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HTLV-1 Guidelines
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What regions are considered high 
prevalence?
High certainty
• Central Australian region (NT)
• Anangu Pitjanjatjara lands (SA)
• Ngaanyatjarra land (WA)



How is HTLV-1 transmitted?
• Sex
• Sharing needles or any other sharp
• Breastfeeding



Who to test?
• Shared decision making for all 

testing



What is 
shared 

decision 
making and 

why?

• Shared decision making is a process for making a 
clinical decision that involves discussing the risks and 
benefits of each option available.  While it normally 
occurs between one person and their clinician, it can 
involve a clinical team, families and carers.  It takes into 
consideration the person’s values, preferences and 
circumstances.

• Shared decision making is particularly useful when the 
evidence doesn’t clearly support one decision or 
another, it explores a patient’s values and priorities as 
well as addresses components that influence how well 
they can manage their health.



Components 
of shared 
decision 

making

• The benefits and risks of different options (including 
doing nothing)

• The person’s knowledge about treatment options

• Psychological issues or barriers

• The physical benefits and burdens of each option

• The person’s capacity to access and afford healthcare

• The person’s personal preferences, values and 
circumstances

• Cultural considerations, such as who should be in the 
room

• Whether families and communities need to be involved

• Two-way trust between the clinician and consumer



Who to test?
Pregnant people
• Provide information and offer 

testing to people who choose
• Do not add to routine test sets



Who to test?
People requesting testing
• Provide information and test 

people who choose
• This includes “contacts”



Do not test
Children birthed or breastfed by person 
living with HTLV-1 unless there is a clinical 
indication



Recommend testing
People with symptoms 
consistent with ATLL, HAM/TSP, 
infective dermatitis or uveitis



Consider testing
Children and adults with diseases 
that may be associated with HTLV-1
• Consider whether result is likely 

to change their management



Not recommended to include 
in a sexual health check-up



Caring for people with a 
positive result
• Annual health check with healthy 

lifestyle advice
• Support people to inform sexual 

partners should they wish to do so



Do not perform routine viral 
load monitoring



Pregnant people living with 
HTLV-1
• Offer HTLV-1 proviral load



Pregnant people living with 
HTLV-1
• Offer HTLV-1 proviral load

"People with HTLV-1 and a higher proviral load are most at risk 
of transmitting HTLV-1 to their babies and may be more 
important to limit the duration of breastfeeding to 3-months or 
less. A proviral load of more than 0.5% tripled the rate of 
transmission in one study. It is not known whether there is a 
viral load threshold below which transmission does not occur."



Pregnant people living with 
HTLV-1
• Offer HTLV-1 proviral load
• Support to decide whether to 

breastfeed and/or duration of 
breastfeeding

• Recommend against mixed feeding 
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