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ABOUT ICASO
The International Council of AIDS Service Organizations (ICASO) brings community perspectives into all levels 
of strategic decision-making in the global response to HIV. ICASO is a Canadian not-for-profit organization 
with a worldwide constituency, including partnerships that span Africa, the Asia-Pacific, Eastern Europe, and 
Latin America and the Caribbean. ICASO draws upon and takes direction from a large and diverse network 
of community experts in the HIV response, particularly members of key populations and community-based 
activists, implementers and policy-makers.

ICASO’s work is guided by the following vision and mission:

ICASO’s vision is an end to the HIV epidemic with  
strong contributions by communities in all their diversity  
to achieving universal access to HIV prevention, treatment, 
care and support, and to defending and promoting  
human rights.

ICASO’s mission is to mobilize and support diverse 
community organizations and networks to create and 
sustain effective responses to HIV.

Since its founding in 1991, ICASO has been strongly focused on advocating for human rights and gender 
equality, holding governments and international institutions accountable for their HIV-related obligations, and 
promoting community sector participation and community- and rights-based initiatives. ICASO is well known 
for bringing together stakeholders from within and outside of the community HIV sector to build consensus 
and develop plans for collaborative action on issues of common concern.

ICASO has long participated in the UNAIDS Programme Coordinating Board, providing a vehicle for 
community priorities to be presented to this influential decision-making body. ICASO serves as a permanent 
partner on the Conference Coordinating Committee of the International AIDS Conference. ICASO also 
facilitates community engagement in high-level United Nations General Assembly meetings relating to HIV, 
health and development, as well as engaging in other key global and regional processes that shape the HIV 
response.

ICASO is governed by a board whose 10 members reflect an appropriate gender and regional balance and 
strong participation by people living with HIV, women and key populations, including sex workers, people 
who use drugs, youth, indigenous people, and men who have sex with men. ICASO’s work is carried out 
by a small group of core staff based in Toronto, Canada, with support from a team of skilled staff and 
consultants based in four countries across three continents.

ICASO
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ICASO

MESSAGE FROM ICASO
The HIV epidemic, far from being over, urgently requires an intensified response. According to UNAIDS, 
there were 37.9 million people living with HIV in 2018, 21% of whom did not know their HIV status. An 
estimated 1.7 million people became infected with HIV in 2018, and 770,000 people died from AIDS-
related illnesses. After increasing year on year since 2015, both domestic and international resources for 
HIV responses in low- and middle-income countries shrank in 2018 – together by US$900 million. In spite 
of a global HIV funding decline, some countries continued to surge toward the ambitious UNAIDS “90-
90-90” targets for HIV diagnosis, treatment coverage and viral suppression. However, other countries 
were far off-track, and 38% of people living with HIV worldwide did not have access to treatment in 2018. 

While reports of progress against HIV in various settings are welcome, it is always important to ask 
progress for whom? Time and again, we see that key populations are being left behind. As a 2018 
editorial in a leading HIV journal described the situation:

Globally, sex workers, [men who have sex with men] and [people who inject drugs] are 10, 24 and 24 
times more likely, respectively, to acquire HIV compared with the general population ages 15 years and 
older. Transgender women are 49 times more likely to be living with HIV and prisoners are five times more 
likely to be living with HIV compared to other adults…. The limited population-based data that are available 
show that [HIV] testing and treatment coverage among key populations remains disproportionately low 
with no key population group close to achieving 90-90-90 targets.1  

of whom did not know 
their HIV status

million people living 
with HIV in 2018

37.9
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of whom did not know 
their HIV status

21% 
 

million people became 
milinfected with 

HIV in 2018

1.7
people died from 

AIDS-related 
illnesses

770,000

Furthermore, HIV prevention and treatment services for both the general population and key populations 
are not sufficiently taking into account women’s needs and priorities in many settings. Human rights-related 
barriers also persist; in 26 countries with recent population-based survey data, more than half of respondents 
expressed discriminatory attitudes towards people living with HIV.2 

ICASO’s response to this unacceptable situation is to continue working to fundamentally change the 
architecture of the HIV response – at the global level, country level and community level. We do this by 
collaborating with a large and diverse network of partners to bring civil society and community experts into 
key decision-making processes, and to insist that their voices be heard. We are grateful to the many partners, 
collaborators, funders and allies who have entrusted ICASO with this role, from our 1991 founding to the 
present day. We look forward to continuing to work with you until together we have ended the HIV epidemic.

Ben Plumley
Chair of the Board of Directors

Mary Ann Torres
Executive Director

––––––––––––
1. Wolf RC, Bingham T, Millett G, Wilcher R. Building the evidence base to optimize the impact of key population programming across the HIV cascade. 		   
	 Journal of the International AIDS Society 2018 Jul;21 Suppl 5:e25146.  

2. UNAIDS. Global AIDS Update 2019: Communities at the Centre. 2019. https://www.unaids.org/sites/default/files/media_asset/2019-global-AIDS-update_en.pdf
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ICASO IN 2018

Venezuela
In 2018, ICASO worked 

with ACCSI to create 
greater transparency on 
the HIV, TB and malaria 
epidemics in Venezuela, 
calling for international 

action.

Bolivia, 
Guyana, 

Honduras, Jamaica, 
Malawi, Tunisia

In 2018, ICASO provided technical 
assistance to civil society actors 

in six low- and middle-
income countries

 ICASO’S MISSION IS TO  
MOBILIZE AND SUPPORT DIVERSE  
COMMUNITY ORGANIZATION S 
AND NETWORKS TO CREATE A ND 
SUSTAIN EFFECTIVE RESPONS ES 
TO HI  V.

ICASO’S MISSION IS TO  
MOBILIZE AND SUPPORT DIVERSE 
COMMUNITY ORGANIZATIONS 
AND NETWORKS TO CREATE AND 
SUSTAIN EFFECTIVE RESPONSES 
TO HIV.

RWANDA •

•	CÔTE D’IVOIRE 

•	ARGENTINA

•	PARAGUAY

•	BRAZIL

•	GUYANA

•	HONDURAS

•	JAMAICA
•	MEXICO

COLOMBIA •

UKRAINE •
GREAT BRITAIN •

BOLIVIA •

PERU •

•	WASHINGTON DC

•	TORONTO
•	OTTAWA

•	TUNISIA

New York
In 2018, ICASO harnessed 

its good practice and lessons 
learned from UN High Level 

Meetings on HIV, to influence 
the first ever TB Political 

Declaration.

Amsterdam
In 2018, ICASO 

created platforms for 
community participation 

at the International 
AIDS Conference in 

Amsterdam.
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As the politics, funding and biomedical evidence 
base underpinning the response to HIV continued 
to change in 2018, ICASO maintained a clear 
course. Our work throughout the year fully 
embodied our mission: to mobilize and support 
diverse community organizations and networks to 
create and sustain effective responses to HIV.

This work took many forms and addressed many 
issues, including human rights- and gender-
related barriers, limited access to services for 
key populations, gaps in funding for national HIV 
responses, and the need for intensified community 
engagement in the United Nations High Level 
Meeting on Tuberculosis. Our outputs included 
reports, discussion papers, advocacy alerts, 
interventions in global policy fora, community 
training, and technical assistance to civil society 
organizations and community-led groups. ICASO 
championed community priorities and community 
capacity-strengthening in numerous activities 
associated with the 2018 International AIDS 
Conference, such as sponsoring the Robert Carr 
Research Award and Memorial Lecture, advising 
on the design of the Positive Lounge for conference 
delegates living with HIV, conducting a workshop 
on how “Undetectable=Untransmittable” can be 
translated into public health policy, organizing 
pop-up classes to disseminate key scientific 
information to community delegates, and 
presenting original research conducted with 
partners on HIV prevention funding gaps and on 
the humanitarian crisis in Venezuela. Additionally, 
ICASO staff engaged in extensive behind-the-
scenes negotiations throughout 2018 to facilitate 
cooperation and build consensus among a wide 
range of stakeholders in relation to key issues 
facing the global HIV community. 

The impact of these efforts could be seen in 
more inclusive decision-making processes, more 
prominent roles for community-based actors 
in local and national HIV responses, and policy 
outcomes that reflect community priorities. Three 
of our major success stories are highlighted as 
case studies in the pages that follow. 

Looking back at 2018, we celebrate these and 
other success stories of community-led change. 
We also celebrate new alliances beyond the 
HIV field and new ways of working to support 
the broader health and development agenda 
articulated in the Sustainable Development Goals.

Milawi
In 2018, ICASO 

worked with HREP to 
document successes 

and challenges in Global 
Fund community 

engagement.

•	MADAGASCAR

•	EGYPT

•	SOMALIA

RWANDA • •	KENYA

•	CÔTE D’IVOIRE 

UKRAINE •

AUSTRALIA •

•	NEPAL

•	RUSSIA

•	MYANMAR

NORTH KOREA •

•	THAILAND

•	PALESTINE
•	TUNISIA

Geneva
In 2017 and 2018, 
ICASO influenced 

UNAIDS PCB discussions 
with interventions on HIV 

prevention and the 
Venezuela crisis.
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ICASO ACCSI

En general, las condiciones de vida de la población venezolana empeoraron con respecto al año anterior, 
particularmente a la luz de un proceso de hiperinflación que ocasionó una pérdida importante del poder 
adquisitivo de las personas y su consecuente empobrecimiento. Según los resultados parciales de la Encuesta 
de Condiciones de Vida (ENCOVI)8 correspondientes al año 2018, realizada por 3 universidades venezolanas9, el 
94% de los hogares manifestó no tener suficientes ingresos para mantener su estándar de vida. El Fondo Monetario 
Internacional (FMI) ha proyectado que Venezuela cerrará el año 2019 con una inflación de 10.000.000%.10

Además, la producción y/o importación de alimentos sigue mostrando brechas importantes que se traducen 
en escasez y, consecuentemente, desnutrición de un sector importante de la población. En enero de 2018, 
UNICEF alertó que, aunque no había “(…) cifras exactas por la falta de información oficial sobre salud y nutrición 
hay señales claras de que la crisis está limitando el acceso a los niños a la asistencia médica, alimentos y 
medicinas,”11 mientras que la FAO alertó que Venezuela es el país de América Latina donde se registró el mayor 
crecimiento de la malnutrición.12 Según el Informe titulado “Panorama de la Seguridad Alimentaria y Nutricional 
2018” elaborado por FAO, OPS, UNICEF y WFP, Venezuela es hoy uno de los países con mayor número de 
personas subalimentadas en la región (3,7 millones, el equivalente a 11,7 % de su población).13

Persisten las distorsiones económicas, denunciadas desde por lo menos el año 2015,14 que son la causa del 
desabastecimiento de medicamentos tales como la negativa del Estado a honrar sus deudas con proveedores 
internacionales, lo cual ha impedido la entrada de materias primas importadas afectando severamente la 
producción local de fármacos. Lo anterior también se ve agravado por la permanencia del control de cambio y 
el estrechamiento de los mecanismos disponibles para la compra de divisas, obstaculizando la importación de 
productos terminados. A esto se unen la mala gestión, actos de corrupción y la negativa del Estado a realizar las 
compras necesarias de medicamentos para patologías crónicas de manera programada, predecible y estable, 
siendo el único habilitado para realizar tanto la compra como la distribución de los mismos. La militarización 
de la distribución de medicamentos y materiales médico-quirúrgicos en todos los hospitales públicos del país 
desde el año 2016,15 ha sido un factor que ha influido en estas irregularidades.

Las deficiencias del sistema de salud y su impacto sobre el bienestar de la población venezolana y de países 
vecinos como Colombia y Brasil, continuaron profundizándose. Según el Informe Nacional sobre la Emergencia 
Humanitaria Compleja, publicado en septiembre de 201816 por varias organizaciones no gubernamentales 
venezolanas, al menos 60% de la asistencia médica disponible en 2011 se perdió entre 2012 y 2017, en tanto 
que unos 18,7 millones de personas con las condiciones de salud de mayor prevalencia, incidencia y mortalidad 
no contaban con acceso garantizado a diagnósticos ni a tratamientos. 

Venezuela fue catalogada como el país de peor rendimiento malárico del mundo en el 2016. El gobierno de 
Venezuela reportó 414.527 casos en el 2017, sin embargo, la Organización Mundial de la Salud en su reporte 
mundial para el mismo año estimó para el país 519.109 casos y 456 muertes. Por primera vez en la historia 
contemporánea, Venezuela fue responsable del 53% de los casos y el 80% de las muertes por malaria en todo 
el continente americano para el año 2017 [Ver Gráfico 1]. Cabe destacar que estos reportes oficiales no incluyen 
todos los casos de malaria del país. Se estima que solo un 40-50% del total de los casos son reportados, 
excluyendo un porcentaje creciente de recaídas, recrudescencias, subregistros y automedicados. 

Estimaciones preliminares indican un aumento de la morbi/mortalidad malárica en el 2018. Dichos incrementos 
representan niveles históricos en el país y en el continente americano, estimándose entre 600-700 mil casos 
nuevos (total de casos estimados en 1.2 millones) y 1054 muertes. Los grupos nacionales e internacionales 
pertenecientes a las sociedades científicas, academia, organizaciones no gubernamentales y poblaciones 
afectadas por la malaria continúan denunciando y manifestando la falta de transparencia en la información 
epidemiológica y la ausencia de planes de acción efectivos, que permitan controlar la actual epidemia dentro 
del contexto de la emergencia humanitaria compleja. Se registraron brotes de difteria y sarampión, lo cual obligó 
a países vecinos a reforzar los mecanismos de vigilancia y prevención ante los mismos, de cara a la migración 
venezolana18 [ver gráfico 2].

Las autoridades se han negado a reconocer las 
dimensiones y la gravedad de la crisis en materia de 

cuidados médicos, alimentación y servicios básicos, por lo 
que las medidas que han adoptado no han sido suficientes.

Michelle Bachelet, Alta Comisionada de las Naciones Unidas para los Derechos Humanos en el 
40º periodo de sesiones del Consejo de Derechos Humanos (20 marzo 2019). 17

Gráfico 1: Proporción de Casos Estimados de Malaria. América Latina y el Caribe. 2017

   Venezuela

   Brasil

   Colombia

   Peru

   Haiti

   Guyana

   Nicaragua

   Otros paises

53%

8%

7%

3%

3%1%
2%

22%

TRIPLE 
PELIGRO

Actualización_
(abril 2019)

C A S E  S T U D Y  I N  C H A N G E

EVIDENCE-INFORMED ADVOCACY IN 
HUMANITARIAN EMERGENCY CONTEXTS: 

VENEZUELA

SITUATION

The collapse of the Venezuelan economy amid 
ongoing political instability has resulted in a 
complex humanitarian crisis. With the health 
system in ruins, progress against HIV has been 
rapidly reversed, and stock-outs of antiretroviral 
medicines are threatening the lives of tens of 
thousands of people living with HIV. In 2017, 
ICASO took urgent measures to support 
Venezuelan civil society organizations that are 
addressing this situation and to call attention to 
the impact of the crisis on Venezuela’s epidemics 
of HIV, tuberculosis and malaria.

RESPONSE

In 2018, ICASO continued working to mobilize 
international support for health services in 
Venezuela, publishing two widely read updates to 
its December 2017 report, Triple Threat: Resurging 
Epidemics, a Broken Health System, and Global 
Indifference to Venezuela’s Crisis. ICASO utilized 
the July 2018 International AIDS Conference, 
attended by more than 15,000 people, to cast 
a spotlight on the situation through a number of 
high-profile activities. ICASO and its allies worked 
behind the scenes throughout 2018 to encourage 
key health and development actors to recognize 
the HIV prevention and treatment needs of people 
in Venezuela as an important dimension of the 
humanitarian crisis. ICASO also publicized the 
advocacy and watchdog efforts of Venezuelan 
civil society organizations working on these 
issues, including the campaign to get antiretroviral 
medicines to people living with HIV whose 
treatment had been interrupted by widespread 
stock-outs.
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Sarampión en Venezuela19

Casos en 2018 (hasta semana 
epidemiólogica 40)

• Casos confirmados: 5,525

• Casos fatales: 73
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ICASO ACCSI

Gráfico 2: Sarampión en Venezuela (tomado de presentación del Dr. Alejandro Arenas-
Pinto al Canning House (Londres, Reino Unido) en febrero 2019.

Frecuentes cortes al suministro eléctrico, telefonía móvil, internet y agua dificultaron aún más la labor de los 
establecimientos públicos de salud. Las mismas condiciones de precariedad tanto en infraestructura como 
en dotación de insumos y medicamentos, así como los bajos sueldos y las condiciones de inseguridad en los 
recintos hospitalarios, han motivado la salida de Venezuela de numerosos profesionales, incluyendo médicos, 
bioanalistas y enfermeras, entre otros. Por ejemplo, el 34% de los 66.138 médicos registrados para el año 2014 
han emigrado de Venezuela, lo cual equivale a unos 22.500.20

En este contexto de emergencia humanitaria compleja que ha afectado la cotidianidad y el nivel de vida de 
las personas en Venezuela, las organizaciones de la sociedad civil, tanto dentro como fuera del territorio, han 
desempeñado un papel crucial no sólo en monitorear y documentar las situaciones de vulneración de derechos, 
sino en denunciar a lo interno y a nivel de mecanismos internacionales de vigilancia dichas vulneraciones. Más 
importante aún, las organizaciones de la sociedad civil han jugado un rol decisivo en movilizar apoyos y ofrecer 
asistencia a poblaciones vulnerables, tratando en lo posible de cubrir las brechas causadas por la inacción 
del Estado. Un área importante donde este trabajo también ha sido decisivo es en el levantamiento de datos 
que permitan conocer la situación real en distintas áreas como salud, educación y nutrición ante el silencio 
epidemiológico (el último boletín epidemiológico correspondiente al año 2016 fue publicado en mayo 2017) y la 
ausencia general de cifras oficiales, situación que viene ocurriendo desde el año 2013.  

En enero y febrero del 2018 se reportaron 285 y 306 
fallecidos respectivamente que recibían regularmente 

hemodiálisis, para totalizar 2.486 muertos entre octubre 
2017 y junio 2018

Fuente: https://armando.info/Reportajes/DemoPrivado/2498

- 6 - 
 
Pan American Health Organization •  http://www.paho.org/ • © PAHO/WHO, 2018 

updated periodically on the U.S. Centers for Disease Control and Prevention (CDC) 
website, available at: https://bit.ly/2iMFK71. 
 
In Venezuela, since confirmation of the first measles case in EW 26 of 2017 until EW 40 of 
2018, a total of 7,524 suspected cases, including 6,252 confirmed measles cases (727 in 
2017 and 5,525 in 2018), have been reported (Figure 6). The cases in 2018 were confirmed 
by laboratory (1,826), clinical diagnosis (3,181), and epidemiological link (518).   
 
The national incidence rate is 17.4 per 100,000 population, and the states with the highest 
incidence rates are Delta Amacuro (204.4 per 100,000 population), the Capital District 
(124.9 per 100,000 population), and Amazonas (85.6 per 100,000 population). A total of 75 
deaths were reported, 2 in 2017 in Bolivar and 73 in 2018 (37 in Delta Amacuro, 27 in 
Amazonas, 6 in Miranda, and 3 in the Capital District).  
 
Figure 6. Reported measles cases by EW of rash onset. Venezuela. 2017-2018 (until EW 40) 
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Source: Venezuela Ministry of Popular Power for Health data and reproduced by PAHO/WHO 
 
Health authorities in Venezuela have implemented a series of vaccination strategies 
aimed at interrupting the circulation of the virus, including indiscriminate vaccination of 
children aged 6 months to 15 years with the measles-rubella (MR) vaccine, and selective 
vaccination of contacts of suspected and confirmed cases up to 39 years old. 
 
Measles in indigenous communities  
 
In Brazil, in Roraima State, a total of 158 suspected cases have been reported among 
indigenous populations, of which 143 were confirmed. The majority of cases are from the 
Auaris Indigenous Health District which borders Venezuela. In addition, Amazonas State 
reported 15 suspected cases among indigenous populations, of which 2 were discarded 
and 13 are under investigation.  
 
In Venezuela, cases in indigenous communities have been detected since EW 1 of 2018. 
As of EW 40 of 2018, there have been 516 confirmed measles cases, including 67 deaths, 
among indigenous populations in Amazonas (170 cases, of which 135 were in Sanema, 24 
in Yanomami2, 3 in Yekuana, 3 in Baniva, 3 in Piapoco, 1 in Chaima, and 1 in Yeral ethnic 
groups), Delta Amacuro (324 cases, all in the Warao ethnic group), and Monagas (22 
cases of which 20 were in Warao, 1 in Chaima, and 1 in Eñepa ethnic groups). Of the 67 

                                                           
2 According to previous data provided by national authorities, between EW 11 and EW 27 of 2018, there 
were 126 confirmed (by laboratory and/or epidemiological link) cases reported, including 53 deaths, in 
the Yanomami municipality of Alto Orinoco, Amazonas State in Venezuela. 
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Gráfico 7: Distribución de recursos previstos para tuberculosis en el plan maestro (a 3 años)
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   Gráfico 5: Distribución de recursos previstos para VIH en el Plan Maestro (a 3 años)

Pautas de tratamiento para adultos
* Inicio de tratamiento por primera vez (Primera linea de tratamiento)

Tuberculosis:
 

• Casos de tuberculosis para 2017 (10.185, según datos preliminares) aumentaron en 41% con 
relación a lo reportado en 2014 (6.063 casos);

• Aumento concentrado en hombres entre 15 y 34 años, población económicamente activa;

• Casi el 25% de todos los casos se concentran en dos grupos vulnerables: personas privadas de 
libertad (15.7%) y pueblos indígenas (6.8%); 

• Entre 2014 y 2017 el número de casos de TB-DR casi se duplicó, pasando de 39 a 79 casos. 

• La coinfección TB/VIH para 2017 fue de 4.8% y la asociación de TB y diabetes del 5% con 
tendencia al aumento;

• Mortalidad por TB se ha mantenido alrededor de 2.2 por 100.000 habitantes desde 2009. Sobre 
esto, el Plan Maestro señala que a la luz de estas cifras “(…) será difícil que el país alcance los 
hitos y metas establecidos en la Estrategia Fin de la TB, a no ser que se implementen medidas 
urgentes y efectivas para revertir la actual tendencia.”

• Se evidencia desabastecimiento de insumos críticos de laboratorio para el diagnóstico y 
seguimiento del TB.

 
Un poco más de la mitad de los recursos previstos en el Plan Maestro para tuberculosis serán invertidos en la 
adquisición de insumos y equipos de laboratorio [ver Gráfico 7].  

CONTEXTO POBLACIÓN ESQUEMA PREFERENTE ESQUEMA ALTERNATIVO

Personas
que inician
tratamiento

Hombres

TDF / 3TC / DTG
(coformulado)

ABC / 3TC + DTG*
o

TDF / FTC+ATV / r
o (LPV / r)

o
ABC / 3TC+ATV / r

o ( LPV / r)

Mujeres (no en edad fértil, o 
usan contracepción de forma 

consistente o no quieren 
quedar embarazadas)

Mujeres (en edad fértil
o no usan contracepción

de forma consistente)
TDF / FTC / EFV

ABC / 3TC+ATV / r
o ( LPV / r)

Mujeres embazadas++ TDF / FTC + ATV / r
o (LPV / r)

(*) Aproximadamente 2% personas con contraindicación a TDF.
(++) Las mujeres embarazadas podrán usar DTG/3TC/TDF luego de la 8va semana de gestación.
Notas: Uso de DTG en personas con TB: DTG 50mg BID.
El 3TC puede utilizarse en lugar de FTC y viceversa.

Gráfico 6: Pautas de tratamiento para adultos, incluyendo embarazada, tomado de la Guía Práctica de 
Tratamiento Antirretroviral para Personas con VIH46
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   Prevencion

   Fortalec imiento servicios de salud
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63%20%
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There is a 
government policy 
to leave people 
with chronic health 
conditions without 
medicines in stock 
and then deliver 
them in exchange 
for votes during 
electoral periods.
Coalición de organizaciones por la 
defensa del derecho a la salud y a la 
vida (CODEVIDA)

For more information on ICASO’s work 
in Venezuela, please visit our website at 
http://icaso.org/venezuela/

RESULTS 	

ICASO’s efforts helped to galvanize a much 
stronger response. In September 2018, the Global 
Fund to Fight AIDS, Tuberculosis and Malaria 
allocated US$5 million in emergency assistance 
for Venezuela. The impact of ICASO’s advocacy 
reached well beyond the HIV field, with other 
health and development actors recognizing that 
Venezuela’s HIV epidemic, far from being under 
control, is one of numerous health issues that 
continue to require the urgent intervention of the 
international community. ICASO has continued 
to contribute to the on-the-ground response in 
Venezuela, with the focus shifting to monitoring the 
availability of drugs procured with the Global Fund 
donation. ICASO is also building on its success to 
bring about greater data transparency in relation to 
Venezuela’s resurgent malaria epidemic.

CONCLUSION

Effectively addressing HIV in the midst of Venezuela’s 
humanitarian crisis requires understanding the 
interplay between political instability, economic 
turmoil, poverty, immigration, foreign intervention 
and other complex factors. At a time when there 
are widespread calls for the global HIV response to 
become better integrated into the broader health 
and development landscape, ICASO’s efforts to 
support the people of Venezuela demonstrate its 
readiness to lead in taking this approach.



Understanding U=U for 
women living with HIV
ICASO Community Brief
September 2018

 

Understanding U=U for women living with HIV
ICASO Community Brief

Understanding U=U for women living with HIV
ICASO Community Brief

8 9

Pregnancy
Women* living with HIV have the right 
to self-determination and the power 
over their own bodies and to support 
to make informed choices in regard to 
pregnancy and childbirth.

Research from over two decades ago 
demonstrated that when a woman* 
living with HIV is virally suppressed 
prior to contraception and remains 
undetectable throughout their 
pregnancy there is virtually no vertical 
transmission of HIV from a mother to 
her infant. 

Our bodies were the first testing 
grounds to demonstrate U=U (although 
not described as U=U at the time). 

In 1996, women* living with HIV were the subjects 
of the first research studies that showed a 66% 
decrease in transmission when treatment was used 
as the prevention from mother to child. 

Providing women and their infant AZT during labor 
and delivery became the backbone of all early 
Prevention of Mother to Child Transmission (PMTCT) 
programs globally. PMTCT has been updated and is 
commonly referred to as the Elimination to Mother 
to Child Transmission (EMTCT). However, Vertical 
Transmission is the term that many community 
members prefer because it does not place blame on 
women* living with HIV who have or may give birth. 
Early commencement of treatment has impacted 
women* who want to become pregnant and give birth 
by providing them with an assurance that a vaginal 
birth is not a risk to their unborn child.    

2 . 

Women* living with HIV who are virally suppressed are 
often free to choose the method of delivery they desire. 
In some cases, they also have access to support 
programs that strongly recommend that women* 
living with HIV have access to treatment prior to their 
pregnancy and after their child is born. This is based 
upon the body of research that clearly demonstrates 
that healthy mothers have healthy families.

There have been important strides for pregnant women* 
living with HIV that has resulted in a nearly 0% chance 
of vertical transmission when a woman* has been on 
treatment before and during the birth of her baby. We 
encourage an expanded U=U dialogue that includes 
of the importance of applying the U=U message to the 
complexity of choices associated with pregnancy. 

Without question, the U=U message has direct 
relevance to the very important life experience for 
women* globally who want to become pregnant and 
give birth. The U=U campaign has the volume to make 
our voices heard. 

The misconception is that women* can have sex and 
have a baby and everything will be fine, this is both 
true and not. While babies are born without HIV to 
women* living with HIV without treatment intervention, 
the dominant view is that women’s* bodies continue 
to be seen as the conduit of potential transmission 
to their children and our choices about treatment 
commencement and interruptions are often taken away 
from us. 

Women* living with HIV are profoundly impacted by the 
HIV stigma and discrimination that continues to exist 
across health care settings and communities in every 
nation. The U=U message provides a challenge to the 
undue, unnecessary and constant surveillance and 
correction by health care workers of the bodies and 
choices of women* living with HIV. 

“U=U gives us one more
argument as a woman living

with HIV to realize our right to
motherhood. Despite the facts
proved many years ago, that

women living with HIV who have
an undetectable viral load, can

bear healthy HIV negative children,
we still face discrimination with

regard to our reproductive rights.
we must include information about
U=U in all consultations concerning

sexual and reproductive health.
Being undetectable eliminates

transmission risks in discordant
couples who want to conceive a
child. This is an opportunity to

conceive a child naturally, which
means putting all your love and

tenderness into it”
K A Z A K H S TA N

“We knew in the nineties that 
women who were on treatment could 
prevent vertical transmission to their 
children. We knew and created U=U 

before it was ever a thing, but because 
we were women no one listened to us”

C A N A D A 

“It affects women in relation to 
motherhood, giving them the possibility 

of giving birth without the risk  
of passing on HIV through a 

vaginal delivery” 
PATA G O N I A

“For me, this is the confidence
in the future and the actual and clear

confirmation of the safety and health of
my husband and children”

U K R A I N E

“It gives us the security of
exercising the right to motherhood

without fear and without guilt”
C O S TA  R I C A

“U=U gives a mother a relief from the 
fear and a feeling of peace, because 

they know they won’t infect their baby” 
R W A N D A

“There is now no fear of natural 
conception, of transmitting the virus 

to the baby during pregnancy or 
when breastfeeding. We can enjoy 

motherhood like any other mother and 
the assurance that baby will be  

born negative”
K E N YA
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C A S E  S T U D Y  I N  C H A N G E

U=U FOR WOMEN
RESULTS

ICASO published the brief in September 2018 in 
partnership with the Australasian Society for HIV, 
Viral Hepatitis and Sexual Health Medicine; Positive 
Women Victoria; and the National Association of 
People with HIV Australia. The brief was launched at 
the 2018 Australasian HIV and AIDS Conference and 
is available in English and Russian. It discusses how 
the U=U message and movement are significant 
to women in relation to sexuality, pregnancy, 
breastfeeding, access to health care, and other 
issues. ICASO and its large network of allied civil 
society organizations have extensively publicized 
and disseminated the brief. The brief sparked debate 
among civil society and community actors, creating 
an opportunity for ICASO to further emphasize 
the need for advocacy to be informed by the best 
available scientific evidence. 

CONCLUSION

There is strong demand from women living with 
HIV and the organizations that serve them for the 
U=U movement to more explicitly take into account 
women’s unique needs. The scientific and public 
health communities are failing to provide effective 
leadership on U=U for women, most notably in regard 
to the issue of whether women with undetectable 
HIV should breastfeed. As noted in the brief:

For many mothers living with HIV, there continues 
to be a disconnect between medical evidence, 
breastfeeding guidelines, cultural practices and public 
health approaches to the risks and harms in relation to 
breastfeeding. … There is a fear on the part of women 
living with HIV that they will not receive all the information 
on breastfeeding, nor will they receive appropriate 
social or medical support if they express their desire 
to breastfeed. … This prevents women living with HIV 
from having the information they require to make their 
own informed decisions and choices that may affect 
the future health of their children and families.

SITUATION

In recent years, the community-driven U=U 
(undetectable equals untransmittable) movement 
has been hugely successful in publicizing the 
scientific finding that people living with HIV who are 
taking antiretroviral therapy and have undetectable 
viral loads are not at risk of sexually transmitting HIV 
to their partners. However, little attention has been 
given to how the current U=U messaging applies 
to women’s experiences or how women’s needs 
should inform U=U initiatives.

RESPONSE

ICASO spearheaded the development of a 
community brief, Understanding U=U for Women 
Living with HIV. A team of women living with HIV 
authored the brief with guidance from a global 
community advisory committee, also made up 
of women living with HIV. The brief drew on 
stories from more than 65 women living with HIV 
worldwide and on two community consultations 
held in conjunction with the 2018 International AIDS 
Conference in Amsterdam. 

A full version of the report  
can be downloaded here
www.icaso.org/uequalsuwomen
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C A S E  S T U D Y  I N  C H A N G E

STRENGTHENING 
CIVIL SOCIETY 
THROUGH 
TECHNICAL 
SUPPORT
SITUATION

The Global Fund to Fight AIDS, Tuberculosis and 
Malaria strongly encourages civil society actors to 
engage in the country-level processes that shape 
national HIV, tuberculosis and malaria programs. 
The complexity of the Global Fund’s funding model 
can make it challenging for civil society actors to 
engage in ways that achieve results in line with 
community priorities. Meaningful community 
engagement in the design, implementation, and 
monitoring of Global Fund grants is essential for 
achieving results.  

RESPONSE 	

With input from key civil society representatives, 
including ICASO, the Global Fund has developed 
several strong technical assistance programs. 
Through these programs, ICASO is a pre-
qualified civil society technical assistance provider, 
deploying experienced consultants to work with 
organizations and coalitions that are seeking to 
engage in Global Fund-related processes. ICASO 
specializes in assignments related to human rights, 
sustainability, and the meaningful engagement 
of key populations. In 2018, ICASO provided 
technical assistance to civil society actors in six 
low- and middle-income countries.

Technical Assistance
For Improved Community, Rights and Gender Components in Global Fund Grants and Processes

	 ICASO	believes	that	effective	responses	to	HIV,	TB	and	malaria	are	built	on	 
	 meaningful	engagement	of	communities	in	decision-making	and	service	delivery.

	 For	more	than	25	years,	ICASO	has	provided	technical	and	financial	assistance	to		 	
	 support	the	meaningful	engagement	of	communities.

For Effective Technical Assistance

Partnership
We work with communities to identify  
needs, develop a plan of action, and  
execute solutions.

Flexibility
We understand that plans change. Our 
support is always adaptable to new or 
emerging circumstances.

Innovation
As the funding model evolves, so too should 
our strategies. We are not afraid to try new 
things.

Documentation
Sharing challenges and success stories is 
key. We help capture your work and tell  
your story.

Our People – At a Glance

Experts
Our consultants come from communities. 
This is critical for true peer-to-peer technical 
assistance.

Languages
English, Spanish, French, Russian, Portuguese, 
Arabic, Swahili, Shona, Hindi, Urdu, Gujarati, 
Tagalog, Zulu, Mandarin.

Countries
In Africa, Latin America & Caribbean, the Middle 
East, Asia-Pacific and Eastern Europe and 
Central Asia.

Areas of Core Expertise
Our consultants have a diverse range of 
skillsets, expertise and first-hand experience 
(see the Figure below).

ICASO CONSULTANTSICASO PRINCIPLES

39

14

24

10

# of ICASO Consultants with Relevant Skills and Experience

ICASO EXPERTISE

Sustainability and transition processes

Adolescent and young key vulnerable populations

Community-based monitoring and feedback 

Program design for key and vulnerable populations

Community-led responses to TB

Community responses and systems for health

Gender equality

Community-led responses to malaria 

Adolescent girls and young women

Human rights barriers to accessing health services

16
23

5
5

19
36

23
18

31
36

A full version of the report can be downloaded here
http://icaso.org/wp-content/uploads/2019/02/ICASO-TA-
Overview-v5.pdf
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RESULTS 	

In Bolivia, ICASO supported sustainability and 
transition processes by uniting HIV, tuberculosis and 
malaria activists and implementing activities in the 
civil society social dialogue work plan. 

In Guyana, ICASO supported transgender 
communities working to identify and articulate their 
programmatic priorities. 

In Honduras and Jamaica, ICASO was instrumental 
in ensuring strong baseline assessments for 
the Breaking Down Barriers initiative, reviewing 
current programs, and defining an optimal suite of 
interventions to take to scale. In both countries, 
ICASO led the convening of multi-stakeholder 
meetings and contributed to the development of 
national plans to address human rights-related 
barriers to accessing HIV services.

In Malawi, 2018 saw the fruition of efforts driven 
by three years of ICASO technical assistance. As 
documented in the December 2018 ICASO report, 
No Such Accountability on the Ground, communities 
credit ICASO’s support with bringing about a major 
increase in the amount of Global Fund funding 
requested for key and vulnerable populations. 
The next step in ICASO’s collaboration with the 
Malawian partners will be working to monitor grant 
implementation and ensure effective service delivery. 

In Tunisia, ICASO contributed to the design of 
human rights programs proposed in Global Fund 
grants. This helped the country make effective use 
of the additional catalytic funding it was allocated to 
address human rights-related barriers to accessing 
HIV services. 

CONCLUSION

In 2018, as in previous years, ICASO’s technical 
support contributed to making Global Fund grants 
more efficient and effective, making national HIV 
responses more sustainable, and ensuring that HIV 
programs are informed by – and responsive to – the 
specific needs and priorities of communities.

PAGE 5

Community engagement and the Global Fund.  
A briefing for the incoming Executive Director of the Global Fund

  

‘In recent 
years, evidence 
has shown 
Malawi to be a 
regional leader 
in fostering 
community 
engagement 
in Global Fund 
processes’
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HIV prevalence is elevated among key and vulnerable 
populations, especially men who have sex with men 
(MSM), sex workers, and adolescent girls and young 
women (AGYW). Development partners contribute 
more than 80% of all HIV funding in the country. For 
the 2017-2019 funding cycle, the Global Fund to Fight 
AIDS, Tuberculosis and Malaria made $450.5 million 
available to Malawi for the three diseases.  

Community voices and leadership in governance, 
implementation and oversight of Global Fund-
supported programs is essential to achieving lasting 
impact. In Malawi, there are several structures that 
facilitate and coordinate community engagement, 
including the Country Coordinating Mechanism and 
the Malawi Network of AIDS Service Organizations 
(MANASO). 

In recent years, evidence has shown Malawi to be a 
regional leader in fostering community engagement 
in Global Fund processes. However, there has been 
very little comprehensive documentation of these 
processes, making it difficult to assess the impact of 
such community engagement activities. 

In 2017, ICASO supported a local partner—Health 
and Rights Education Programme (HREP)—to facilitate 
meaningful and impactful community engagement in 
Global Fund processes in Malawi.
 
This appraisal documents key outcomes of community 
engagement during Malawi’s funding request 
development process for the 2017-2019 Global Fund 
cycle. Chiefly, it analyses: (1) The level of funding 
requested for key program areas; (2) The quality of 
program design; (3) The inclusion of community-
articulated priorities in the funding request; and 
(4) Community-identified successes, challenges, 
and opportunities to improve their Global Fund 
engagement. 

In total, $10.28 million was requested for sex workers, 
men who have sex with men and prisoners in the 
2017-2019 cycle, compared to $1.23 million in 
the 2014-2016 cycle. The amount of funding for 
adolescents and youth also increased dramatically. 
Allocation funding for community systems 
strengthening remained largely the same, at around $2 
million in both funding cycles. 

There are clear improvements in program quality in 
the 2017-2019 funding request, compared to the 
previous cycle. The 2017-2019 request significantly 
scales up services for key populations (both in terms 
of reach targets and geographies covered) and defines 
tailored service packages for these groups—distinct 
from general population programs. It also augments 
the basket of services offered to adolescent girls and 
young women to include gender-based violence.  

Community priority-setting and advocacy is linked 
to these improvements. With support from ICASO, 
a broad consultative process was led by HREP and 
MANASO. Of the 26 priorities set by communities, 
16 were either fully or partially included in the final 
submission to the Global Fund. Many priorities related 
to key and vulnerable populations were included. 
However, priorities to monitor treatment stock outs and 
develop community scorecards were not taken  
on board. 

From key informant interviews, communities credit 
the wide and inclusive consultation process with 
many of these advocacy “wins”. The involvement of 
women- and prison-focused civil society organizations 
contributed to the inclusion of these priorities. 
However, significant gaps remain. There is a dire 
need for improved coordination, advocacy capacity, 
funding flexibility and community monitoring support. 
If recommendations are heeded, it is hoped that 
accountability will increase and the Global Fund’s 
grants to Malawi will be more effective and efficient.

Executive Summary Malawi is home to approximately 1 million 
people living with HIV, equating to a prevalence 
of 9.6% among adults age 15-49 years. 
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Malawi࢝ 

  

“No Such 
Accountability  
is Available on  
the Ground”
A Rapid Appraisal of Community 
Engagement in Malawi’s Global  
Fund Processes _
From the International Council  
of AIDS Service Organizations (ICASO)

December 2018
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FINANCES
ICASO’S MISSION IS TO M OBILIZE 
AND SUPPORT DIVERSE COMMUN ITY 
ORGANIZATIONS AND NETWORKS TO CR EATE 
AND SUSTAIN EFFECTIVE RESPONSES TO  HIV.

ICASO’S MISSION IS TO MOBILIZE 
AND SUPPORT DIVERSE COMMUNITY 
ORGANIZATIONS AND NETWORKS TO CREATE 
AND SUSTAIN EFFECTIVE RESPONSES TO HIV.

Statement of Financial Position 
As at December 31, 2018

2018 2017

ASSETS
CURRENT
Cash $379,766 $573,475
Short-term investments $980,250 $1,415,298
Accounts receivable $45,783 $23,678
Prepaid expenses and deposits $4,308 $8,238

$1,410,107 $2,020,689
CAPITAL ASSETS $5,568 $6,470

$1,415,675 $2,027,159

LIABILITIES
CURRENT
Accounts payable and accrued liabilities $26,489 $85,123
Funds held in trust $145,744 -
Deferred contributions $372,238 $1,135,289

$544,471 $1,220,412

NET ASSETS
UNRESTRICTED $431,873 $366,514
INTERNALLY RESTRICTED $433,763 $433,763
INVESTED IN CAPITAL ASSETS $5,568 $6,470

$871,204 $806,747
$1,415,675 $2,027,159

COMMITMENTS 
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Statement of Operations 
Year Ended December 31, 2018 

2018 2017
REVENUES
Grants and contributions $1,025,760 $1,323,878
Foreign exchange gain $81,092 -
Interest $22,621 $12,393
Event tickets $21,087 -
Other $10,470 $7,646

$1,161,030 $1,343,917

EXPENSES
Salaries and benefits $515,499 $464,172
Professional fees $276,909 $208,579
Global, regional, and country technical support $104,891 $420,966
Travel and accommodation $81,563 $54,198
Travel - meetings held abroad $49,005 $11,927
Occupancy $38,136 $48,532
Office and general $25,617 $23,800
Amortization of capital assets $4,953 $6,463
Foreign exchange loss - $74,537

$1,096,573 $1,313,174
EXCESS OF REVENUES OVER EXPENSES $64,457 $30,743
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The International Council of AIDS Service Organizations (ICASO) is a Canadian organization that acts as a 
global policy voice on HIV issues that impact diverse communities around the world. Our advocacy work 
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collaborative partnerships with people and organizations in all regions and various sectors, always with a view 
to serving and empowering communities. www.icaso.org 
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