaborate more with the Health Centre and have more
influence on the delivery of the health service.
Reviewing the response of the health system to the project seems to present a good
opportunity to examine the orientation of the health system. Territory Health
Services endorses health care delivery according to the Principles of Primary Health
Care. This approach is built on five basic principles which include maximising
community involvement, an emphasis on prevention and the use of a multisectoral
approach. Territory Health Services also endorses the principles of the Ottawa
Charter for Health Promotion which include strengthening community action,
creating supportive environments and reorienting health services. These two
approaches to health care delivery in turn underlie the Northern Territory
Aboriginal Health Policy (1996).
In addition to these approaches to health care delivery, the management of chronic
diseases has been addressed in the Preventable Chronic Diseases Strategy (Territory
Health Services 1997). One of the objectives of this strategy states that 'Programs
aimed at encouraging healthy living will be operating in urban, rural and remote
communities. They may be run from health centres, schools, women's centres,
community councils or elsewhere, but will be supported by health centre staff
taking a primary health care approach and using a health promotion model'.
Currently at Laramba, difficulties are experienced delivering health care according
to these principles and strategies. Apart from reporting a heavy workload associated
with the care of acute cases and pressure of time to complete routine tasks in the
Health Centre, Health Centre staff commented on the difficulty, when they have
little training in this area, of building health promotion into Health Centre practice
and delivering health education outside the Health Centre. On the whole, the
Health Centre is based on a medical model of health care delivery, with some
discretion for the interests and training of individual staff. The current reliance on
individual practice to address the prevention and management of chronic diseases
raises the question of the degree to which selection criteria reflecting appropriate
qualifications and adequate preparation of staff are being addressed.

COMMUNITY RESPONSE TO PROJECT
Evidence from the literature and experience related to this project, indicates that
community-based lifestyle interventions require to be sustained over very long
periods in order for them to effect health outcomes. The literature also supports the
view that to be sustainable, projects must be imbedded in and directed by the
community. This highlights the significance of evaluating community process.
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It is clear that, as the community became increasingly engaged in the project,
movement was noted from concern and interest about diabetes and health to
initiating and conducting responses to the problem.
Early in the project the community demonstrated a commitment to mobilising
resources and participating in the project by endorsing the employment of
Community-Based Workers. The priority placed on the training of these workers
reflects the findings of a study of the social relations of diabetes in Central
Australia, in which the importance of Aboriginal people developing and delivering
community-based programs was emphasised (Scrimgeour et al 1997).
During the life of the project Laramba Community opted to participate in the
Community Development Employment Program (CDEP). This program provides
wages for a designated number of positions in a community in lieu of
unemployment benefits. Laramba Community was allocated 40 CDEP positions
which were filled from May 2000. When planning the distribution of these
positions, the community demonstrated its continuing commitment to the diabetes
project by allocating two of these CDEP positions for 2000 to diabetes/nutrition
workers. Further recognition of the importance of these roles was demonstrated
when these two CDEP positions were dedicated to diabetes/nutrition workers from
the completion of the project onwards thus ensuring that they are maintained in the
employment structure of the community.
Increasing engagement with the project was evidenced towards the end of the first
year of the project when the community initiated concepts for preventive activities.
During the second year of the project, community leaders were enthusiastic to apply
for funding to see the project, or some form of it, continue beyond the initial two
years. With the success of one of these funding applications, they will now be in
control of the progress of the project, supported by the Project Officer's much less
frequent visits. One of the strengths of this project and reasons for facilitated
engagement of the community was the quality of the Project Officer's relationship
with community leaders, Community-Based Workers and the Steering Committee.
The speech to farewell her at the completion of the project began, 'Her commitment
and dedication to the community and our people is today highly acknowledged in
her field of work, there is no communication barrier, no disrespect but a great deal
of willingness and kindness. Alison has been adopted into our families, she is a
champion to work with, she has shown that there really is light at the end of the
tunnel.'
This community has experienced strong leadership for some years and has been
proud to be known as progressive. They have participated in several health related
ventures. For the first few months of the project, some community leaders were
absent from Laramba and it was some time after their return that relationships were
built between these people and the project team. From then, the project and the
community seemed to gain in strength. It is difficult to gauge to what extent this
may have been a complementary process.
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Community leaders recognise that their population is at high risk for chronic
diseases and that promotion of good health for all members is important. They also
recognise that in order to sustain and build on any effects of the project, carriage of
dealing with the problem must be taken on by the community. Certainly the
support of the community leaders progressed the project. Initially their support for,
and then their embracing of, the project saw major events dedicated to diabetes
Their dynamic leadership promoted
prevention and nutrition awareness.
participation in the project by other members of the community. In answer to
questions about the sustainability of the program, one Laramba lady commented
that 'Because community leaders support the program, we will still cook meals, the
garden will still grow and we will get fresh vegetables'.
Community leaders attribute the project with having contributed to their capacity to
progress the community. They have gained skills by working with the project team
and gained confidence in response to the success of the project. They report that
the project has earned them respect.
'When we go out in Alice Springs, we get lots of attention because of this project. It
has made us lots of friends. When we are in town and people are praising us for the
project it makes us glow and then we come back to Laramba and pass on the glow
here.'
The project team adopted a model of 'Family Weflness' that addresses the
prevention of lifestyle diseases in Aboriginal communities (Appendix Q. The
diagrammatic representation of this model allows the measure of community
control of an issue to be readily understood by ascertaining to what extent the
initiation, support and sustainability of the project is directed by the Project Officer
in contrast to the Community-Based Workers or other community stakeholders.
Discussions during the project addressed the subject of whether, with limited
resources, the community would benefit most if children or adults were targeted for
education about diabetes and health. Differing views were held by various
members of the Laramba community and health professionals. Those in favour of
concentrating efforts on the children thought that they were more likely to absorb
information and make choices about their health starting with a 'clean slate' and
that they had a long life to live which could be positively influenced by wise
choices. Those in favour of concentrating efforts on the adults thought that the
children would be influenced more by their elders than by school teachers or the
project team, and even if the children learnt new ways they would not be able to
live them without the support of their parents.
A large number of Laramba people, including all school aged children, all people
with diabetes and their families and all the elders of the community were aware of
project activities but not everybody in the community engaged with the project.
Interviews at the end of the two-year period revealed that some people had not
heard of it. There was uneven penetration of program interventions and of people's
exposure to them, even in a community of 300 people. One person suggested that
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only Health Workers needed to know about diabetes. A group of elderly ladies
participating in a group discussion offered,
'The wrong people come to hear about healthy things the healthy people come. The
people who need to come are frightened or shamed, pretend there's nothing wrong
with them. Don't know how to get them here, they don't want to know about it,
frightened they might have to go to Alice Springs and not come back. The young
ones that need information don't come, only come to the clinic if they're sick'.
-

This situation is not exclusive to Laramba. The primary prevention focus of the
project is not targeting the unhealthy, so by no means can it be considered not to
have been successful on this count. Needless to say achieving the widest possible
coverage for any community-based project is desirable.
The question 'what is community?' arose many times during the project. Although
many different community members presented themselves as representative of the
whole community at various times during the project, this did not include every
person, and those who it did include did not always share common beliefs or
opinions. Whilst acknowledging the difficulty of defining the community, in effect
the community leaders, members of the Steering Committee, the Community-Based
Workers and those people who participated in activity sessions, interviews and
meetings were considered to represent the community. Community leaders made
many decisions on behalf of the community and also acted as spokespeople. This
would seem to be realistically representative of the functioning of communities
generally. Observations suggest that the strength and capacity of this community
currently relies heavily on the strong leadership.
Community leaders are enthusiastic for Laramba to undergo further development,
and express a desire for this in areas of health and prosperity. Economic
development is a very challenging goal for a community situated on a small amount
of land in a remote setting. Broadcasting the importance of improved health and
progress for Aboriginal people, two national leaders recently outlined strategies for
achieving these goals. These included the improvement of basic living conditions
in communities and the need to break welfare dependency by sound economic
development (Arabena, 2000, Mundine, 2000). Laramba Community is working on
both these strategies. The development of community infrastructure is constant
with considerable attention paid particularly to environmental health. The
community already hold contracts to service some of the roads on the cattle station
surrounding Laramba and will tender to service the main roads between the
community and the highways to the east and south in 2001.

SUSTAINABILITY AND CAPACITY BUILDING
Several community-based projects focusing on nutrition and diabetes have been
conducted in the Northern Territory during the last fifteen years to address the
health of Aboriginal people living in remote areas. Projects such as those
conducted at Minjalang, Ntaria, Ernabella, Mutitjulu, Tiwi Islands and the Food and
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Nutrition Outreach Program have appreciated the need for some degree of
sustainable project outcome. Far too often in the past, projects have come and
gone, implemented enthusiastically but leaving nothing to support them when the
funding or the personnel are withdrawn. The length of time needed to favourably
influence health outcomes for conditions such as diabetes suggests that efforts need
to be sustained for decades. An appreciation of this fact saw sustainability included
as an objective in the Laramba project.
Recent interest has been generated in 'capacity building' as an added dimension to
the health outcomes normally anticipated from health promotion programs.
'Capacity building' describes the concept whereby, in addition to the attainment of
long term health outcomes, the capacity of a community may be enhanced to allow
health gains to be prolonged and multiplied (Hawe et al 2000). This may be
evidenced in a variety of ways. For example, in relation to Laramba, capacity
building may refer to the capacity of the community to sustain the project or part of
it independently or it may refer to the increased capacity of the community to
identify other health issues and develop appropriate mechanisms to address them as
a result of experience gained with the diabetes project.
The concept of capacity building offers another dimension in the evaluation of
health promotion programs. It is argued that sustainable effects may not be the 'last
word' on whether or not a program has been truly successful. Hawe et al (1997)
suggest that 'a better, or higher level indicator of program success may be that the
intervention renders the community or the partner organisation more competent, not
only to address the health problem of current interest but to tackle other health
issues'.
As the project progressed, several indicators of an increased capacity of Laramba
community to address issues associated with health were noted. The community's
initiation of health promotion activities, the commitment to support the continuing
employment of Community-Based Workers and suggested changes in the
relationship between the Health Centre and the community suggest that the project
was successful in this regard.
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CONCLUSION

This project provided an opportunity for the people of Laramba to focus on good
health. Diabetes is only one of a number of chronic so-called 'lifestyle' diseases
that share risk behaviours including inadequate nutrition and physical activity and
late attention to diagnosis. In addressing diabetes, the project addressed these
shared risk behaviours, and prevention of diabetes became synonymous with good
health and family wellness. The planning, implementation and evaluation of the
project was guided by the community as was the penetration of this intervention in
the community.
Access to resources associated with diabetes management was improved during the
project. Some difficulties, however, were experienced in achieving optimal care for
people with diabetes according to recommendations adopted by the health service.
Some of these difficulties could be attributed to lack of communication between
project and health services staff and staff turnover. However, there are inherent
difficulties in managing chronic diseases that may be addressed by examining the
formulation of public health policy and its practical application at the community
level.
Although no significant changes in health outcomes for patients with diagnosed
diabetes were observed in the two-year period of the project, by working together
and with others, the community have put in place the foundations for a potentially
healthier future. A large vegetable garden is thriving and sustainable. CommunityBased Workers are enthusiastic and funded on an ongoing basis. Purchasing trends
in the store suggest the consumption of healthier food. The successes of this project
attest to the value of intersectoral collaboration and suggest that the health of the
community will benefit if all sectors of the community work collaboratively to
achieve this long term goal.
In summary, awareness of health promoting behaviours was raised in the
community. There was improved access to specialist health services for diabetes,
but no convincing evidence of improved management. The project successfully
engaged the community and offered employment and training to Community-Based
Workers. There was evidence of significant intersectoral collaboration, although
engagement of the local health services could have been greater. The community
has been successful in securing ongoing funding to sustain the project.
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RECOMMENDATIONS

That continuing support is provided for the Community-Based Workers
This would entail ensuring that funding for these positions is secure and that the
workers are assisted to access ongoing and appropriate education.
A
commitment from community leaders to dedicate two CDEP positions to
diabetes/nutrition workers together with 'top up' funding from the National
Child Nutrition Initiative will allow continuing funding of these positions.
Initially, the continuing support of Territory Health Services through the Project
Officer will facilitate continuing education for these workers.
•

That the community and the Health Centre work together to continue to address
the prevention and improved management of chronic diseases
This would entail discussions involving stakeholders to plan strategies that
would satisfy both parties and possibly address the principles and strategies by
which health care is delivered in the community.
That the store is supported to provide adequate and affordable healthy food
This would entail the completion of the Food and Nutrition Policy for the store,
provision of opportunities for continuing education for store managers and
availability of consultancy for matters relating to store operation and nutrition.
Support will be provided by Territory Health Services through the Project
Officer.

•

That information and opportunities are provided for the community to build on
the successes of this project and progress their vision for the health of the
community
This would be facilitated initially by the continuing support of the Project
Officer, and an increasing confidence in the community about managing its
future.
That the effects of this project are monitored on a continuing basis
This would entail either a continuation of the current evaluation process or the
initiation of a new process. Participation of the community in this process
would increase its relevance to them.

• That support is offered to other communities facing a similar health problem
This would entail sharing experiences and insights from the Laramba model
through visits by the Project Officer and Community-Based Workers to other
communities to inform and offer ongoing support. It may also involve the
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instigation of similar projects by Territory Health Services or Aboriginal
Community Controlled Health Organisations.
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Appendix A

EVALUATION FRAMEWORK LARAMBA DIABETES PROJECT

PROJECT AIM: 'To increase the knowledge of diabetes risk factors and consequences and improve the management of diabetes in one
remote community. '

Project objective

Indicators

Impact
(measuring project objectives)

•

implementation and

No. of Steering Committee
meetings
(documentation)
Determine content and
process of meetings for
evidence of intersectoral and

monitoring of

intrasectoral collaboration

diabetes/nutrition

(documentation)

To work with a Steering
Committee to develop a
collaborative inter and

Did project team and Steering
Committee work together to
develop action plan?

•

intrasectoral action plan

Indicators

Outcome
(measuring project aims)

for ongoing development,

Did Steering Committee guide
development of action plan?

•

Did access result in improved
quality of care?

•

Steering Committee members
satisfied with content of
action plan and process of its
development
(interviews)

program

To ensure access for
remote communities to

Has the remote community had
access to resource people?

•

resource people

•

No. of visits and range of
resource people
('documentation)
No. of client contacts
(documentation)

Improvement in availability
of diabetes information and
(interviews)
education
• Reduction in diabetes- related
hospitalisations
(audit of
hospital records)
• Improved management of
diabetes, evidenced by
improved adherence to
CARPA management
guidelines
(audit of clinic records)
• Improved referral of
diabetes-related conditions
(audit of clinic records)

EVALUATION FRAMEWORK LARAMBA DIABETES PROJECT
the management of diabetes in one
PROJECT AIM : 'To increase the knowledge of diabetes risk factors and consequences and improve
remote community. '

Outcome

Impact
Project objective

To provide the
opportunity for

Indicators

(measuring project objectives)

•

Increase in knowledge of
non-Aboriginal health
professionals of perceptions
of diabetes and needs of
community/individuals
(interviews)

Has optimal care been
provided according to
CARPA standards?

•

Observation of patient
records
(documentation)
Determine satisfaction of
staff with provision of care
(interviews)

• Optimal management of
diabetes evident
(audit of clinic records)
referral for early
Prompt
•
signs of diabetes -related
complications that aren't
manageable at Health Centre
(audit of clinic records)
in diabetes-related
Reduction
•
hospitalisations
(audit of hospital records)

Has awareness of families
and community been raised
concerning risk factors for
diabetes?

•

Determine increased
knowledge of families and
community about risk
factors
(interviews)

Changed nutrition and
physical activity patterns,
community support systems
(store turnover, observation,
interviews)

Aboriginal people to

health professionals
regarding Aboriginal
ways

based staff to provide
optimal care for people

•

Did Aboriginal people share
knowledge with project team?

educate non-Aboriginal

To enable community

Indicators

(measuring project aims)

with diabetes, and raise

•

awareness of local
families and the
community about risk
factors

E9.2

Have non-Aboriginal health
staff worked with community
to incorporate knowledge
gained into diabetes prevention
and management?

Examine program design for
evidence of match of design
to identified community
needs and perceptions
(observation,, interviews,
documentation)

EVALUATION FRAMEWORK LARAMBA DIABETES PROJECT
PROJECT AIM: 'To increase the knowledge of diabetes risk factors and consequences and improve the management of diabetes in one
remote community.'
Project objective

Impact
(measuring project objectives)

To provide education and
practical demonstrations
of the four components in
managing diabetes for
people with diabetes and
their families

Were education and practical
demonstrations provided?

To develop individual
treatment and monitoring
plans for each person in
the program in
conjunction with the local
health staff

Has a treatment and monitoring
plan been developed for each
diabetic person?

•
•

•

Indicators

Outcome
(measuring project aims)

Observation of events
(documentation)
Records of education and
demonstration sessions
(documentation)

Have diabetic people and their
families' knowledge, attitudes
and behaviours concerning
management of diabetes
changed?

Observation of patient
records
("audit of clinic records)

Have individual treatment and
monitoring plans allowed for
better management of diabetes?

Indicators

•

•

Increased knowledge of risk
factors
(interviews)
Improved control of diabetes
(audit of clinic records,
interviews)

Improved control of diabetes
(audit of clinic records,
interviews)
• Reduction in diabetes-related
(audit of
hospitalisations
records)
hospital
of
referral
• Improved
conditions
diabetes-related
(audit of clinic records)
•

EVALUATION FRAMEWORK LARAMBA DIABETES PROJECT
PROJECT AIM: 'To increase the knowledge of diabetes risk factors and consequences and improve the management of diabetes in one
remote community.'
Indicators

Impact

Project objective

Indicators

Outcome
(measuring project aims)

(measuring project objectives)

•

•

diabetes/nutrition

Increased community
control of health issue
(observation, interviews,
meetings)
Sustainable diabetes/
nutrition program that is

program

adequately resourced

To develop a
collaborative intersectoral
and intrasectoral action

Has an action plan for ongoing
been
developed?
diabetes/nutrition program

Observation of action plan
(documentation)

plan for ongoing

Is there community satisfaction,
understanding and leadership of
the action plan to address this
health issue on ongoing basis?

sustainability of

•

(observation, meetings,
interviews)
To participate in action
research evaluation so
that it informs the
direction of activities

community members and
project team participated in the
process of action research
evaluation?
Have

•

Community members and
researchers participate in
evaluation process
(observation,
documentation)
• Community members and
researchers use evaluation
inputs to guide and inform
project activities
(observation, documentation,

interviews)

Xö]

Has participatory evaluation
contributed to the achievement
of project aims?

•

Community participation in
evaluation has strengthened
community control of heath
problem and health program
(interviews, observation)

Appendix B

HRN

DOB

Name

CHRONIC CONDITIONS MANAGEMENT

I

Review
Interval

Date

Result

Date

Result

Date

I
Result

Date

Result

EXAMINE
Weight
BMI
Waist
Blood pressure
Eyes: visual acuity
cataracts
fundi
Feet: pulses
ankle jerk

loss of feeling
pressure areas/injuries
Skin

TEST
Urine:

Dipstick
MCS
ACR
other

Blood:

Random BGL
HbA1c
fasting BGL
fasting lipid levels
FBC
TFT
LET
U,E,Creatinine
Uric acid
other

ECG
Spirometry, I Peak Flow

DISCUSS
Healthy weight
Nutrition
Physical activity
Tobacco
Alcohol
Footcare
Medications
Immunisations
Puffer/spacer

CONSULT
Ophthalmologist
Podiatrist
Dentist
Other
PLEASE REFER TO CARPA STM AND THS ADULT CHRONIC DISEASE MANAGEMENT
Version 1.1 trial form only 8 December 1999
GUIDELINES FOR REVIEW INTERVALS AND REQUIRED TESTS

MEDICAL OFFICER CHRONIC CONDITIONS REVIEW
DATE:
CHRONIC CONDITIONS: DIABETES HYPERLIPEDAEMIA HYPERTENSION RENAL COAD HEP B CARRIER
RHEUMATIC FEVER CHRONIC CARDIAC CONDITIONS EYE CONDITIONS THYROID DENTAL

PATIENT PRESENT
REVIEW RECORD ONLY

0
0

OTHER SCREENING REVIEWED
Well Women's Check
0 Date:
Well Men's Check
0 Date:

Abnormal_Results
Test

Result

Date

SIGNIFICANT ONGOING ISSUES

CLINICAL ASSESSMENT

ONGOING CARE PLAN INCLUDING EDUCATION, MEDICATIONS, AND NEXT REVIEW DATE

MEDICAL OFFICER (PRINT PLEASE)

ME

MODEL FOR THE PREVENTION OF LIFESTYLE DISEASE IN A CENTRAL AUSTRALIAN COMMUNITY

Community support links for the project
School

Council

Community i
Based Workers

National Heart
Foundation

CDEP
Program

Womens
Centre

Podiatrist

/

Community
Elders &
Traditional
Owners

Two Way

Strong
Women
Workers

Clinic

Store

Project Officer

Learning

CentraliaTn College

Dept of Sport &
Recreation

Territory Health Services
-

-

-

-

-

-

-

-

-

Environmental Health
Central Australian Nutrition
Visiting Clinic Staff
Health Promotion
Strong Women Strong Babies Strong Culture
Growth Assessment and Action
Oral Health
Preventable Chronic Disease Strategy
Lifestyle Team

Professional support links for the project
Model developed by Alison McLay NHF and Sue Gough THS
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