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Good morning ladies and gentlemen

My name is John Boffa and I am the Chief Medical Officer Public Health at
Central Australian Aboriginal Congress, the Aboriginal community controlled
health service here in Mparntwe or Alice Springs.

I"d like to begin by acknowledging the Central Arrernte people, traditional
owners of the land on which we are meeting today.

Unfortunately, Donna Ah Chee — our Aboriginal CEO — is unable to be here this
morning due to an unavoidable clash with another commitment.

She has asked me to give this keynote address in her place.
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Fortunately I have a long history of working in research at Congress so I hope
I'm able to do justice to her presentation.

Donna wanted to use this opportunity to talk about the history and practice of
research from the perspective of Congress as an Aboriginal-controlled Primary
Health Care service.

In particular, this presentation will outline how Congress has supported and

contributed to the evolution of Aboriginal health research practice since the
1980s.

And it will then describe a number of examples of how we have used research —
including formal internal evaluations of our programs — to improve and adapt
our services based on solid evidence to best meet the needs of the Aboriginal
communities in Central Australia.

And last, Donna wanted to point to a key area for research in the near future if
we are serious about Closing the Gap in Aboriginal health.

Bristol returns cultural artetacts taken
from Larrakia people in Australia

Obgects Inclading three-metre speass were collected i late
1th and earty 20th centuries and dosated to city’s museuss

‘.

But before getting to those stories, Donna wanted to start with this news article
that she saw published on the Guardian website early last month.

It concerns the return of cultural artefacts by the Bristol City Council in the
southwest of England, to representatives of the Larrakia people from the Top
End of the Northern Territory.
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These artefacts — some of which were sacred objects — were taken by non-
Indigenous colonists in the late 19th and early 20th centuries and given to the
Bristol Museum.

For much of their life they had been forgotten in storage in the basement of the
building.

As Nigel Browne, a Larrakia and Wulna man who was in Bristol to receive the
objects said:

To see the return of these cultural objects that were taken from Larrakia
is very significant. They are the tools of our trade as ancient huntsmen,
fishermen. They have been gone a long time. They Il be used not only to
admire back home, but also teach a new generation of Larrakia how to
craft spears that our ancestors were very adept at making. It’s not just
about the past here. It’s about the future, teaching the next generation
about their heritage.

This is a moving story with a happy ending.

Fortunately it is being replicated more and more often, as Aboriginal
communities such as those involved in the Warlpiri Project and many others
seek the return of artefacts, and even remains, from Western institutions around
the world.

Donna wanted to raise this because it is symbolic of the relationship that existed
for so many years between Aboriginal peoples and non-Indigenous researchers.

Of course, there was no such thing as ‘research’ in the modern sense when these
objects were taken.

However they were appropriated to enhance the knowledge of the dominant
culture, in a way that brought no benefit to — and in fact was detrimental to — the
original owners of those objects.

In essence this was the experience that many of Aboriginal people had since the
beginning of colonisation with what might broadly be called research.
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Simply put, non-Indigenous people came and took Aboriginal knowledge,
removed it to a distant location to which Aboriginal people had no access, and
displayed it out of context or simply forgot about it once it had served its
immediate purpose.

It is significant that the Larrakia representatives not only wish to reclaim those
artefacts as a matter of justice and restitution, but also wanted to put them to use
in the future to teach younger generations of Larrakia people.

It is the same path that Aboriginal communities, and organisations such as
Congress, have been on: reclaiming the right to hold Aboriginal knowledge, as
well as ensuring that this knowledge is put to use for the benefit of the
community.

Before I describe Congress’ own journey on this path, let me briefly say a little
about Congress and our history.

CENTRAL AUSTRALIA IN THE 19605

= Aboriginal families, language and
culture strong, BUT

» Extreme poverty and poor housing
= Mo Land Rights
* Few health services, especially in remote areas

= Alice Springs Hospital racially segregated until
1969

+ Aboriginal infant mortality (Central Australia)
up to 200 per 1,000 live births!

= Life expectancy 52 years males, 54 years
females’

In the 1960s, a century after colonisation began in the region, Aboriginal people
faced a catastrophic situation in Central Australia.

Family, language and culture were strong, but extreme poverty and poor
housing was almost universal.

There were no land rights, and few primary health care services especially in
remote areas.

What health services existed were marked by overt racism.

Central Australian Aboriginal Congress Aboriginal Corporation — October 2025



Practising what we preach:
the Central Australian Aboriginal Congress research journey Page 5

For example, the first hospital built in Alice Springs in the 1920s by the
Reverend John Flynn — who also established what became the Royal Flying
Doctor Service — was only for non-Aboriginal people.

(The Rev Charles Duguid — an early non-Indigenous advocate for Aboriginal
health in the region — reported that in 1934 Flynn told him that he was ‘wasting
his time among so many damned dirty n**#**** [1]),

And from the 1950s the government-run Alice Springs Hospital, was segregated
into over-crowded Aboriginal wards and largely empty wards for non-
Aboriginal people until 1969.

It was in this context that Aboriginal infant mortality was amongst the highest
in the world, with 1 in 5 children dying before their first birthday.

Life expectancy at birth was consequently very low at about 52 years for males
and 54 years for females.

It was this situation that gave birth to Congress.

THE CONGRESS JOURNEY BEGINS ...

Congress was established on 9 June 1973 at a meeting of over
one hundred Aboriginal pecple from across the region. Inspired
by the National Congresses of India and Africa, its aim was to be
a voice for the Aboriginal people of Central Australia.

From 1975, it began delivering medical services and developing
its comprehensive model of primary health care.

On 9 June 1973, more than one hundred Aboriginal people from across the
region met at the Institute for Aboriginal Development (IAD) not far from
where we are meeting today, and created a new organisation: Central Australian
Aboriginal Congress.

The majority of the Aboriginal leaders present at this meeting which founded
Congress were from remote Aboriginal communities.
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While the creation of Congress was a uniquely Central Australian response, it
should also be seen in the context of national and international movements for
self-determination.

Internationally the 1960s saw a wave of anticolonial struggles especially in
Africa and Asia, including the anti-apartheid movement in South Africa and the
civil rights movement in the United States

Nationally, there were the campaigns by the Federal Council for the
Advancement of Aborigines and Torres Strait Islanders (FCAATSI); the
Freedom Rides in New South Wales; the Wave Hill Walk Off of 1966; and of
course the 1967 referendum.

Congress was established as a political organisation, to be the voice of the
Aboriginal community on all issues including language and culture, land rights,
housing, education and health.

However, soon it started running services — a Tent Program to provide shelter
for people, and a Night Pick Up Service to transport people who had been
drinking and keep them safe.

It also established a banking service so people could get much needed access to
government transfer payments.

And in 1975, Congress was established as an Aboriginal medical service for the
Aboriginal people of the town.

Aboriginal Community-
controlled comprehensive
primary health care
delivered to:

+ Multiple sites in
Mparntwe / Alice Springs

+ Nine remote
communities

150,000 episodes of care

p.a. to 14,000 Aboriginal

people

Largest provider of PHC in

the region
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Over the years, Congress expanded and developed a comprehensive model of
culturally responsive primary health care.

From a single site in Alice Springs, Congress has today realised the vision of
those who gathered in 1973 to now provide a wide range of services through
seven sites in Alice Springs and nine remote communities.

Today we provide over 150,000 episodes of care every year to almost 14,000
Aboriginal people across Central Australia, making Congress by far the most
significant provider of primary health care to Aboriginal people in the region.

Let me now turn to look at the role of research at Congress.

CONGRESS AND RESEARCH

= How Congress helped shape research into
Aboriginal health

= Ressarch Guidelines (1982}

= Establishment of the Cooperative Research Centre for Aboriginal
and Tropical Health (1927)

= Res=archerenye Wappayalawangka-Central Australia Acadennic
Health Science Metwork (CAAHSH) (2015)

- Dwoing it Right (2020}

= How Congress research shapes services to the

community

= Health Business / Settle Down Country (1983)

= All That Rama Rama Mob (19388)

= Living on Medicine / On the Machine {1998)

= Grog Mob (2008)

= Continuity of Care Model (CCM) Evaluation {2021)
= {Congress History Project (2023 onwards)

First, I would like to describe how Congress played a role in shaping how
research into the health of Aboriginal people was initiated, carried out, and
used.

Then, I would like to show how we put this research methodology into practice,
and particularly how we used culturally responsive research to shape our service
delivery to ensure we were able to meet the needs of the communities we
served.

We have been committed to practising what we preach: to not just describing
the world, but changing it.

Back in the 1970s and 1980s, Congress shared the distrust of many in the
Aboriginal community of health research.
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It was widely seen as being performed by non-Indigenous researchers on
Aboriginal communities not with them.

Frequently, health research during those times was narrowly biomedical.

It rarely dealt with the social, political and cultural aspects of illness, and
always avoided the effects of colonisation in explaining ill health.

One example of this was the attempt to explain the accelerating impact of
alcohol in the Aboriginal community in the late 1980s by suggesting that it was
a result of genetic differences in the liver enzyme (lactic dehydrogenase)
between Aboriginal and non-Indigenous people.

This led to a very tense CARPA conference in that year.

Such explanations, of course, ignored the role of alcohol in the process of
colonisation.

They marginalised the profit-taking by alcohol suppliers.

They had nothing to say about the role of poverty, intergenerational trauma and
disempowerment, all of which we know are the primary drivers of addiction.

They also legitimised government inaction.

After all, if the main cause of alcohol-related harms was the biology of
Aboriginal people, it was inevitable and no government policy could be
effective.

So, research was very much a ‘dirty word’ for Aboriginal people at that time
and this was made very clear to Professor John Matthews, the then head of the
prestigious Menzies School of Health Research

However, the development of Aboriginal community controlled health services
across Australia during the 1970s and 1980s, led to rising tide of pressure on
the research world to change how it approached working with the Aboriginal
community [2].
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1. Reseacch sdould be coaducsed sudstentially for and by Aborignal
people 484 Bol g0 Abargizal people

2. Proposed research programmes should Sevelop Iree e perceived
seeds beld 3y Aborgisal people

3 Researcd adocid Be poo- (svaaive sad Bereby cadecied vENa
cultorally inielligle eng scoeptedie lrames of referesce

4 Besearch should be spproves and coadumed by e relevant
Ascrginal Bod WS sre providing lesderidip amongel & poverien
$roup of people

3 The results of the research should secure immedinse short lers sod
Joog ter & besefils for Adorigingl pecple

6 The publication aad disidetion of Aborigiael culter sl kaowiedge
should be censored and avidorised by Aborigingl pecole

A critical development in changing this was a set of ‘research guidelines’ by
Congress in 1982.

These were amongst the first attempts by Aboriginal and Torres Strait Islander
people to place ethical and cultural restrictions on how health research was
carried out in their communities.

As you can see from this slide, in less than a hundred words they insisted on
Aboriginal control of, and participation in, research; the adoption of culturally
responsive methodologies; the need for research priorities to be determined by
the community; for research results to benefit those communities; and for
Aboriginal control over the dissemination of research findings.

These were challenging proposals for the time, but since then have become the
foundation of health research in Aboriginal communities.

These guidelines were necessary but not sufficient.
There were just that: guidelines.

While there were always researchers who developed good relationships with
communities and did their best to make the results of their research known and
useful, they continued to be the exception rather than the rule.
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As a result, by the early 1990s, Congress and other Aboriginal community
controlled health services — notably Danila Dilba Health Service in Darwin
(Garramilla) — began considering how we could enter the mainstream research
world and reform it from within [3].

The opportunity for this next step came with the establishment of the
Cooperative Research Centre Program by the Australian Government in 1990.

THE CRCS, LOWITJA INSTITUTE AND CA AHSN (1997 -2)

-‘ meWltJa, Researcherenye

] kal

lnstltute e g
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-

Cantinl hashiaiie
Arasamic Maaiih Seienas Neiwerh

This program had the aim of bringing together research institutions with those
organisations who use research outcomes, to develop user-driven, cooperative
research with a focus on practical outcomes.

Professor John Matthews saw the opportunity through this program to achieve
the sort of change that Aboriginal health services had been seeking, and it is to
his credit that he approached Congress and Danila Dilba with this concept.

After much discussion and negotiation, a collaboration of six partners put
together a proposal for a Cooperative Research Centre for Aboriginal and
Tropical Health.

And in July 1997, the bid was successful and the new CRC was established to
undertake practical research that would lead to better health outcomes, bringing
together Congress and Danila Dilba along with Flinders University; the
Northern Territory University; the NT Health Department, and the Menzies
School of Health Research.
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With Lowitja O’Donoghue as Chair, this new organisation — the first of its kind
in Australia — put issues of Aboriginal empowerment and knowledge transfer at
the centre of the research task.

The focus was on research that would make a difference, with a strong emphasis
on Aboriginal control of the research agenda, as well as research processes.

Over several iterations and name changes, the CRC established itself as an
important player in health research in Australia, eventually evolving in 2010
into the Lowitja Institute, which continues today as Australia’s Aboriginal and
Torres Strait Islander-controlled health research institute.

I should also mention a local innovation, the Researcherenye
Wappayalawangka Central Australia Academic Health Science Network (or
CA AHSN), which was established in 2014 to promote collaboration between
Aboriginal community controlled and government-run health services,
universities and medical research institutes working to improve health
outcomes for people living in central Australia.

CAAHNSN builds on the key principles established through the CRC and the
Lowitja Institute at the regional level, ensuring a collaborative approach to
research with an emphasis on knowledge translation.

The final step for Congress was to bring research more systematically ‘in
house’.

D R BB e erercnsressacemrrsessemmsopesssese
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To this end, in 2015 Congress set up a dedicated Research Section with the
support of Menzies School of Health Research to carry out internally driven
research.

This required partnership with institutions across Australia to conduct research
in the areas of clinical care, health promotion and disease prevention, and
actions on the social, cultural, economic and political determinants of health.

An important part of the Research team’s work has been the Aremella
Arratyenye-ileme: Doing It Right project, which led to a guide for health
researchers working in Aboriginal communities in Central Australia.

This was based on consultations with remote health Boards at Amoonguna,
Mpwelarre, Mutitjulu, Western Aranda and Utju, and the town-based Congress
research sub-committee, to determine how they would like to see Aboriginal
health research conducted in central Australia.

Discussions included how research had been done in the past (good and bad),
priority concerns for their community, and how they would like to be involved
in research.

Adapted from the National Health and Medical Research Council’s (NHMRC)
Keeping Research on Track, the Guide is founded on six core values:
commitment; upholding culture; justice and fairness; sharing; respect and
relationships; and responsibility.

So far this presentation has outlined how Congress has shaped how research
into the health of Aboriginal people is carried out and used.

I want to turn now to how we translate knowledge into practice.
How do we practice what we preach?
Since the 1980s Congress thus sponsored a long series of research projects.

In using the term research here I am referring to both formal academic
research, but also evidence-based program evaluations and similar.
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In either case, for Congress these have always been focused on making change
in the world, either through improving the services we provide or through
attempting to change government policy, practice and funding to better address
the priorities and needs of the Aboriginal community.

I"d like to start by going back over forty years to the late 1970s and early
1980s, when Congress was a comparatively young organisation.

To Aboriginal peoples, health
means not just the physical
wellbeing of an individual but
refers to the social, emotional
and cultural wellbeing of the

whole community in which
each individual is able to
achieve their full potential as a
human being thereby bringing
about the total wellbeing of
their community.
National Aboriginal Health
Strategy, 1989

At this time, to the extent that Aboriginal health was on the public policy
agenda at all, it was dominated by a narrowly medical focus.

The Alm Ata Conference in 1978 had only recently defined primary health
care that maximised community self-reliance and participation as the key road
to health, but it was still far from widely accepted.

It was in this context that Congress sponsored two research projects which
were carried out by Pam Nathan and Dick Leichleitner Japanangka.

They spent several years talking to Aboriginal people in central Australia about
their views of health.

In 1983 Congress published the results in the book Health Business, which
aimed to redefine the Aboriginal ‘health problem’ and to clarify the process
required to improve Aboriginal health though attempting to understand how
Aboriginal people think about health and illness, manage sickness and perceive
their health needs and priorities.
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This was the first in depth attempt to look at Aboriginal health in Central
Australia — if not in Australia — from the perspective of Aboriginal people
themselves.

It advocated for greater understanding by those responsible for the allocation
of funds of Aboriginal people’s own priorities and traditional health systems.

It’s companion volume — Settle Down Country.: Pmere Arlaltyewele — was
launched the same year, and documented the outstation movement from an
Aboriginal point of view.

The outstation movement was the move back to traditional lands by Aboriginal
people who had been forcibly removed from them during the process of
colonisation.

As with Health Business, Settle Down Country promoted a much broader
definition of heath than merely the absence of disease — it showed how for
Aboriginal people, connection to Country, to culture, to language and to family
were fundamental to health.

Such ideas were captured a few years later in the National Aboriginal Health
Strategy’s definition of health for Aboriginal people which you can see on the
screen.

Of course, today this definition is well known and forms the basis of policy
and practice in Aboriginal health, but in the 1980s this was — for governments
at least — a radical idea.

ALL THAT RAMA RAMA MOB (1988)
SUPPORT FOR CARPA STANDARD TREATMENT MANUAL(1990S )
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Congress also carried out research to address particular health needs in the
community which led to significant changes to the way services were provided
to the Aboriginal community.

For example in 1988 Congress published A4/l That Rama Rama Mob that
investigated Aboriginal people’s perceptions of disturbed behaviour and how
these could be better managed.

This research was conducted in response to individuals with disturbed
behaviour being locked in gaol or kept in hospital because there were no
appropriate facilities to house them.

The report’s recommendations led to the establishment of Disability Services
Central Australia or DSCA as it was known, which worked to ensure a
consistent, evidence-based behaviour management plan for all service
providers to these community members.

In 1991 the work that Congress doctors had done over many years in
developing standard treatment protocols for common conditions in Aboriginal
health that translated medical evidence into practice in a readily accessible
form was instrumental in the development of the first edition of the CARPA
Standard Treatment Manual.

Now in its eighth edition (pictured here) this still forms the foundation of
common evidence-based clinical practice not just in Central Australia but
across much of remote Australia.

LIVING ON MEDICINE / ON THE MACHINE (1998)
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Ten years later, Congress turned its attention to the alarming rise of renal
disease.

Between 1987 and 1993 the number of new kidney dialysis patients in the NT
doubled and then doubled again.

Ninety percent of those patients were Aboriginal.

Prompted by the growing sense of anxiety within Central Australian
Aboriginal communities, Congress and the Menzies School of Health Research
initiated an investigation into the situation of Aboriginal renal patients.

In interviews with 57 patients and their families, communities and medical
carers, Jeannie Devitt and Anthony McMasters presented Living on Medicine,
a report that illuminated not just the social cost of kidney disease, but the
extraordinary difficulties — physical, cultural, and geographical — faced by the
renal patients, and the courage with which they tackled them.

A collection of selected and expanded interviews from the report was
published as On the Machine.

These reports had a significant impact.

They prompted the formation of a Renal Working Group under the former
Central Australian Regional Indigenous Health Planning Committee through
which services and clinicians could coordinate their actions to treat patients.

They also led to the provision of the Topsy Smith renal hostel accommodation
for dialysis patients in Alice Springs; and refined guidelines for people on
waiting list for a kidney transplant, leading to much higher rates of transplants
and people being able to return to living a normal life.

I would like to turn to one last example.
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GROG MOB (2008)

Congress has long been a strong advocate for population-level responses to
reducing the harm caused by alcohol in the region.

Congress was also instrumental in supporting the establishment of culturally
safe residential treatment services for Aboriginal people through the Congress
Farm and in the early 1990s the Central Australian Aboriginal Alcohol
Programs Unit (CAAAPU).

Congress had become a very vocal advocate for alcohol supply reduction
measures and this led to the first Alice Springs Alcohol Supply Reduction Plan
in 2006 which banned 4 and 5 litre wine casks amongst other measures.

However, there was also a view that while Congress was a very strong
advocate, more needed to be done to help people with alcohol issues to access
non-residential treatment.

In response, in 2008 Congress obtained funding from the National Drug
Research Institute to conduct a 12-month trial of evidence-informed AOD
treatment based in a primary health care setting.

At the time, there was very little evidence about ‘what worked’ in this space.
So the trial began with an evidence review.

This suggested integrating three streams of care (social and cultural support;
psychological therapy; and medical treatment) as an effective approach.
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As aresult, in 2008 the ‘Grog Mob’ program was established at Congress with
an AOD therapist, a language-speaking Aboriginal Liaison Officer, and access
to medical support from Congress General Practitioners.

Since that time, the model has developed and expanded, and the ‘three streams
of care’ approach is now the basis for the whole of our Social and Emotional
Wellbeing program.

There are many other examples I could give, up to the current day, such as the
evaluation of our 2016 move to decentralised primary health care clinics here
in Alice Springs to improve continuity of care.

Or the Congress History project, established by our Aboriginal Board leading
up to Congress’ fiftieth anniversary in 2023, which sought to investigate how
Aboriginal health status had changed in the region since the 1960s and 1970s,
and the extent to which Congress contributed to those changes.

Or the small research project as part of the National FASD collaboration in
2017 that led to the development of our current assessment and therapeutic
service for children and young people with neurodevelopmental disorders.

Most importantly, though, are the common themes through all these dozens of
research and evaluation projects:

e first, that the research is carried out to address a matter of need or
concern in the Aboriginal community;

e second, that it is culturally responsive and carried out with significant
input from Aboriginal staff, researchers and community members, under
the control of Congress as an Aboriginal community-controlled
organisation; and

e third, that the knowledge gained through the research is applied
practically to benefit the community, or to establish or improve our
services, or to influence public policy.

Before closing, [ want to turn briefly mention a future area of research which
we think is important if we are serious about the Closing the Gap.
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As I mentioned a moment ago, in partnership with the Menzies School of
Health Research and the Northern Territory Health Department, we have been
looking at how the health status of Aboriginal people in Central Australia has
changed since Congress was established in 1973.

Over those fifty years we have found major improvements in infant mortality,
life expectancy and years of life lost, as well as low birth weight and alcohol-
related hospitalisations.

We argue that improved primary health care, including that provided by
Congress and other Aboriginal community controlled health services has been
critical to these improvements.

But we suspect that we may be approaching the limit of what the health system
alone can do.

Until we make serious progress on the social determinants of health, the health
gains we have seen may plateau or even reverse.

There are many areas that need attention: housing, poverty, food security.

EDUCATION AS A DETERMINANT OF HEALTH
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But I would like to highlight education as a particular area for attention.

Because the sad truth is that the NT education system is failing Aboriginal
children, young people and families.
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Educational outcomes for Aboriginal people in the Northern Territory are
exceptionally low.

In many cases the outcomes are worsening, with the gap to non-Indigenous
people widening.

Less than a quarter of the adult Aboriginal population in Alice Springs have
completed Year 12 or its equivalent; in remote Central Australia it is half that.

In remote Central Australia, only 1% of adults have a higher degree — thirty
time less than the rate for non-Indigenous people in the NT.

Data from the NT Education Department Annual Reports shows that school
attendance rates are falling and the attendance rate gap is widening between
Aboriginal and non-Indigenous students in the Territory [4].

The proportion of Year 7 students achieving national minimum standards in
reading and numeracy is declining and the gap to non-Indigenous students
widening [4].

These are profoundly worrying figures, given that educational attainment is a
critical social determinant of health.

EDUCATION AS A DETERMINANT OF HEALTH

This recent analysis of hundreds of academic studies across the world was able
to quantify how much poor educational outcomes affect adult mortality [5]. It
found that every year of education completed was associated with a 1.9%
decrease in mortality. Compared to those with no formal education:
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e completing 6 years of education (primary school) was associated with a
13-1% reduction in mortality risk,

e completing 12 years of education (high school) was associated with a
24-5% reduction in mortality risk, and

e completing 18 years of education (e.g. a Bachelor degree plus 2 - 3
years of post-tertiary education) was associated with a 34-3% reduction
in mortality risk.

Unless we turn this systematic failure of the education system around, at
Congress we are concerned that further progress on closing the gap in Central
Australia will be stalled or undermined.

This is where some focused research is needed that documents the nature of the
problem, and which recommends some practical ways forward in terms of
educational practice, policy, resourcing and accountability.

That brings me to the end of the presentation.

I hope you have gained a sense of the quantum shift we have seen in Aboriginal
health research here in Central Australia over the past fifty years.

Our core principles of collaboration and knowledge translation are models of
how health research can truly benefit Aboriginal communities when carried out
in genuine partnership between the Aboriginal community and research
organisations.

So in conclusion, on behalf of Congress and our CEO Donna Ah Chee, I would
like to thank all those research organisations and government agencies with
whom we have formed important partnerships over the years, especially the
Menzies School of Health Research.

In the end it is these partnerships, that make this model work.

Thank you.
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