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Abstract 

Background 

Australia's biomedical approach to tuberculosis (TB) prevention and care is not working for 

Aboriginal people. In the state of New South Wales (NSW), Australia, the current biomedical 

approach by this health system is sustaining ongoing tuberculosis transmission among and 

between Aboriginal families in communities of northern NSW. Clearly, this is unacceptable. The 

purpose of this Participatory Action Research is to better understand TB with Aboriginal 

communities to inform health system change to end TB transmission. TB is a serious bacterial 

infection that can spread through people, especially people with less access to appropriate 

healthcare, but it is treatable and preventable. 

Research design 

This study used Participatory Action Research (PAR) methodology and was specifically designed to 

centre and amplify Aboriginal peoples' voices. The study commenced in 2014 with affected 

families and Aboriginal Community-Controlled Health Services. Aboriginal TB knowledge holders, 

Aboriginal and non-Aboriginal health workers, and academics partnered to undertake iterative 

cycles of deep listening, action and reflection using interviews, group discussions and 

participatory workshops to understand families' experiences with TB and the health systems 

families encounter. The PAR methodology fostered mutual trust and relationships to enable 

partners to undertake actions in developing and expanding understandings together. 

Findings 

TB is inherently a social disease. Racism is a dominant factor in the social context for TB in 

Aboriginal communities in Australia, including in northern NSW. The current Eurocentric health 

system is not designed by/for Aboriginal peoples to enable access to culturally safe and 

appropriate services. The contemporary social determinants of TB are linked to deep-rooted 

social, cultural, and historical experiences. The pathway for preventing TB is not linear, and the 

xi 



solutions are not straightforward, but change is required to reduce the impact of TB. When 

tuberculosis prevention and care is undertaken in partnership with Aboriginal communities, 

positive outcomes follow. 

Discussion 

Systemic racism is the root cause of societal and health service issues that sustain the ongoing 

transmission of TB in Aboriginal communities. Ending TB transmission in Aboriginal communities 

requires shifting the power dis-balance between Health services and Aboriginal families toward 

Aboriginal people. Aboriginal peoples must be included in the governance over NSW TB policy 

and programs and must have ownership of decisions and delivery of services in local Aboriginal 

communities because all communities are different. Health services must engage in ongoing deep 

listening with Aboriginal people and act together to save lives and prevent future generations 

from carrying the burden of TB. Health system change is required to amplify and sustain effective 

grassroots TB prevention initiatives in northern NSW. 

Keywords 

Participatory Action Research; Indigenous Peoples; Health equity; Health services research; 

Tuberculosis prevention 
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Key Terms and Abbreviations 

Table 3: 

Definitions of Key Terms and Abbreviations 

Abbreviation or Key 

Term 

Aboriginal Elder 

AHP 

AHW 

Definition or Explanation 

An Aboriginal Elder is someone recognised within their community 

as a custodian of cultural knowledge and lore. Aboriginal and 

Torres Strait Islander Elders are involved in the community, teach 

and pass down knowledge, are respected and share experiences. 

Elders play an integral part in preserving tradit ional knowledge and 

are also pivotal in helping tackle broader community issues. 

Aboriginal Health Professional - an Aboriginal person employed in 

a health service position associated with delivering health services, 

regardless of whether that position is identified as a position that 

must be filled by an Aboriginal and/or Torres Strait Islander 

person. 

Aboriginal Health Worker - a subset of Aboriginal Health 

Professiona Is. 

An Aboriginal Health Worker is: 

• An Aboriginal and/ or Torres Strait Islander person 

• Is employed in an Aboriginal-identified position in NSW Health 

• Has undertaken, or is willing to undertake, a minimum Certificate 

Ill Aboriginal Primary Health Care 

• Provides flexible, holistic and culturally sensitive health services 

to Aboriginal cl ients and the community to achieve better health 

outcomes and better access to health services for Aboriginal 

people (New South Wales Government, 2018). 
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Abbreviation or Key 

Term 

Aboriginal TB 

knowledge holder 

ABS 

AIHW 

ACCHO 

ACCO 

AH&MRC 

ATC 

BMJ 

CAS 

CDC 

CNC 

Co-researcher 

COVID-19 

Definition or Explanation 

An Aboriginal person with lived experience either by having been 

diagnosed with TB infection or disease, involved in TB contact 

tracing, or caring for family members affected by TB. 

Australian Bureau of Statistics 

Australian Institute of Health and Welfare 

Aboriginal Community Controlled Health Organisation 

Aboriginal Community Controlled Organisation 

Aboriginal Health and Medical Research Council 

Australian Tuberculosis Campaign implemented active case finding 

and provided financial support to some people diagnosed with TB 

from 1948 - 1976. 

British Medical Journal 

Complex Adaptive Systems 

U.S. Centers for Disease Control and Prevention - the national 

public health agency of the United States 

Clinical Nurse Consultant -advanced practice registered nurse role 

conceptualised from the domains of clinical service and 

consultancy; clinical leadership; research; education; and clinical 

service planning. 

A person who contributed to the research by participating in the 

knowledge building process, shared decision making and practice 

transformation. 

the disease caused by the coronavirus, SARS-CoV-2. 
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