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Background:
Human T-lymphotropic virus (HTLV) infection remains a public health challenge in Brazil. 

This study describes key HTLV-related public policy actions
led by the Ministry of Health (MoH) in collaboration with

states, municipalities, scientists and civil society.

Methods:
We conducted a descriptive analysis of official MoH
documents on HTLV prevention, surveillance, and clinical
management published between 2020 and 2025.



Pregnant women/year 
≈  2.5 million  

Condoms
(internal and external)

Infant Formula
(6 months minimum)

Cabergoline
(lactation

suppression)

Antenatal screening for HTLV 
and counseling during

antenatal care

Long-term follow-up in primary and
specialized care and Serological testing for 

HTLV-1/2 (at 18 months)

In 2022, the HTLV Clinical Management Guide was updated, strengthening 

preventive actions for vertical transmission (VT), including access to cabergoline for 

pregnant women living with HTLV and infant formula for exposed infants. 

Results



In 2024, HTLV was incorporated into the Healthy Brazil Program, aiming to eliminate Vertical Transmission by 2030.

National government commitment involving not only
health sectors but all sectors that address social 
determinants. 

The aim is to eliminate those socially determined 
diseases by 2030, including vertical transmission 
infection, like HTLV. 

Luciana Santos, Tedros Adhanom, Adijeane Oliveira de Jesus, Nísia Trindade, Jarbas Barbosa and Budi Gunadi Sadikin
(07th February 2024)

Results



Estimation: 0.8 - 1.2 million individuals are living with HTLV-1

Establish HTLV as a Notifiable Disease
(under implementation)

• HTLV 
• HTLV in pregnant women
• Exposed children to HTLV 

National surveillance data to better guide public 
policies and improve the quality of care. 

The prevalence of HTLV-1/2 infection among pregnant women
ranges from 0% to 1.05%, depending on the region and

vulnerability.  (Around 16,000 pregnant women with HTLV per year)

Brasil, 2021; Assone & Casseb,2024; Rosadas et al 2018, Rosadas & Taylor 2023, Ishak et al 2024

National HTLV prevalence study involving 40,000 pregnant women 
is ongoing and is expected to conclude by the end of 2026.

Higher prevalence among:
• Women
• Black and mixed-race

populations
• People with lower levels of

education

In 2024, HTLV infection in adults, pregnant women, and exposed children became nationally notifiable.
Results



In 2024, Universal antenatal HTLV screening was approved.

Triage test (EIA/CLIA)

Positive/Indeterminate Negative

Confirmatory test (WB/LIA)

Positive Indeterminate Negative

Molecular test

Detected Not detected

Local Laboratories

47 Surveillance Laboratories

Challenges:
• High rates of false positive for HTLV
• No rapid test available at the country

Challenges:
• High cost - R$260- R$ 438 (U$ 48.5 –

U$81.5) per test (50,000 tests/year)
• Laboratories are not so used to perform

WB or LIA

5 National Reference Laboratories
Challenges:
• No commercial molecular kit is

available globally.

Results



In 2025, the MoH convened a national meeting with civil society, scientists, health managers, and the HTLV Technical Advisory 

Committee, resulting in a technical note on testing, mode of delivery, breastfeeding, and follow-up of exposed children.

• HTLV-1/2 screening should be performed preferably in the first trimester of
pregnancy, provided that the full diagnostic flow (screening and confirmatory
tests) is available.

• A reactive screening test alone is not sufficient to establish diagnosis; 
confirmatory testing (WB, LIA, and/or molecular tests) is mandatory.

• Mode of delivery
• For pregnant women with confirmed HTLV-1/2 infection, elective

cesarean section is recommended regardless of clinical manifestations.
• If HTLV diagnosis is not yet confirmed, but screening test is reactive at the 

time of delivery:
o Cesarean section is recommended if there are manifestations

compatible with ATLL, HAM/TSP, or other HTLV-associated diseases.
o Otherwise, the mode of delivery should follow standard obstetric

indications.

Results



• Breastfeeding
• Absolutely contraindicated for women with confirmed HTLV-1/2 infection.
• In cases of inconclusive diagnosis at delivery, breastfeeding may be

temporarily allowed until diagnostic confirmation, but should not exceed 3 
months.

• If infection is confirmed, breastfeeding must be immediately suspended, 
with lactation inhibition using cabergoline and provision of free infant 
formula.

• Care of HTLV exposed children
• Infants exposed to HTLV should receive long-term follow-up in primary and

specialized care.
• Serological testing for HTLV-1/2 should be performed from 18 months of

age to confirm or exclude vertical transmission.

Integration between primary care, specialized care, and surveillance services is
essential for adequate follow-up of mothers and children.

In 2025, the MoH convened a national meeting with civil society, scientists, health managers, and the HTLV Technical Advisory 

Committee, resulting in a technical note on testing, mode of delivery, breastfeeding, and follow-up of exposed children.

Results



The MoH is collaborating on prevention, therapeutic and diagnosis strategies.

• Supporting the Project designed to evaluate whether the combination of 
Tenofovir and Dolutegravir produces better outcomes on HTLV treatment 
than Dolutegravir alone.

• Supporting the PrevINIr HTLV-TV Project to evaluate the use of 
Dolutegravir (DTG) for the prevention of vertical transmission of HTLV-1.

Prof. Dr. Carlos 
Brites 

(UFBA/Brazil)

Prof. Dra. Maria 
Fernanda R. Grassi

(Fiocruz 
Bahia/Brazil)

Prevention:

Treatment:

Results

Diagnosis:

• Support for the development and validation of rapid 
immunochromatographic tests, discussions aimed at improving the 
specificity of commercially available tests, and promotion of the 
development of a molecular diagnostic test.

Researchers, 
immunoassay 
suppliers and the 
national industry



The MoH also supported the development of a distance learning course on HTLV 

and Vertical Trasmission prevention for healthcare professionals.

https://avasus.ufrn.br

Results

https://avasus.ufrn.br/


Promotion and supporting of HTLV symposia, local meetings, workshops, 

summit, conference, national day, international day. 

Results



CERTIFICATION OF ELIMINATION OF VERTICAL TRANSMISSION FOR STATES AND MUNICIPALITIES 

180 municipalities and 10 federal units until 2025 with certification
(territories may hold multiple certifications across different
infections - HIV, syphilis, Hepatitis B and/or Chagas Disease)

Brazil adapted the PAHO/WHO framework (impact and process 

targets) and implemented  the Certification Strategy for 
states and municipalities (≥100,000 inhabitants)  for the 

Elimination of the Vertical Transmission or or awarded 

progressive tiers (bronze, silver of gold) of good practices, 
encouraging continuous improvement.

Certification for HTLV Vertical Transmission
elimination is under implementation (2025-2026)

HTLV was incorporated into the Vertical Transmission elimination certification process for 

states and municipalities, with impact and process targets established in 2025

Results



CERTIFICATION OF ELIMINATION OF VERTICAL TRANSMISSION FOR STATES AND MUNICIPALITIES 
The certification of states and municipalities was crucial to achieving the elimination of vertical HIV 

transmission nationwide. If we achieved this for HIV—something that was unimaginable 40 years ago—

then we can achieve it for HTLV too!

Results



Conclusion:

Brazil has strengthened HTLV public policies, 
particularly in surveillance, antenatal

screening, clinical management, and Vertical 
Transmission elimination.

Thank you IRVA for this recognition!



Conclusion:

Brazil has strengthened HTLV public policies, 
particularly in surveillance, antenatal

screening, clinical management, and Vertical 
Transmission elimination.

….but, as we have seen in this Conference, there is 
still much work to be done to improve care, 
strengthen prevention, and achieve the elimination 
of vertical transmission of HTLV in Brazil. So, we 
will keep moving forward - and together! 

Thank you IRVA for this recognition!



Welcome to Rio de Janeiro/RJ - Brazil



Welcome to Belo Horizonte/MG - Brazil
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Background
In Brazil,  the Certification of Municipalities and States for 
Elimination of Mother-to-Child Transmission of HIV, Syphilis, 
Hepatitis B and Chagas Disease occurs in municipalities 100,000 
inhabitants and Federal Units and includes the possibility for the 
bronze, silver or gold tiers certification in “the path to elimination” 
(180 municipalities and 10 federal units).

Brazil will incorporate HTLV into the vertical transmission 
elimination certification process from 2026.

Encourage, support, and recognize the 
local efforts to elimination of MTCT



Methods
Descriptive policy and governance analysis of 
normative documents, technical notes, and 
governance instruments of the Unified Health System 
(SUS)



Impact target [interim target]

<5% of HTLV-1 mother-to-child 
transmission rate

Programmatic objectives [interim targets]

• >95% coverage of HTLV-1 antenatal 
screening

• >90% coverage of core interventions 
(90% of pregnant women living with 
HTLV-1 informed about their options on 
infant feeding and nutrition and receive 
necessary support consistent with the 
decision made; i.e., replacement feeding 
with properly prepared infant formula, 
short-term breastfeeding, thermal 
treatment of breast milk)

• >90% coverage of HTLV-1 testing in 
infants born to HTLV-1 seropositive 
mothers, according to the current 
national algorithms

Results

• Brazil validated impact and
process indicators adapted
from PAHO good public
practices

• Deliberations of the Brazilian
HTLV Technical Advisory 
Committee



Impact targets – Elimination and tiers
Impact target Elimination

Parameters
Assessment period

Gold Silver Bronze

1) Incidence rate of HIV-infected children 

due to mother-to-child transmission

≤ 0.5 case

per 1,000 Live 

Births (LBs)

≤ 1.0 case

per 1,000 LBs

≤ 1.5 cases

per 1,000 LBs

≤ 2.0 cases

per 1,000 LBs

At least for one year 

(last full year)

2) Rate of mother-to-child transmission of 

HIV (public and private sectors)
≤ 2% ≤ 2% ≤ 2% ≤ 2%

3) Incidence rate of congenital syphilis
≤ 0.5 case

per 1,000 LBs

≤ 2.5 cases

per 1,000 LBs

≤ 5.0 cases

per 1,000 LBs

≤ 7.5 cases

per 1,000 LBs

4) Hepatitis B surface antigen (HBsAg) 

prevalence in children ≤5 years old

≤ 1.0 case per 1,000 

≤5-year-old birth

≤ 1.0 case per 1,000 

≤5-year-old birth

≤ 2.0 cases per 1,000 

≤5-year-old birth

≤ 3.0 cases per 1,000 

≤5-year-old birth

5) Coverage of etiological treatment for 

children aged 0 to 3 years diagnosed with T. 

cruzi infection

≥ 90% ≥ 90% ≥70%

15% increase in coverage 

compared to the previous 

baseline year
At least for two years 

(last two full years)
6) Incidence rate of acute Chagas disease 

among women in child-bearing age

≤ 0.5 case

per 100,000 women 

in child-bearing age

≤ 1.0 case

per 100,000 women in 

child-bearing age

≤ 1.5 cases

per 100,000 women in child-

bearing age

≤ 2.0 cases

per 100,000 women in child-

bearing age 

7) HTLV vertical transmission rate ≤5% ≤5% ≤5% ≤5%
At least for one year 

(last full year)

8) Incidence rate of vertical transmission 
of HTLV

≤ 0.5 case

per 1,000 Live 

Births (LBs)

≤ 1.0 case

per 1,000 LBs

≤ 1.5 cases

per 1,000 LBs

≤ 2.0 cases

per 1,000 LBs

At least for one year 

(last full year)

Results



Process targets– Elimination and tiers
Process target Elimination

Parameters

Gold Silver Bronze

1) Minimum coverage of 4 (four) prenatal care visits ≥ 95% ≥ 95% ≥ 90% ≥ 90%

2) Coverage for pregnant women who underwent at least one HIV

 test
≥ 95% ≥ 95% ≥ 90% ≥ 90%

3) Coverage for pregnant women living with HIV using antiretroviral 

therapy
≥ 95% ≥ 95% ≥ 90% ≥ 90%

4) Coverage for pregnant women who underwent at least one syphilis test ≥ 95% ≥ 95% ≥ 90% ≥ 90%

5) Coverage for pregnant women adequately treated for syphilis ≥ 95% ≥ 95% ≥ 90% ≥ 90%

6) Coverage for pregnant women who underwent at least one HBV ≥ 90% ≥ 85% ≥ 80% ≥ 70%

7) Coverage for Hepatitis B vaccine in children (up to 30 days after birth) ≥ 95% ≥ 90% ≥ 80% ≥ 70%

8) Coverage for three doses of Hepatitis B vaccine (infant vaccination) ≥ 95% ≥ 90% ≥ 85% ≥ 80%

9) Coverage of pregnant women with screening tests for Chagas disease ≥ 90% ≥ 85% ≥ 70%

15% increase in 

coverage compared 

to the previous year.

10) Testing coverage for diagnosis of children ≤ 1 year old exposed to T. 

cruzi through vertical transmission
≥ 90% ≥ 85% ≥ 70%

15% increase in 

coverage compared 

to the previous year.

11) Coverage of etiological treatment for Chagas disease in women of 

childbearing age
≥ 90% ≥ 85% ≥ 70%

15% increase in 

coverage compared 

to the previous year.

9) Coverage of pregnant women with at least one HTLV test ≥ 95% ≥ 80% ≥ 50%
Implemented 

screening

10) Coverage of infant formula provision for HTLV exposed children ≥90% ≥80% ≥70% ≥60%

11) Testing coverage among HTLV exposed children aged ≥18 months ≥90% ≥85% ≥80% ≥50%

Results



• Municipalities and Federal Units validation processes
• 2026 pilot project to test indicator measurement and data flows

Pilot implementation 
Integration into existing certification evaluation structure

Results

Elimination 
of MTCT

Programs 
and 

services 

Epidemiologi
cal 

surveillance 
and data 
quality

Diagnostic 
capacity and 

quality of 
tests

Human rights, 
gender

equality and
community

participation

Committees
for MTCT 

investigation

National Validation Team

National Validation Committee



Elimination of Mother-to-Child Transmission Certification Ceremony



• Integrating HTLV into Brazil’s certification process of vertical 
transmission elimination makes the infection visible, measurable, 
and accountable. 

• This strategy aligns with the Healthy Brazil Program goal to
eliminate HTLV vertical transmission as a public health problem by
2030 and offers a replicable model for endemic countries.

Conclusion
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Methods and Results



Methods



▪ Support network connecting
researchers, health services
and People Living with HTLV

Results

HTLV Brasil



Educational products

Results



Methods and Results



Recife and Olinda's Giant Carnival Puppets, Pernambuco, Brazil



Results

Recife, Pernambuco
Science Fair- Fiocruz 

pra Você 2024



Results

HTLV: Coming Out of Invisibility -
Ministry of Health Workshop 2024

Brazilian Scientific Society  Annual 
Meeting 2025



Results

São Paulo, SP

HTLV WORLD DAY, 2024

Paulista Avenue



Results

Salvador, BA

São Luís, MA

NATIONAL HTLV DAY, 2025
XVII International Symposium HTLV – Maranhão

Science outreach with the State Health 
Department, 2025





Results



Results



Results



➢ A Brasilian differential: a network based collaborative model:

• Ministry of Health and State Health Departments, 
• Fiocruz Units, 
• Partner Institucions
• PLHTLV

➢ Supporting HTLV elimination efforts

➢ The HTLV response in Brazil shows that coordinated action is highly effective, it strengthened
national capacity to adress HTLV, particulary in preventing vertical transmission and improving
care

Conclusions



Pre-events start in October 24th 2027

Come and Join us!



Thank you!
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A community-based partnership to assess 

knowledge about HTLV-1 and ATLL and 

perceptions about research among an at-

risk population in Philadelphia
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Background

• HTLV-1 has a heterogeneous distribution, even 

within countries in which it is endemic

• Prevalence in the United States is poorly 

characterized, estimated at <1% primarily based 

on blood donor data 

• Cities such as Miami and New York City have 

shown increased prevalence levels based on 

immigration trends 

Fani, M et al. 2019 Journal of cellular physiology



Philadelphia: A City of Immigrants

• 1.6 million people

• 600,000 African or African—American heritage

• 30,000 Caribbean heritage

• Gaps:

• No data for HTLV-1 incidence or prevalence in 

African and Caribbean communities

• No data community’s awareness of HTLV-1 or 

ATLL 



HTLV-1 In Our Community

• Objectives:

• Gauge knowledge on HTLV-1 and ATLL 

among African and Caribbean immigrants 

in Philadelphia

• Determine willingness of community to 

participate in future HTLV-1 related 

efforts

• African Cultural Alliance of North 

America (ACANA) 

• Large cultural group including both 

African and Caribbean immigrants in 

Philadelphia



Methods

• In partnership with ACANA, an 

informational session was arranged at a 

monthly ACANA meeting, conducted by 

Zoom

• All participants took a survey before 

(pre-) and after (post-test) the survey 

to capture baseline and change in 

knowledge on a 5-point Likert scale 

• Discussion was held with community 

afterwards



Results

• 54 participants present across two 

sessions

• 1st Session:

• 25 via zoom, 8 in person

• 4 pre-tests, 11 post-tests completed

• 2nd Session:

• 21 present, all in person

• 21 pre-tests, 20 post-tests completed



Results



Results

• “If mothers are told that breast milk is healthy, what 

can the mothers of Africa do to stop transferring the 

virus?”

• “If the disease had been discovered since 1979, why 

are we just hearing about it and wasn’t the world 

aware of it?”

• “It was enlightening because I did not know of this virus 

before this workshop”

• “This needs a great awareness in [my] country and 

even in America - is scaring I must say. More 

educational material is needed” 

No – 19%

Yes – 81%

Would you be willing to Participate in 

Future Research efforts at HTLV-1?



• We identified an at-risk population within Philadelphia with poor 

understanding of HTLV-1, and a clear unmet need for accessible education on 

HTLV-1 and ATLL 

• We demonstrated that reservations about research involvement can be 

mitigated by a thoughtful, culturally sensitive, and community-engaged 

approach

• While this is a small pilot, we demonstrated meaningful change in HTLV-1 

knowledge and identified enthusiasm for participation in further educational 

and research efforts targeting HTLV-1 

Discussion



Next Steps

• Enact a mobile screening initiative 

for at-risk individuals of African 

and/or Caribbean descent 

• Work with Dr. Pooja Jain’s lab to 

validate a point-of-care fingerstick 

test for HTLV-1 in North America



Thank you!

• Special thanks to our team:

Sidney Kimmel Cancer Center at TJUH

• Michael Wysota, MD

Markey Cancer Center at University of Kentucky

• Pierluigi Porcu

Jefferson Office of Community Outreach and 

Engagement

• Amy Leader, PhD

• Rebecca Melillo, MS

• Munjireen Sifat, PhD

ACANA

• Nettie Johnson, MD

• Abu Mansalay, MD

Drexel

• Pooja Jain, PhD 
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Global disparities in HTLV-1 research and response: A unique 
focus on Caribbean and Polynesian/Japanese populations
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HTLV-1 Pathogenesis Obscures Public Health Surveillance

➢ HTLV-1 is transmitted through breastfeeding, sexual 

contact, and blood exposure

➢ Most infected individuals remain asymptomatic for decades 

while still capable of transmitting the virus

➢ Disease onset is highly delayed;

➢ ATLL may develop 10-70 years after infection

➢ HAM/TSP can develop moths to decades post 

infection

Matsuo et al., Nature Communications, 2022

➢ Prolonged latency obscures transmission monitoring and 

delays diagnosis

➢ Limited screening and lack of national surveillance in the 

United States further contributes to under recognition

➢  Silent transmission + delayed diagnosis = unknown 

public health burden

Nakano et al., Front. Immunol., 2022



Epidemiology and Global Burden

➢ Globalization and migration has introduced 

HTLV-1 into non-endemic countries including 

the United States.

➢ Large diaspora populations from endemic 

regions now reside in major U.S. metropolitan 

areas.

➢ These populations are historically 

underrepresented in U.S epidemiologic 

studies and highlight broader gaps in U.S 

surveillance.

➢ HTLV-1 is unevenly distributed worldwide and exists in endemic 

clusters.

➢ SW Japan has historically reported prevalence rates exceeding 

10%.

➢ Afro-Caribbean populations show some of the highest reported 

rates worldwide (1-6%).

➢ Certain Polynesian/Melanesian populations have elevated HTLV-1 

prevalence though surveillance remains limited.



HTLV-1 in Afro-Caribbean Regions

➢ U.S. Afro-Caribbean populations are concentrated in 

metropolitan regions such as New York/New Jersey, 

Florida, and Massachusetts, where HTLV-1 screening is 

not routinely performed.

➢ Absence of U.S. surveillance systems, antenatal 

screening, and ancestry-linked data collection likely 

results in substantial underdiagnosis of HTLV-1 among 

Afro-Caribbean immigrants and their descendants.

➢ Transmission in Caribbean populations is driven by 

mother-to-child transmission through prolonged 

breastfeeding and by sexual contact, rather than injection 

drug use. (Gessain et al., Frontiers in Microbiology, 2012).

➢ HTLV-1 is endemic throughout the Caribbean, with 

seroprevalence ranging from approximately 1-6% in countries 

including Jamaica, Haiti, the Dominican Republic (Prioetti et al., 

Oncogene, 2005).

➢ Molecular epidemiologic studies indicate that Caribbean HTLV-

1 strains cluster with West/ Central African lineages, reflecting 

introduction during the transatlantic slave trade and sustained 

vertical transmission within Afro-descendant communities.

➢ Data across the Caribbean is uneven, with robust longitudinal 

surveillance in some territories (e.g., French Caribbean 

regions) but few population studies in independent nations. Eusebio et al., Trop. Med. Int. Health, 2019



HTLV-1 in U.S. Afro-Caribbean Populations

➢ Previous studies in cooperation with the African American Cultural Alliance of North America (ACANA) in 

Philadelphia showed low levels of initial knowledge about HTLV-1, but a sharp increase in knowledge following 

educational sessions (Altieri et al., Viruses, 2025).

➢ Future community-informed studies must take place to determine risk in communities and educate on potential 

malignancies. 



HTLV-1 in Japan

*Based upon the data from Satake et. al 2007

➢ HTLV-1 epidemiology in Japan is heterogenous, with particular clusters showing 

some of the highest seroprevalence globally.

➢ HTLV-1 is historically endemic to southwestern Japan, particularly Kyushu and 

Okinawa, where prevalence has exceeded 10% in some regions prior to the 

implementation of nationwide screening programs (Tajima, Int J Cancer, 1990).

Nationwide 

antenatal 

screening 

introduced

Annual Death From ATLL in Japan

Iwanaga, Frontiers in Microbiology, 2020

➢ Japan introduced universal antenatal HTLV-1 screening in 2010, leading to reduced 

mother-to-child transmission and improved linkage to counseling and care.

Nationwide 

antenatal 

screening 

introduced



HTLV-1 in U.S. Japanese Populations

➢ HTLV-1 infection among Japanese American communities is likely underrecognized until late-stage disease, including 

ATLL or neurologic complications.

➢ Japanese migration to Hawaiʻi and the U.S. West Coast has introduced HTLV-1 risk into U.S. settings that lack 

comparable screening or surveillance frameworks.

➢ Despite well-established endemicity in southwestern Japan, there is no targeted screening or surveillance in high-

density U.S. communities like Hawaii and California. 

Screening initiatives of in non-U.S. countries 

like Brazil show significantly higher 

seroprevalence in Japanese Immigrants than 

native born individuals

Particularly, immigration from southwestern 

areas of Japan like Okinawa maintained higher 

seroprevalence (Murphy, West J. Med., 1993)



HTLV-1 in Southwest Pacific Regions and U.S. Pacific Islander Populations

➢ Pacific Islander populations face some of the highest global HTLV-1 prevalence rates, having its own subtypes, yet 

risk remains largely invisible in the U.S. due to absence of targeted screening and surveillance programs(Einsiedel et 

al., PLoS Negl Trop Dis., 2021).

Cassar et al., PLoS Negl Trop. Dis., 2017

Trends in HHS Survey AAPI Data Aggregation

Nguyen et al., APHA, 2022

➢ Aggregation of Pacific Islanders within broad “Asian American and Pacific Islander” data categories obscures HTLV-

1 risk profiles and prevents development of culturally specific  interventions.

➢ Limited antenatal screening access sustain vertical transmission and persistence of HTLV-1 in Pacific Islander 

communities.



Barriers to HTLV-1 Care in the U.S. – Provider & Surveillance Gaps

Mosquera et al., IJC, 2024

➢ In the absence of standardized screening 

guidelines or U.S. Preventive Services Task 

Force (USPSTF) recommendations, HTLV-1 

testing is rarely performed in routine clinical 

care.

➢ HTLV-1 is rarely included in U.S. medical 

education, residency training, or clinical 

guidelines, resulting in low awareness among 

primary care providers, obstetricians, 

neurologists, and oncologists.

➢ Many clinicians are unfamiliar with HTLV-1 risk 

factors or confuse HTLV-1 with HTLV-2, leading 

to missed or dismissed opportunities for testing.

➢ HTLV-1 is not a nationally reportable disease in 

the United States, and no centralized 

surveillance or registry exists to track infections 

or outcomes.

➢ Current U.S. prevalence estimates rely heavily 

on blood donor screening, which was designed 

to protect the blood supply and does not capture 

community-level burden.



Barriers to HTLV-1 Care in the U.S. – Diagnostic & Access Gaps

➢ Inconsistent insurance coverage and reimbursement 

discourage clinicians from ordering HTLV-1 testing, 

particularly for underinsured patients.

➢ Access to specialty care for HTLV-1-associated conditions is 

concentrated in a small number of academic centers, 

creating geographic barriers to diagnosis and management.

➢ Geographic barriers force many patients, especially those in 

rural, island, or underserved urban communities, to travel 

long distances or forgo follow-up care.

Access Barriers

➢ Standard HTLV-1 testing depends on laboratory-based 

serologic and confirmatory assays that are often unavailable 

in community clinics and safety-net healthcare settings. 

➢ Confirmatory testing is frequently delayed or sent to 

reference laboratories, increasing loss to follow-up after 

initial screening. 

➢ Limited availability of validated point-of-care or rapid HTLV-1 

diagnostics restricts community-based screening and 

epidemiologic studies. 

Srinivasan , Journal of Laboratory Automation, 2015

Diagnostic Barriers



Barriers to HTLV-1 Care in the U.S. – Community & Structure Gaps

➢ Immigrant and minority communities at elevated 

risk for HTLV-1 may avoid healthcare 

engagement due to concerns related to 

immigration enforcement, documentation status, 

and data sharing. 

➢ HTLV-1-associated stigma related to sexual and 

vertical transmission discourages testing, 

disclosure, and family-based screening.

➢ Language barriers and limited access to culturally 

concordant providers hinder effective 

communication about HTLV-1 risk and 

prevention.

➢ Pacific Islander populations are frequently 

aggregated within broader racial categories, 

obscuring HTLV-1 risk and preventing targeted 

public health interventions.

➢ Historical experiences of medical exploitation and 

exclusion contribute to mistrust of screening 

programs and research participation in affected 

communities.



Conclusions and Future Directions

➢ HTLV-1 remains profoundly underrecognized in the United States due to reliance on passive 

detection strategies, including blood donor screening, rather than population-based surveillance.

➢ Ancestry-linked risk among Afro-Caribbean, Japanese, and Pacific Islander populations is obscured 

by absence of routine screening, aggregation of demographic data, and limited clinician awareness.

➢ Long asymptomatic latency, combined with lack of antenatal and primary-care testing, contributes to 

delayed diagnosis and frequent presentation with advanced HTLV-1-associated disease.

➢ International models demonstrate that targeted screening and community-based approaches reduce 

transmission and improve detection, showing missed opportunities within U.S. public health 

framework.

Road ahead…………..

➢ Implement ancestry-informed, community-based HTLV-1 screening initiatives using low-cost, point-of-

care diagnostics in high-risk U.S populations

➢ Integrate HTLV-1 testing into existing clinical touchpoints, including prenatal care, HIV/HBV clinics, 

and neurology/hematology pathways

➢ Leverage lessons from international HTLV-1 programs to inform U.S. policy development, clinician 

education, and equitable inclusion in clinical research



Acknowledgements

Jain Lab

Zeel Patel, MS

Sai Chaitanya R G, MS

Michele Borisov, MS candidate

Deema Alhamada, BS

Pranav Arora, BS

Shari Sawney, DO Candidate

Alesh Philip, MD candidate

Katie MacNary, MD candidate

Vasavi Peruru, MD candidate

Saanika Acharya, MS

Aditi Sunil, MS

Ayaan Shivnaik

Salwa Ahmed, MS

Daniel Rivera, MS 

Liza Valovatsky, MS

Ritesh Tandon, MS 

Funding Sources
National Institutes of Health (NIH)/NINDS 

R61/R33 DA058397-01 

InterConsortium (Drexel/SKCCC) Pilot Fundings

Collaborators and Contributors

SKCCC/TJU – COE Team

Sean Riley, MD

Amy Leader, MD

ACANA

Abu Mansalay, PhD

Netti Johnson, PhD



Strengthening community engagement to 
advance HTLV public policies in Brazil: 

from invisibility to national representation
Jair Brandão de Moura Filho, Ministry of Health of Brazil

Mayra Gonçalves Aragón1, Adijeane Oliveira de Jesus2, Márcia Carneiro Brandão2, Pâmela Cristina Gaspar1, Jair Brandão de Moura Filho1, 
Draurio Barreira Cravo Neto1
1 Ministry of Health of Brazil, Brasília, Brazil. 2 HTLVida Association, Salvador, Brazil.



Conflicts of interest

I have no conflicts of interest



Background
• It is estimated 800,000 people are living with HTLV (PLWHTLV) in Brazil
• HTLV has historically remained neglected within public health agendas, with

limited awareness among health managers, healthcare professionals, and civil 
society organizations (CSOs)

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation

This descriptive case report summarizes
national initiatives aimed at promoting HTLV 

visibility and community engagement. 

Opening session of the workshop on HTLV, in Belém 2024.



Results
• Between 2023 and 2024, seven state-level workshops were conducted, bringing

together health managers, healthcare providers, researchers, and Civil Society 
Organizations representing both PLWHTLV and key populations.

Presentation of the HTLVida social movement's experience and discussion with other social movements in São Luís 2023

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation



State HTLV Workshops “Coming Out of Invisibility”
• Purpose

• Raise awareness among health workers and civil society about actions to promote, prevent and care for people 
with HTLV;

• Promote the sharing of community experiences of people living with HIV/AIDS, Tuberculosis, Viral Hepatitis, and 
HTLV.

• Target audience
• Managers and health workers from HIV/STI testing centers and specialized care services;
• Civil Society Organizations focused on HIV/AIDS, Tuberculosis, Viral Hepatitis and other STIs, and other CSOs

representing vulnerable populations (Black population, LGBTQIA+, sex workers, etc.).
No Local Date Number of

participantsState City

1 Maranhão São Luís August 8th, 2023 49

2 Pará Belém June 14th, 2024 46

3 Paraíba João Pessoa July 10th, 2024 35

4 Rio Grande do Norte Natal August 07th, 2024 39

5 Piauí Teresina August 13th, 2024 44

6 Espírito Santo Vitória September 17th, 2024 68

7 Pernambuco Recife October 30th, 2024 59

Total 340

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation

We propose 50–80 participants per workshop to encourage more qualified and 
productive discussions among participants



The materials delivered are at the workshops are:

Folder with HTLV 
information abourt:
• What is HTLV
• Signs and symptoms

• Forms of transmission
• Diagnosis
• Treatment
• Prevention

And the Pin of HTLV

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation



Maranhão (São Luís) Pará (Belém)

Paraíba (João Pessoa) Rio Grande do Norte (Natal) Espírito Santo (Vitória) Pernambuco (Recife)

Piauí (Teresina)

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation

Some Pictures of the Workshop:



Results
• In 2025, during the International HTLV Symposium, the Civil Society 

Organization HTLVida, in partneship with Ministry of Health of Brazil
and the State Health Department organized a national meeting of
PLWHTLV held one day prior to the symposium.

• This event marked the creation of the National Network of People 
Living with HTLV (RNPHTLV)

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation



Results
One of the main priorities of the President of Brazil is community
engagement. In the context of HTLV, people living with HTLV are at the
center of policy development and decision-making processes, 
including participation in advisory and decision-making committees.

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation



Conclusion
• In 2026, for all states were offered the opportunity to participate in 

a workshop, with the organization and execution of the events 
currently underway.

• Promoting social participation has proven essential to
accelerating the implementation of HTLV public policies and
elevating HTLV as a public health priority in Brazil, demonstrating
the value of collaboration between government, science, and
civil society.

Strengthening community engagement to advance HTLV public policies in Brazil: 
from invisibility to national representation

HTLV Workshops “Coming Out of Invisibility”



Thank you. Obrigado!

jair.brandao@aids.gov.br Mayra Aragon

Draurio Barreira

On behalf of… 
Jair Brtandão

Adijiane Oliveira de J. Márcia C. Brandão

Pâmela C Gaspar



Welcome to Rio de Janeiro/RJ - Brazil



Welcome to Belo Horizonte/MG - Brazil
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