Talking About The Smokes

Talking About The Smokes: a large-scale,
community-based participatory research project

C

ommunity-based “participatory research” (PR) is desirable
because it fosters partnerships
between a community and research
agencies, enabling inclusivity, interdependence and democratic knowledge production to reduce health
inequalities.1-4 Support for PR is
particularly strong when research
involves indigenous peoples5,6 as it
promotes self-determination, creating more transparent and equitable
conditions for knowledge creation
and benefit sharing.3,7 PR as a methodology may range from being
consultative5 through communitydirected8 to community-controlled,
where community groups exercise
the highest expression of autonomy
over research, assisted by research
institutions.9
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In Australia, one Aboriginal human
research ethics committee (HREC)
will only approve a research project
when “there is Aboriginal community control over all aspects of the proposed research”, including design,
data ownership, interpretation and
publication.10 Other approval criteria
include the betterment of Aboriginal
peoples’ health, cultural sensitivity
and a capacity to benefit. These are
hallmarks of PR, and there are now
World Health Organization guiding principles specific to indigenous
peoples,7 along with guidelines,11,12
joint statements,13-15 and a systematic review,1 to influence PR design
and complement guidelines for ethical research involving Indigenous
Australians.16 The WHO principles
for PR reflect experience in various
countries and provide guidance on
the joint management of research by
research institutions and indigenous
peoples. These principles are
described as being “applicable everywhere and to all fields of research
involving Indigenous Peoples”.7
In this supplement, we report on the
Talking About The Smokes (TATS)
project, a large-scale PR collaboration
between Aboriginal and Torres Strait
Islander peoples, their representative

Abstract
Objective: To describe the Talking About The Smokes (TATS) project
according to the World Health Organization guiding principles for
conducting community-based participatory research (PR) involving
indigenous peoples, to assist others planning large-scale PR projects.
Design, setting and participants: The TATS project was initiated in
Australia in 2010 as part of the International Tobacco Control Policy
Evaluation Project, and surveyed a representative sample of 2522
Aboriginal and Torres Strait Islander adults to assess the impact of tobacco
control policies. The PR process of the TATS project, which aimed to build
partnerships to create equitable conditions for knowledge production,
was mapped and summarised onto a framework adapted from the WHO
principles.
Main outcome measures: Processes describing consultation and approval,
partnerships and research agreements, communication, funding, ethics and
consent, data and benefits of the research.
Results: The TATS project involved baseline and follow-up surveys
conducted in 34 Aboriginal community-controlled health services and
one Torres Strait community. Consistent with the WHO PR principles, the
TATS project built on community priorities and strengths through strategic
partnerships from project inception, and demonstrated the value of
research agreements and trusting relationships to foster shared decision
making, capacity building and a commitment to Indigenous data ownership.
Conclusions: Community-based PR methodology, by definition, needs
adaptation to local settings and priorities. The TATS project demonstrates
that large-scale research can be participatory, with strong Indigenous
community engagement and benefits.

bodies, and researchers. This national
research project was initiated in 2010
to examine pathways to quitting
smoking and the impact of tobacco
control policies in the Aboriginal and
Torres Strait Islander population. The
TATS project is one of many studies within the International Tobacco
Control Policy Evaluation Project
(ITC Project) to follow nationally
representative cohorts of smokers,
to measure psychosocial and behavioural impacts of tobacco control policies.17 However, it is the first to sample
only a high-prevalence subpopulation within a country.18
In this article, we describe the TATS
project PR methodology according
to the WHO guiding principles, to
assist others planning large-scale PR
projects.

Background
In 2012–2013, 42% of the Aboriginal
and Torres Strait Islander population

aged 15 years or older were daily
smokers — 2.6 times the age-standardised prevalence among other
Australians.19 Australian governments aimed to halve the Indigenous
Australian smoking rate by 2018 (from
the 2009 baseline) through a range
of Indigenous tobacco control initiatives.20 Funded by the Australian
Government in support of these
national initiatives, the TATS project was conducted mainly through
Aboriginal community-controlled
health services (ACCHSs).
ACCHSs provide comprehensive
primary health care services to
more than 310 000 people (2010–11),
with nearly 80% identifying as
Aboriginal and/or Torres Strait
Islander. The 150 ACCHSs located
across Australia are almost entirely
Aboriginal-controlled, with a governance structure comprising elected
members of the Aboriginal community.21 Although funded largely by the
Australian Government,21 they are
independent not-for-profit agencies,
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Islanders and their representative
bodies, such as NACCHO, ACCHSs
and Affiliates — all independent but
related entities.

1 Governance structure of the Talking About The Smokes project

Main project partners

Funding

Project oversight
NACCHO
CEO/Board

Australian
Government
Department
of Health

Project leaders

Research
team

ITC Project
Human research
ethics committees

Project
Reference
Group

Project staff

Project sites

34 ACCHSs
• Project manager
(CEOs,
research
• Communication
coordinator
• Regional project
coordinators × 2
• Administrative
officer

assistants)

Torres Shire
Council

NACCHO = National Aboriginal Community Controlled Health Organisation. ACCHS = Aboriginal community-controlled health
service. CEO = chief executive officer. ITC Project = International Tobacco Control Policy Evaluation Project. ◆
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established by Aboriginal leaders
from 1971 in response to significant
unmet health needs.22 ACCHSs were
involved in the TATS project partly
because those most affected by the
research outcomes were likely to be
patients and staff of these services,
but also because of the representativeness of ACCHSs at the local
community level, which enabled
community control over the research
process at each site.

The project used two waves of survey
data in 35 locations (the 34 ACCHSs
and a community in the Torres Strait).
In the first of these waves, 2522 community members and 645 ACCHS
staff were surveyed from April
2012 to October 2013. The research
methods and baseline sample are
described elsewhere.18

The TATS project was led by the
Menzies School of Health Research
(Menzies) in a formal partnership with the National Aboriginal
Community Controlled Health
Organisation (NACCHO). The
research team included researchers from Menzies, the Centre for
Excellence in Indigenous Tobacco
Control, Cancer Council Victoria,
two state affiliate organisations
of NACCHO (Affiliates) — the
Queensland Aboriginal and Islander
Health Council (QAIHC) and the
Aboriginal Health and Medical
Research Council of New South
Wales (AH&MRC) — and researchers representing NACCHO. The
researcher from Cancer Council
Victoria is an investigator on other
ITC Project surveys. Project support
staff were employed at Menzies and
NACCHO, and at 34 local ACCHSs as
research assistants (Box 1).

The WHO guiding principles were
adapted from their narrative form
into a reporting framework in which
the text (verbatim) was rearranged
into seven themes with numbered
subsections (Appendix 1). A condensed version of the framework is
shown in Box 2. This framework was
used to assess the PR process in the
TATS project. Anticipated and unanticipated benefits of the project were
sourced from the research protocol,
ethics submissions and anecdotal
reports from ACCHSs.
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Methods

Throughout this report, links to the
numbered subsections of the framework are shown in parentheses. The
framework and the WHO principles
refer to indigenous peoples as those
“with clearly identifiable community
and leadership structures … and a
significant political voice”.7 Our references to Indigenous peoples include
Aboriginal peoples and Torres Strait

Permission to use the framework was
provided by the lead author of the
WHO principles (Harriet Kuhnlein,
Founding Director, Centre for
Indigenous Peoples’ Nutrition and
Environment, Quebec, Canada, personal communication, February 2014).

Results
The PR approach adopted by the
TATS project is described using
the seven themes from the adapted
framework (Box 2).
1. Consultation and approval
The TATS project was initiated as a
result of conversations between three
researchers (from Menzies, Cancer
Council Victoria and the Centre for
Excellence in Indigenous Tobacco
Control), one of whom is Aboriginal,
and was influenced by the usefulness
of ITC Project surveys in other settings. A decision was made to invite
Aboriginal organisations as partners.
Initial contact with these organisations was made at a meeting of all
Affiliates, after which two researchers (from QAIHC and AH&MRC)
agreed to participate. In view of the
national significance of the proposed
research and synergies with national
tobacco control policy and community priorities, NACCHO proposed a
partnership with Menzies, which
was accepted, and NACCHO representatives joined the research team
(1.1–1.5).
2. Partnerships and research
agreements
Several types of research agreements,
some legally binding, were made
between the partners (Box 3). The
earliest agreement comprised a memorandum of understanding (MOU)
initiated by NACCHO to guide the
shared development of the research
protocol and funding proposal with
Menzies, and to ensure consistency
with the research and policy priorities of both institutions (2.1). Other
agreements comprised two funding
contracts between Menzies and the

Talking About The Smokes

2 Condensed framework: guiding principles for participatory health research involving research institutions,
Indigenous peoples and their representative bodies*
Theme

Subsection

The guiding principles refer to:

1. Consultation and
approval

1.1–1.3

Initiation of research and making contact

1.4–1.5

Approval for the research to proceed

2. Partnerships and 2.1–2.4
research agreements
2.5–2.6

3. Communication

4. Funding

5. Ethics and
consent

6. Data

7. Benefits of the
research

Equality of research relationships, joint preparation of a research agreement and research
proposal
Development of agreed research processes

2.7–2.8

Joint obligations towards the research

3.1

Clarification of, and respect for, the lines of authority of the partners

3.2

Committee selection by Indigenous peoples (for communication, facilitation and promotion);
the committee should represent all relevant community-controlled organisations

3.3–3.4

Maintenance of communication, including progress reports, results and implications of the
research

4.1–4.2

A joint commitment to fund seeking, and agreement of sources in advance

4.3

Research institutions’ obligation to ensure Indigenous peoples are involved where resources
or capacity are lacking

5.1–5.2

Respect for ethical guidelines, approval from human research ethics committees and
Indigenous-controlled ethics committees

5.3

Research commencing only after ethics approval is received and signed agreements are
finalised

5.4

Research conforming to additional protocols of the Indigenous peoples involved

5.5

Consent for research at various levels: individual (study participants), representatives of
Indigenous peoples, and the umbrella Indigenous organisation

5.6

A jointly agreed consent-seeking process

5.7

Umbrella Indigenous organisation demonstrating the collective consent of Indigenous
peoples

6.1–6.2

Intellectual property rights, benefit sharing and boundaries pertaining to information use

6.3

Confidentiality and limiting access to research data

6.4

Joint review and interpretation of data before publication

6.5

Authorship or acknowledgement of participants in joint research

6.6

Formatting data and reports for independent use by Indigenous peoples

6.7

Indigenous ownership of data and authorisation for further use

7.1

Obligation for research to provide short-term and long-term benefits for Indigenous peoples,
including provision of health care where lacking

7.2

Disclosure of potential economic benefits of the research

7.3

Research benefits including training, employment, general capacity building and improved
health status or services (or prospects for such improvement)

* Adapted from the World Health Organization, 2003.7 See Appendix 1 for the full framework. 

Australian Government and a subcontract with NACCHO, the research
protocol, site agreements and consent
forms.
Other research team members chose
not to make legal agreements between
their employers and Menzies; their
involvement was sustained by
common interests and a history of
existing relationships between individuals. Researchers from QAIHC
and AH&MRC received endorsement
from the Aboriginal leadership of
these bodies to participate as individuals in the project.

The research team collaboratively
developed the research protocol,
with review by the Project Reference
Group (PRG), and this was endorsed
by the NACCHO Board 18 months
after the MOU was signed. The
protocol articulated the roles and
responsibilities of all partners, the
agreed conditions and all steps of the
research process (2.2–2.6). Menzies
was the administering agency and
project manager, and NACCHO acted
as advisor for responsible research
conduct, communication and coordination involving ACCHSs, in

collaboration with other research
team members.
Local ACCHSs were informed about
the TATS project and the NACCHO–
Menzies research partnership and
invited to express an interest in
participation, pending funding.
Although ACCHSs had minimal
involvement in the development of
the research protocol, it formed the
basis of the individually negotiated
site consent forms and site agreements (Box 3). All parties to these
agreements committed to the successful completion of the research,
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3 Types of research agreements used in the Talking About The Smokes (TATS) project
Research agreement Function

Signatories

Memorandum of
understanding

Commit parties to developing a research partnership

Menzies, NACCHO

Funding contracts

Fund both the establishment phase and the full TATS
project

Menzies, Australian
Government Department of
Health and Ageing

Subcontract

Fund NACCHO project staff to deliver TATS services

Menzies, NACCHO

Research protocol

Document the agreed research processes (goals,
planning, design, methods, consent, data collection,
analysis, interpretation, dissemination and reporting)

Research team members
(and endorsed by NACCHO
Board)

Site agreements

Articulate the terms of engagement including roles and Menzies, ACCHSs
responsibilities, and provide funding for employment of
research assistants and purchase of consumables

Site consent forms

Document collective consent of the community served Menzies, ACCHSs
by the ACCHS

Survey consent forms Document individual consent

Survey participants, research
assistants

Menzies = Menzies School of Health Research. NACCHO = National Aboriginal Community Controlled Health Organisation.
ACCHS = Aboriginal community-controlled health service. 

but could withdraw at any time with
notice (2.7–2.8).

3. Communication
Lines of authority within participating Aboriginal organisations were
respected; the project staff communicated with managers, chief executive
officers and boards where appropriate (Box 1). The key to coordination
was the employment of project staff
to facilitate engagement between the
research team and sites using existing
ACCHS sector networks, communication between Menzies and NACCHO,
and reporting to the NACCHO Board
(3.1).
The NACCHO Board approved
the structure, role and membership of the research team and the
PRG. Appointments to the PRG
were facilitated by NACCHO and
comprised Aboriginal peoples
and Torres Strait Islanders from
all Affiliates and a member of the
NACCHO Board as Chair. This
ensured the PRG could represent
ACCHSs from all jurisdictions. The
PRG provided advice, monitored
the ethical conduct of research, and
assisted in prioritising data analysis (3.2). Members of the PRG were
also involved in the interpretation of
results, increasing the involvement
of Indigenous peoples in this part
of the research process.
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Communication responsibilities were
articulated in the research protocol,
funding agreements and site agreements, and included the release
of progress reports and a national
knowledge exchange forum involving all sites (3.3–3.4).
4. Funding
The initiating three researchers procured establishment funding to negotiate and make agreements with
key stakeholders and develop the
research protocol and instruments.
Thereafter, all research team members had oversight of project fund
seeking, as the establishment of partnerships preceded the acquisition of
these funds (4.1).
To assure mutual interests, primary
contract negotiations involving
Menzies and the funder were synchronously aligned with the development of the subcontract with
NACCHO. All site agreements were
also contracted with Menzies, which
funded ACCHSs to undertake local
surveys by employing research assistants (4.2) (Box 3).
5. Ethics and consent
Approval from three Aboriginal
HRECs and two other HRECs with
Aboriginal subcommittees was secured across four jurisdictions before
finalisation of the research protocol
and signing of the funding contract

with NACCHO (5.2–5.3). The MOU,
ethics applications and research protocol committed the parties to adhere
to ethics guidelines16 and conform to
NACCHO data protocols.23 These protocols were developed and endorsed
by the ACCHS sector to affirm the importance of Aboriginal peoples and
their representative bodies acting as
owners and custodians of their own
data (5.1, 5.4, 5.7).
Three levels of consent were sought
and obtained: Aboriginal collective
consent at the national level through
NACCHO;24 local community collective consent from each individual ACCHS and the Torres Shire
Council (representing the Torres
Strait community, as there is not a
local ACCHS); and informed consent
procured from individual survey participants by research assistants (5.5)
(Box 2).
Research assistants had some control
over how data would be collected in
their community, thereby accommodating cultural and geographic diversity across sites. The consent of study
participants was obtained in writing
using consent forms approved by the
research team as per ethics guidelines (5.6).16
6. Data
Primary contract negotiations stated
that intellectual property rights to
products arising from the project
were vested in Menzies. Through
subcontracting, NACCHO and individual ACCHSs were granted a
perpetual licence to use, adapt and
publish project outputs in accordance
with the research protocol and, therefore, the NACCHO data protocols
(6.1). The primary funding contract,
NACCHO subcontract and research
protocol stipulated that raw (unanalysed) data collected from ACCHSs
remained the property of the specific
ACCHSs “when considered both in
isolation and at a national level”.
Site agreements clarified that: the
collected data were to be used by
the research team only as outlined
in the research protocol; release of
information identifying ACCHSs
required their review; and publication of aggregated national results
required review by NACCHO (or

Talking About The Smokes
Affiliates where jurisdictions were
identified) (6.2).
Confidential information was protected using a password-protected
database, with separate storage of
a unique identifying code available
only to approved staff and research
team members (6.3). This code was
necessary for the re-identification of
participants in the follow-up survey
a year after the baseline survey.
Research agreements ensured that
data analyses and interpretations in
publications and conference presentations were agreed on by the
research team or through joint meetings with the PRG, and then reviewed
by NACCHO before submission
for publication (6.4). Authorship of
manuscripts was negotiated based
on international criteria,25 with capacity for Indigenous members of the
research team, PRG or project staff,
or Indigenous research assistants, to
be authors (6.5). ACCHSs were also
provided with summaries of their
local data in clear language and in
formats enabling their independent
use (6.6).
ACCHSs’ ownership of their unanalysed data meant that new research
requests unrelated to the original
agreement would require endorsement from the relevant ACCHS or,
on national matters, the NACCHO
Board and the PRG (6.7).
7. Benefits of the research
Anticipated research benefits were
identified in all research agreements and other information provided to ACCHSs and participants
(7.1) (Box 4). No commercial benefits
were considered likely (7.2). The recruitment of Aboriginal and Torres
Strait Islander peoples to the PRG and
the employment of three project staff
at NACCHO and 101 local research
assistants in ACCHSs helped build
individual Indigenous and organisational capacity (7.3) (Box 4). All except
seven of the research assistants were
local Indigenous people. Funding
was provided to ACCHSs for these
appointments and to compensate
survey participants (in the form of
vouchers). Anecdotal benefits to survey participants and services were
freely communicated (Box 5).

4 Benefits of the Talking About The Smokes project
Benefits

Explanation

To study
participants

●

Those identified as having an interest in quitting smoking were referred to health
personnel in ACCHSs for quit support

●

Financial compensation for time spent doing surveys

●

Provision of local information about smoking and tobacco control encouraged
ACCHSs to develop:

To health services

 more effective local quit initiatives (eg, quit smoking programs were newly
established in some ACCHSs; health promotion activities were improved)

 workplace smoking policies
Towards
employment

●

Funds were provided for the employment of local staff on the project

●

Employment of local Indigenous and non-Indigenous Australians:

 101 research assistants across 35 sites, with all but seven being Aboriginal or Torres
Strait Islander; three NACCHO staff (one of whom was Aboriginal); two Menzies
staff (one of whom was Torres Strait Islander)
●

Some research assistants were offered ongoing employment in ACCHSs

●

Onsite training of research assistants by regional coordinators, which was also
sometimes attended by other ACCHS staff

●

ACCHSs’ ownership of their survey data, enabling further analyses at each service’s
discretion

Towards
partnerships

●

Collaborative relationships between partners in the research sector, the Aboriginal
community and communities in the Torres Strait

Towards
Indigenous
participation

●

Involvement of Indigenous peoples in all aspects of the project

Towards improved
knowledge
exchange

●

Results from the project will inform improved tobacco control activities and policies to
reduce the harm caused by smoking

●

This knowledge exchange will be enhanced by the involvement of the potential users
of this research, especially ACCHSs, throughout the project

Enhancing
research capacity

ACCHS = Aboriginal community-controlled health service. NACCHO = National Aboriginal Community Controlled Health
Organisation. 

Discussion
The TATS project exemplifies community-directed research,8 where
participation between partners is
democratised. While the design of
the TATS project was shaped by the
institutional, policy and research
experience of Aboriginal organisations, research agencies and individual researchers, it closely mirrored
the WHO’s PR principles. The TATS
project involved 34 ACCHSs conducting baseline and follow-up surveys,
making it one of the largest PR projects in Australia. We can affirm that

large-scale PR involving vulnerable
populations is achievable.
When communities and researchers seek solutions to the same health
problems, negotiating this interdependence into a research partnership
can help community researchers feel
like they are “doing meaningful public health work, not just conducting
research”.26 Ultimately, PR relies on
forming the right partnerships.27 The
relational ethics of the TATS project
were negotiated through pre-existing trust between individuals from
partner organisations and the individual relationships that developed

5 Quote from a project site illustrating the benefits of the Talking
About The Smokes project
“In our 2 years doing the Talking About The Smokes project, [our] Aboriginal
Corporation has been able to engage with over 125 community members
(smokers!!), allow a staff member to get paid, and allow a staff member to be in a
leadership role in the community. These results from the 2 years will now feed into
the Tobacco Action Group that is newly formed for [our] region. We supported World
No Tobacco Day last year, with over 60 community members attending, and hope for
a repeat this year.”
Matt Burke, OAM, Chief Executive Officer, Mungabareena Aboriginal Corporation,
Wodonga, Victoria, March 2014 (with permission).
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during the project. They were also
negotiated formally through research
agreements that embedded community “ways of knowing” and
Indigenous ownership over products
such as research data.5 This meant
that ACCHSs retained autonomy
over their collected local information, including into the future — an
outcome normally considered challenging.6 Establishing partnerships
can take months, particularly where
legal agreements are negotiated.
Securing an establishment grant for
TATS project preparatory work, as
well as being transparent about funding uncertainty and research time
frames, allowed time for partnerships
to develop.

are aligned with the needs and priorities of those being researched, and
better external validity of findings
for generalisability.3 Achieving this
through PR may be more costly in
the short term but in the long term
builds health equity32 and facilitates
translation of research into policy.3

Through NACCHO, the project
received the approval and involvement of the Aboriginal health leadership of the ACCHS sector nationwide.
Research assistants recruited by
ACCHSs from the local population
enhanced trust and increased participant recruitment, as did the provision of financial compensation. These
strategies are known to increase
research response rates in minority
populations.26,28,29 Aboriginal peoples and Torres Strait Islanders were
employed and involved in all aspects
of the project, from conception and
design to analysis and dissemination. While the WHO principles
promote active Indigenous involvement, including self-determination
over the degree of research involvement, advice on building Indigenous
capacity through Indigenous employment and career development is more
explicit in other guidelines.13,15

Competing interests: No relevant disclosures.

We did not attempt to quantify
congruence of our project with PR
principles,1,8 but the framework we
adapted served to structure and
focus our reporting “beyond the
rhetoric”, 5 illustrating applied PR
principles in large-scale community-based research. Investment
in a research process that is participatory, in both “methodology and
method”, is rewarding and sometimes more important than the outcome.30 Participation can empower
communities and is recognised as an
outcome in itself.31 Community participation in research delivers social
and cultural validity when inquiries
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PR is common but there is no single PR strategy, as self-determined
community priorities are unique.4
Sharing our strategies may encourage others to adopt similar research
models involving indigenous peoples
for equitable knowledge creation, and
to build stronger future partnerships.
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