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HTLV-1 and HTLV-2 
Patient information from the Swedish Association of County Medical Officers. 

Why have I received this information?  
You have been infected with HTLV. This patient information describes the disease 
and what you need to do to avoid infecting others.  

What is HTLV? 
HTLV stands for human T-lymphotropic virus, and there are two types of HTLV: 
HTLV-1 and HTLV-2.  

The virus remains in the body for life. Only a few of those who are infected with 
HTLV develop symptoms of disease, and many years may pass before symptoms 
appear.  

Symptoms of disease that may occur with HTLV-1 include: 

• a type of cancer of the lymphatic system called adult T-cell leukaemia or 
lymphoma (ATL) 

• a disease of the nervous system that causes symptoms in the muscles, 
especially in the lower body, called HTLV-associated myelopathy (HAM) or 
tropical spastic paraparesis (TSP).  

However, most people never develop any health problems from their HTLV 
infection.  

We do not fully understand which symptoms of disease are associated with HTLV-2. 

How is HTLV transmitted? 
HTLV is transmitted:  

• via blood transfusions, hypodermic needles and shared injection supplies 
• via transplantations of tissues or organs from a person infected with HTLV 
• via unprotected sexual intercourse  
• from mother to child, mainly through breastfeeding. 

HTLV is not transmitted by socialising, such as through hugs and kisses or sharing 
glasses, plates or cutlery. Nor is it transmitted via blood on unbroken skin.  

How long am I contagious? 
Because the virus remains in the body for life, you are contagious for life.  

What should I keep in mind to avoid infecting others?  
HTLV is a notifiable disease classed as a danger to public health under the Swedish 
Communicable Diseases Act. You must therefore follow certain rules given to you 
by your doctor, known as rules of conduct. Guardians are responsible for ensuring 
that their children comply with the rules of conduct. 

Rules of conduct 
• You are not permitted to donate blood or organs. 
• You are not permitted to lend or give away injection supplies, including 

medicine cups, that have already been used. 
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• When seeking medical care, you must inform healthcare personnel that you 
have a blood-borne virus (BBV).  

• If you plan on getting a tattoo, a body piercing, ear piercings or any other 
treatment that may cause your skin to bleed, you must also inform them that 
you have a blood-borne virus. 

• You must maintain regular contact with your doctor. 

How long do these rules of conduct apply? 
The rules of conduct apply for life. 

Do you think the rules of conduct you have been given are wrong? 
You can request that the county medical officer for your region reviews the decision 
on your rules of conduct. Contact the county medical officer for your region. 

Contact details for county medical officers | The Swedish Association of County 
Medical Officers (slf.se) 

You can also get in touch with the county medical officer by calling the central 
number for healthcare services in your region. 

Until such a review is completed, you must follow the rules issued to you. 

To protect others from infection, you also have the following obligations: 
• Do not breastfeed or donate breast milk. 
• Do not share hygiene items, such as razors, with others. 
• Be sure to cover all wounds with plasters or dressings. 
• If someone is at risk of coming into contact with your blood, such as when 

dressing a wound, they must wear disposable gloves. 

It is also a good idea to keep the following in mind: 
Any blood-stained material should be carefully packaged before being discarded. If 
you get blood on your clothes, they can be washed in a washing machine. Blood 
spots on surfaces can be wiped up with, for example, a paper towel that is disposed 
of as household waste. The area should then be thoroughly cleaned with water and 
detergent. 

Condoms should be used during sexual contact, as this reduces the risk of infecting 
others. If you are in a steady relationship, you are advised to inform your partner that 
you have HTLV. 

There is a small risk of HTLV being transmitted to your baby during pregnancy. 
However, breastfeeding poses the greatest risk of infection. If you or your partner are 
planning a pregnancy, talk to your doctor. 

Contact tracing 
According to the Swedish Communicable Diseases Act, you must participate in 
contact tracing. This means that you must provide information to healthcare 
personnel so they can assess when, where and how you may have been infected, and 
whether you may have infected others. 

The information you provide is confidential (secret), and the people you mention 
will not be told who you are. 

https://slf.se/smittskyddslakarforeningen/smittskyddsenheter/
https://slf.se/smittskyddslakarforeningen/smittskyddsenheter/

	HTLV-1 and HTLV-2
	Why have I received this information?
	What is HTLV?
	How is HTLV transmitted?
	How long am I contagious?
	What should I keep in mind to avoid infecting others?
	Rules of conduct
	How long do these rules of conduct apply?
	Do you think the rules of conduct you have been given are wrong?

	To protect others from infection, you also have the following obligations:
	It is also a good idea to keep the following in mind:

	Contact tracing


