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The HTLV-1 Longitudinal Study

Why this research is needed:

The human T-cell leukaemia virus type 1 (HTLV-1) is a retrovirus that establishes life-long infection. While the majority
of people with HTLV-1 do not appear to manifest symptoms, in a small proportion the virus causes (up to 10%) an
aggressive form of leukaemia, adult T-cell leukemia (ATL), and a debilitating progressive neurological disease,
designated HTLV-1-associated myelopathy/tropical spastic paraparesis (HAM/TSP)12. HTLV-1 has also been
associated with a number of inflammatory and infectious conditions?. Significant advances in our knowledge of HTLV-
1c infection in central Australia have been made during the past decade, which indicate that the adult prevalence of
HTLV-1 infection is among the highest ever reported, and that infection is associated with several diseases, of which
the most clinically significant is lung disease*®. Hospital-based seropositivity rates suggests that HTLV-1 infection is
also common in Western Australia (WA)7; however, there has been no epidemiological research in WA communities to
determine prevalence of HTLV-1 infection or associated diseases. During the 2018 HTLV-1 Forum held in Alice
Springs, a consensus was reached that priority be given to a longitudinal study to establish the impact of HTLV-1
infection on the burden of disease in remote central Australian communities.

What this research will do: This study will engage central Australian communities where significant HTLV-1
prevalence has been discovered, and extend this baseline cohort through a prevalence study in several communities
in the Ngaanyatjarra Lands, in preparation for commencing a longitudinal study with these communities. Our field
research team will visit study communities in the Ngaanyatjarra Lands and around Alice Springs for consultation and
to develop health literacy resources in primary language. Local Aboriginal workers/ representatives will be invited to
work with the research team, participating in the initial consultation sessions with their communities and support
recruitment and study activities.

In the Ngaanyatjarra Lands, field research teams will make a series of visits to participating communities to collect
clinical samples and observations, data which will be analysed and findings fed back to communities. With
appropriate consents, participants in the Ngaanyatjarra study will join those from communities around central Australia
as the baseline cohort for the larger longitudinal study in preparation.

How this research will be used: This study will provide important information regarding the HTLV-1 epidemiology
in remote WA communities at the Ngaanyatjarra Lands, which will in turn be useful for determining HTLV-1 endemic
area in the central desert area that will inform national strategies to control HTLV-1 infection. It will also establish the
baseline cohort for planned HTLV-1 longitudinal study in central Australia.
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