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The experiences of women living with HIVIAIDS were studied by means of 

the analysis of how a government and non-governmental project have improved 

their lives. In Colombia, the ratio of infected men to infected women was 7:1, in 

2002, indicating great women suffering from HIVIAIDS. In-depth, semi- 

structured, open-ended interviews were applied to explore women's journeys, 

their relationship to health services and their experiences of stigmatization and 

discrimination. Women involved participate in the Sunflower Project, a grassroots 

initiative also called the Colombian Network of Women Living with HIVIAIDS, and 

the Mother-to-Child-Transmission Project, a government initiative. Examinations 

of the programs outcomes show the need for more information; education and 

empowerment allow women to continue their journeys towards self- 

determination. Findings highlight women perceptions of life improvement with 

social network support and economic stability as a result of their participation in 

these projects. Such projects are essential for women with AIDS. 

Keywords: HIVIAIDS; Women with HIVIAIDS; HIVIAIDS projects; Colombia and 

HIVIAIDS; Latin America and HIVIAIDS, Colombia. 

Subject Terms: Social support and HIVIAIDS, women support and HIV, women 

support with AIDS, Social support in Colombia 



A traves de las experiencias de mujeres viviendo con VIH/SIDA se 

analizaron dos proyectos, uno gubernamental y otro no gubernamental, denominado 

Proyecto Girasol, a fin de conocer como estos proyectos mejoran la calidad de vida de 

las mujeres positivas en Colombia. Mientras se considera el VIHISIDA como epidemia 

concentrada en hombres que tienen relaciones con hombres, al 2002 las infecciones 

hombre-mujer eran de 7.1, y para el 2005 era de 4:1, esto indica que las mujeres son 

afectadas en gran medida por el VIHISIDA. Entrevistas semi-estructuradas y abiertas 

sirvieron para explorar las relaciones de estas mujeres con 10s servicios de salud, la 

estigmatizacion y discrirninacion de que son objeto y otras experiencias vividas. Las 

mujeres participantes han estado vinculadas al Proyecto Girasol, conocido tambien 

como la Red Nacional de Mujeres Positivas y el Proyecto de Transmision de Madre a 

Hijo. Al revisar 10s logros obtenidos por 10s proyectos se encontro que es necesaria 

mas informacion, educacion y empoderamiento que les permita a las mujeres su propia 

autodeterminacion y continuar con su vida y el cuidado de su familia. Asi mismo, 10s 

hallazgos demuestran que es indispensable fortalecer la red social de apoyo y realizar 

proyectos economicamente sostenibles que les asegure a las mujeres un ingreso 

permanente. En resumen las mujeres obtuvieron mejoramiento de su calidad de vida 

gracias al apoyo social y mejoraron su estabilidad economica, como resultado de su 

participation en estos proyectos que son esenciales para mujeres viviendo con 

VIHISIDA. 

Palabras claves: VI HISIDA; Mujeres y VIHISIDA; proyectos de VIHISIDA; Colombia 

y VIHISIDA; VIHISIDA en Latinoamerica. 



Resumen para el Lector 

El siguiente trabajo presenta las experiencias de mujeres viviendo con VIHISIDA 

en Colombia. Como introduccion al tema se esboza la situation de las mujeres viviendo 

con VIHISIDA en todo el pais y en un marco especifico se analizan las acciones que se 

han realizado en Colombia desde que se presentara el primer caso de VIHISIDA en una 

mujer en 1983. Para el 2005 la infeccion hombre-mujer fue de 4:1, indicando como las 

mujeres son afectadas por el VIHISIDA. Dentro de las acciones gubernamentales la 

Ley 100 o reforma de salud elimina el programa nacional de SlDA y coloco el VIHISIDA 

con las otras enfermedades transmisibles, escaso presupuesto, y la fusion del Ministerio 

de Salud y el Ministerio de Trabajo y Seguridad Social redujeron el personal. De otra 

parte, las funciones de promocion y prevencion fueron delegadas a las Entidades 

Promotoras de Salud que hasta el momento de esta investigacion no las estaban 

ejecutando forzando al gobierno a decretar nuevas normas que obliguen al 

cumplimiento de la ley. Las historias muestran 10s inconvenientes en la atencion en 

salud; la universalidad y equidad del servicio de salud incluidas en la Ley 100 no llega a 

la totalidad de la poblacion; igualmente a pesar que el suministro de medicamentos ARV 

para 10s pacientes con VIHISIDA s e g h  decreto 282 no esta a disposicion de 10s 

pacientes en forma integral. Ademas de recoger la informacion sobre las acciones de 

gobierno, este trabajo revisa la participacion de organizaciones no gubernamentales 

que han existido desde la aparicion del primer caso de VIHISIDA en Colombia y las 

acciones donde estos grupos han sido clave en la obtencion de logros tales como el 

reconocimiento de 10s derechos y deberes de las personas viviendo con VIHISIDA y la 

inclusion de medicamentos ARV dentro del plan de salud y la red de apoyo y educacion 

que han brindado a la comunidad. De la misma manera se reconoce el invaluable 



trabajo de estas organizaciones, algunas de ellas de muy coda existencia per0 de gran 

valor para las personas viviendo con VIHISIDA. 

De otra parte, mediante entrevistas semi-estructuradas y abiertas con mujeres 

viviendo con VIHISIDA, ellas compartieron sus historias de vida que sirvieron para 

explorar el camino andado por estas mujeres, sus relaciones con 10s servicios de salud, 

la estigmatizacion, discriminacion y otras experiencias vividas a partir de su diagnostico 

como VIH positivas, sus relaciones con la familia, y con grupos de apoyo especialmente 

el proyecto Girasol, sus comentarios sobre educacion y promocion en salud y lo que 

perciben para el futuro. Las mujeres participantes han estado vinculadas con el 

Proyecto Girasol - conocido tambien como la Red Nacional de Mujeres viviendo con 

VIHISIDA que realiza sus acciones de apoyo y que ha venido trabajando de mujer a 

mujer desde su conformacion como organizacion de base en 1997. Girasol trabaja en 

todo el pais y tiene representantes en cada una de las regiones geograficas 

colombianas brindando apoyo social a otras organizaciones e instituciones 

gubernamentales, especialmente al proyecto de Transmision de Madre a Hijo. Este 

ultimo es una iniciativa del gobierno y presta servicios a las mujeres en estado de 

gestacion donde se ofrecen la prueba de diagnostico y confirmacion, seguimiento 

durante el embarazo, prueba posparto tanto a la madre como al bebe; prueba de 

seguimiento a 10s seis meses; leche sustituta, y la vinculacion al sistema de salud que 

corresponda, bien sea contributivo o subsidiado. 

Al revisar 10s logros obtenidos por 10s proyectos de acuerdo con las respuestas 

suministradas se encontro que es necesaria mas informacion, educacion y 

empoderamiento que les permita a las mujeres su propia autodeterminacion y continuar 

con su vida. De igual modo, 10s hallazgos muestran que es indispensable fortalecer la 



red social de apoyo y proyectos economicamente sostenibles que les asegure un 

ingreso permanente. 

A pesar de que la calidad de vida de las mujeres vinculadas al proyecto Girasol 

ha mejorado y que 10s proyectos socio-economicos mejoran su estabilidad economica 

para las de menos recursos la situacion no mejora totalmente. 

Por ultimo, aunque se haga promocion y prevencion en salud, que 10s 

comportamientos con respecto al uso del condon cambien, y que haya 

tratamientos antiretrovirales disponibles, la calidad de vida de las mujeres no 

mejorara sin0 se cubren las necesidades basicas inmediatas y si no hay una 

minima alimentacion. 

vii 



Quotation 

. . .My friend died from AIDS six years ago; she had a prafessional 
fifle, a good socio-economic status. She had a good life, buf her 
family was very negative, her self-esfeem was very weak and her 
menfal health very fragile. She wanted us to get organized into a 
supporf group so we could work for other women. She said we 
would name it SUNFLOWER. The seeds in fhe cenfer are fhe 
women getting fogefher because they need help, and fhe yellow 
pefals are the projects and dreams fhaf we could develop. The 
name is masculine because she did nof wanf if fo be a closed 
feminisf group and a masculine, name will tie many things and 
projecf is a dynamic word.. . 

Sunflower Projecf - Nafional Coordinator 

Yroyecl 
-Girasol 
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Chapter One. Introduction 

The lnternational AlDS Crisis 

" . . .AIDS is not a matter of death, but  of life.. ." 
Jose Antonio Gomez Hevrnidal 

In order to understand the AlDS epidemic faced by women in Colombia, I 

needed, first to see the country from a global perspective. At the HIVIAIDS and 

Development Workshop in 2004, Nafis Sadik, the UN Ambassador for HIVIAIDS 

in Asia, pointed out that there are ten new infections per minute around the 

world: more than fourteen thousand people - men, women and children - are 

infected every day. By 2003, there were over two million people in Latin America 

and the Caribbean living with HIV, with one hundred thousand deaths that same 

year destroying families, communities and, potentially, the countries' economies 

and development2. UNAIDS estimates that in 2005, 4.9 million people worldwide 

were infected with HIV, 40.3 million were living with HIVIAIDS, and 3.1 million 

died from HIVIAIDS. 

' Mr. Jose Antonio Gomez Hermida, Colombian Senator, lnternational Conference Tel Aviv, 
Israel, AlDS Education - Interventions in Multicultural Societies, 1996, p. 64 
* "VIHISIDA y Desarrollo: derechos humanos, derechos sexuales y reproductivos" presentation at 
the VIHISIDA Y Desarrollo - Economic Impact. Contribution to the Social Sciences and Culture to 
stop the pandemic in Colombia and Latin America, document edited by the Colombia Agenda 
Foundation and sponsored by Colciencias, UNFPA, lnternational Planned Parenthood Federation 
and Pan American Health Organization. 2004 



Additionally, there were one million more women living with HIV in 2005 than 

in 2003. Women's infection rates have progressively increased not only due to 

the sex trade but also due to heterosexual relations with their permanent 

partners, adding to the risk of HIVIAIDS transmission during pregnancy, delivery, 

and breastfeeding. It is hard to compare the regional causes of these increasing 

numbers, especially in those countries where heterosexual relations are the 

primary means of infection. 

. . . HIV/AIDS is linked to poverty, ignorance, gender relations, 
culture influenced by cultural and religious traditions, lack of 
sexual and reproductive health along with mobility of 
population and political stability. In order to fight it, we have 
to work with families, community groups at the ground and 
more marginalized levels and work with youth, and where 
promiscuity levels are very high, population should be 
bombarded by media (radio, TV and highway ads). . . 

Alfiedo Witschi-Cestari, 
UN Humanitarian and Resident Coordinator3 

While in 1997, women comprised 41 % of the total global number of 

infections among adults; by 2000 this percentage had climbed to 50%. Out of 

3.2 million new infections in Sub-Saharan Africa in 2005, 4.6% were found in 

women between the ages of 15 and 24, for a total of 13.5 million infected women. 

Asia saw 1 .I million new infections, increasing the total number of infected 

women to two million and increasing the nationally HIV infected population to 8.3 

million. In 2004, Central Asia and Eastern Europe had 1.6 million people living 

3 VIHISIDA and development - lmpacto economico. Contribucion de las ciencias sociales y la 
cultura para detener la pandemia en Colombia y America Latina, 25 & 26 Noviembre 2003. 
UNFPA, International Planned Parenthood Federation and Pan American Health Organization. 
2004, page 32 



with HIV. Out of 8,200 new infections in Oceania, women between the ages of 

15 and 24 accounted for 1.2% of the total HIV infected population; and 74,000 

people in total were living on the continent with HIV. In 2004, 30,000 new 

infections occurred in the Caribbean, with women accounting for 49% of the total 

infected population, which was estimated at 300,000. In Latin America, 1.8 

million people were living with HIV in 2003, and it was spreading at a rate of 

200,000 new infections per year. 

India and Brazil are producing and providing Antiretroviral treatments, 

without restriction, to all reported cases. Indian pharmaceutical companies have 

reduced the cost of ARV cocktails from $12,000 per person per year to between 

$300 and $350 per person per year, including the free distribution of ARV 

treatments to the infected population in Africa. The World Trade Organization's 

decision to enforce their regulations surrounding compulsory licenses for drug 

production and the adoption of HIVIAIDS as a priority topic by the Human Rights 

Commission in Geneva have been considered advancements toward controlling 

the epidemic. 

National reported numbers of case prevalence and national registry cases 

supported by sentinel surveillance systems reveal that UNAIDS data may not be 

accurate due to the under-registry of cases and/or difficulties with successfully 

obtaining information from rural areas. An additional challenge to obtaining 

accurate international information is the fact that epidemics vary characteristically 

from country to country. The epidemic in Sub-Saharan Africa is considered 



generalized, while the Asian, Latin American, and Caribbean epidemics are 

concentrated. In wealthy countries such as those in North America and Western 

Europe, men having sex with men have historically accounted for the largest 

number of infections, yet the number of infections occurring due to heterosexual 

relations has increased in recent years. Another variable, IV use, varies in high- 

income countries such as the USA and Canada, in which some indigenous 

groups face infection via contaminated injection equipment. In Central America, 

sexual intercourse is the major means of infection. However, the rate of infection 

among female sex workers is lower than the rate among MSM. In the Caribbean, 

the epidemic is predominantly heterosexual, and in some places it is 

concentrated between sex workers. In the Caribbean, Haiti holds the highest 

number of infections, followed by the Dominican Republic, where prevention and 

education programs have reinforced the dangers of high-risk sexual behavior and 

have focused on the health benefits of having fewer sexual partners. 

According to UNAIDS In Latin America, the HIV/AIDS epidemic is low in 

prevalence, but it is concentrated. In Mexico and Brazil, the epidemic is 

concentrated among men having sex with men (MSM); in Peru and Colombia, 

however, women are contracting the infection heterosexually, particularly from 

partners' bisexual encounters. Because roughly 95% of the population in Latin 

America is catholic4, religion has a significant impact on social behaviors, even 

though contraceptive practices are not unusual. Added to that, there is a 

4 World Almanaque 2006. Editora Cinco 



predominant patriarchal foundation, or "machismo," in most Latin American 

societies. Women are the child-bearers while men are the breadwinners; the 

latter exercise authority and decide what is and what is not permissible. Despite 

the fact that marriage means monogamy for women, it tolerates extra-marital 

affairs for men; in fact, men often have more than one sexual partner in order to 

assert their masculinity and their superiority. As a result, women are at risk of 

contracting AIDS from their regular partners (Cohen, & Durham, 1993). Despite 

the gender inequality embedded by this patriarchy, culturally this is reinforced by 

mothers and grandmothers, whose strong religious beliefs have naturalized the 

status quo; this is what I heard from friends and school classmates during my 

high-school years. 

The gap between the permissibility of female and male sexuality is 

exaggerated in the low-income population. In this socio-economic class, women 

whose education levels are either very low or non-existent often find themselves 

unprotected and, as a result, they are often the victims of violence. Cultural and 

familial conventions force women to comply with men's requests, including being 

forced to have sex whenever the men desire. A woman is taught that because 

her husband is the most important person in the household, his needs come first, 

followed by the needs of her children. Ironically, once infected women are 

diagnosed they are questioned about their behaviors by members of their own 

family by performing acts of rejection such as putting dishes and cutlery aside, 

asking them not to use the same washroom and stigmatizing her by expressing 

feelings of shame for her situation as a result of bad social behavior. The 



stigmatization and discrimination faced by women in these patriarchal societies 

only serve to perpetuate silence and denial about HIVIAIDS, reinforcing women's 

marginalization and discrimination that challenge the possibility of their receiving 

proper care and treatment. 

Selection of Projects, Sample, Sites and Data Collection 

I looked at the work of all community groups and organizations in 

Colombia (Chapter Two) in order to learn about the populations they serve and 

the activities and projects they are implementing. The majority of these 

organizations are part of the HIVIAIDS Working Group. Some of the 

organizations offer pre- and post-test counselling; social support, advocacy, 

training workshops, legal support, and many conduct research. The projects I 

have chosen have been selected not only because HIVIAIDS is depopulating 

countries, diminishing their economic sustainability, but also because women's 

infection rates are increasing disproportionately, especially among women with 

one permanent partner. In response, these projects have developed national 

initiatives that specifically address women's needs. The coordinating offices of 

both projects are located in Santa Fe de Bogota, the capital of Colombia, and 

both have received funding through UNAIDS. The Mother-To-Child- 

Transmission Project is a government project premised on the administration of 

services (tests and health care services provision) through the health care 

system by way of municipal and departmental health secretariats for pregnant 

women and HIV-positive babies. Interestingly, a male doctor leads the project, 



with a female nurse responsible for case follow-up as well as a female 

information assistant and a female administrative assistant who coordinate at the 

national sites. The initiative functions through the National Health Institute, and 

is service-oriented. The Sunflower Project - also called the Colombian Network 

of Women Living with HIVIAIDS - was conceived as a grassroots, woman-to- 

woman community organization. This initiative has received funding from NGOs 

other than UNAIDS, but at this point it is looking for alternative means to be self- 

sufficient. 

The women interviewed are linked to the Sunflower Project. During their 

journey with HIVIAIDS, they have received information and social support from 

the project; they took part in training workshops, also participated in local and 

national encounters with HIV-positive women organized by the Sunflower 

Project. The National Coordinator and the Vice-Coordinator provided me with 

information about the national network, its activities since its inception, its current 

needs, and the ideas in development for the future. Additionally, the coordinators 

assisted me in contacting interviewees by seeking their willingness and consent 

to participate in my research. 

Of the women interviewed, 60% live in Santa Fe de Bogota, the capital of 

Colombia, and the remaining 40% live in the mid-sized city of Villavicencio, the 

capital of the department of Meta, situated approximately 75 kilometres 

southwest of Santa Fe de Bogota. Santa Fe de Bogota is located in the middle 

of the country, and with a population of over seven million inhabitants, it is the 

country's largest city. The city is also responsible for delivering roughly 60% of 



Colombia's health services, programs which have been especially critical in light 

of the fact that the city has received a large number of displaced people due to 

the ongoing civil war's that are engrossing the surrounding slums areas 

increasing possibilities for risky behaviors and the limited services. Santa Fe de 

Bogota has a high incidence of heterosexual infection, and it is one of the cities 

with the highest HIVIAIDS infection rate among women with one permanent 

partner. Organizations listed in Chapter Two work with different populations 

(MSM, orphans, women, and youth). 

Villavicencio, in turn, is located to the southwest of Santa Fe de Bogota on 

the Guatiquia River, and has a population of approximately 420,000. With its 

great tropical climate, Villavicencio is well-known as "The Door to the Savannah," 

"La Puerta al Llano," with huge cattle ranches, fruits and vegetables having 

provenance in this area. Historically, the city is known as the Liberty path, where 

"The Lancers," a strong group of men, followed Simon Bolivar "Liberator" to the 

Liberty battle that concluded in the Boyaca Field and sealed Colombia's 

independence from Spain in 181 9. Politics continue to be tense, and rivalry 

between parties is strong. Women in Villavicencio receive support from San 

Antonio de Padua, the Sunflower Project's local satellite. The coordinator of this 

satellite helped me contact the women. Initially, Santa Fe de Bogota, with its 

high rate of infection, was selected as the sole sample site, but there were not as 

many women willing to speak as I had anticipated. 

Women participating in the study are between 24 and 61 years of age. Of 

the total women interviewed, 21 % women were diagnosed while pregnant by the 



Mother to child transmission (MTCT) program in Villavicencio. Prior to their 

diagnoses, these women, however, did not know anything about the project. It 

was not possible for me to interview a single woman receiving services through 

the MTCT project in Santa Fe de Bogota. I was invited to the MTCT National 

Evaluation, where I had the opportunity to interview governmental and NGO staff 

participating in the MTCT project at various locations across the nation. The two- 

day evaluation took place in Cartagena, and during a visit to their office, I also 

had the opportunity to interview the National Coordinator and the nurse 

responsible for program systematization. In addition, I visited the Simon Bolivar 

Hospital, taking the time to interview the nurse responsible for receiving and 

processing transferred patients from local health units. From the Sunflower 

Project, the Principal Coordinator and Vice-Coordinator in Santa Fe de Bogota 

and the Coordinator in Villavicencio were interviewed. I was also able to speak 

with the UNAIDS advisor, the UNFPA reproductive health advisor, the San 

Antonio de Padua coordinator, the director of the Fransois-Xavier Bagnoud 

(FXB), and the Ministry of Social Protection HIV/AIDS advisor (who is the 

coordinator of the 40-person team responsible for all transmissible and chronic 

diseases). 

In the prospectus, I proposed to carry out my participant observation by 

accompanying female interviewees for one full day in order to develop a better 

understanding of their daily lives. Most of the women, however, preferred to 

participate only in the interview. They selected a place to meet in which they felt 

most comfortable. Only 10% of the interviews were conducted in a public space, 



in the government HIVIAIDS treatment center for subsidized regime patients. A 

further 60% of the women were interviewed in their homes, and I made 

observations regarding their surroundings and their attitudes toward their 

children. The other 30% of participants preferred to meet outside of their own 

homes but in a space in which they felt safe and comfortable. For some women 

whose families do not know about their diagnoses, revealing their infection 

means risking rejection or stigmatization. Some women simply had 

commitments in a particular part of town, and they chose their meeting locations 

based on convenience. In Chapter Four, I present the participants' voices. 

From a very young age I learned about the needs and suffering of others, 

and why it was important to share what we have with others. I was raised within 

a catholic family where honesty, truthfulness and compassion were always put 

first. As a family we spent a day a year accompanying elders and sharing candy 

with them in the Bogota elderly hospice. The First Communion celebration was 

turned into a donation and spending a day with abandoned children in the 

national orthopedic hospital, where we have supported. I volunteered for different 

social causes and most important I had the opportunity to work with two 

international organizations and see poverty and population needs around 

Colombia. During the 1980's , my job responsibilities allowed me to work with 

community organizations working with HIVIAIDS and I got the pleasure of 

meeting someone living with HIVIAIDS who made a great impact on me for the 

attitude towards life approach he had of respect, value of time, understanding to 

people situations that made me realize that life is short and sometimes we spend 



too much time searching for material things, money etc but like the little prince 

we forget the obvious and the little things that make life and in the search for 

materials things we take the selfish attitude and forget people and the self 

satisfaction of doing good for someone. As a woman and knowing patriarchal 

attitudes toward women I felt I had a commitment with these women and the 

need to help them to spread their voices and let the world know what they are 

going through. 

Role of Health Communication in Health Promotion Projects 

In 1978, the WHO'S International Conference on Primary Health Care in 

Alma-Ata determined a need to establish strategies that would allow the lower- 

income population access to primary health care. In the 1980s, health promotion 

strategies began to be developed internationally. Informative, communicative, 

and educative activities were defined to promote healthy behaviors. In 1986, the 

Ottawa Charter (International Conference of Health Promotion) determined that 

health promotion should focus on promoting the health care sector's accessibility 

to the general population by increasing equal opportunities. The Conference 

emphasized the fact that people should assume control of their own health and 

behaviors and, furthermore, that the health sector should work in partnership with 

the socio-economic sector (education and economy), the private sector, and 

NGOs in order to develop a healthy community. 

Health is a product not only of an individual's actions and behaviors within 

a social environment but also a result of conditions that permit people to make 



healthy choices and to live in a healthy environment. Health promotion, in turn, is 

defined as attitudes and behaviors impacted by the community's call for change 

in the socio-political environment (WHO 1986, Bunton and MacDonald, 1992). 

With the implementation of health promotion in the American region, the PAHO 

designed strategies to help countries recuperate healthy living; for instance, 

Healthy Cities was supported through the Health Service and Health Promotion 

Divisions of PAHOIWHO. Healthy Cities, or Healthy Municipalities, included 

initiatives at the municipal level, including incentives for community participation, 

recollection of information regarding community needs, and education for the 

population regarding processes, leadership, decision-making, rights and 

responsibilities at all levels in order to fulfil their needs. Social communication 

strategies were adapted to local needs based on socio-cultural values and 

economic differences within the community, and they served to establish a 

dialogue between health care professionals or institutions and the population. As 

defined by Paulo Freire (1 WO), communication is a dialogue that necessitates 

group participation, aiming to achieve consciousness, trust, commitment, a sense 

of ownership, and empowerment among communicants. 

Health communication strategies endeavor to inform and to impact 

individual and community decisions and, finally, to improve health. As such, it is 

crucial that communication strategies work within the health sector in order to 

improve personal and public health. Health communication experiences have 

been shown to contribute to all aspects of prevention and health promotion. For 

instance, positive communicative relationships between health care professionals 



and patients improve patient health by creating an environment in which 

professionals can clearly provide patients with instructions regarding health 

regimes and treatments to follow. Furthermore, having clear information 

available assists the population in selecting health plans and insurance providers 

and in following appropriate treatments. In essence, health communication 

involves public health messages and education campaigns in order to promote 

social change, awareness, and an environment conducive to healthy attitudes 

and behaviors. Other campaigns disseminate information in order to raise 

awareness of health risks and possible solutions; they encourage the acquiring of 

skills, attitudes, and behaviors that reduce health risks. They also help 

community members' network in order to find social support from others in similar 

circumstances. Some campaigns have used health images, messages and 

mass communication for public service announcements in mass media such as 

radio and television, and have integrated mass media into community-based 

programs or have used social marketing strategies. Colombia has used Social 

Learning Theory (SLT) as the basis for its diffusion of health campaigns 

surrounding vaccinations, breastfeeding practices, cholera prevention, and the 

Integrated Management of Childhood lllnesses (IMCI), known in Spanish as the 

IAEPl strategy. The SLT has also been used in promoting HIVIAIDS awareness 

and condom use. Printed materials complement campaigns in the delivery of 

health messages, educating health consumers on the obligations and locations 

of health services and on the rights of the patient. 



Overall, the community widely benefits from health communication, and, in 

turn, the community can influence public agenda, lobby for policies and 

programs, and promote positive changes in the physical and socioeconomic 

environments. Also, the informed community becomes more self-aware; it 

becomes concerned with the delivery of health care services and the promotion 

of social practices that achieve better health for the community. By improving 

communication between health professionals and the general population, better 

health promotion and more work in disease prevention can be carried out, as we 

can see in some initiatives that are premised on health promotion and health 

communication. 

The MTCT Project - has produced radio and television commercials through 

a communication agency as well as materials tested for language and message, 

which emphasize the Social Learning Theory's concept of role modelling. 

Margarita Rosa De Francisco, a former Miss Colombia pageant, actress and 

news anchor, provides in these health promotion messages a positive statement 

offering support to women. 

Conceptual Framework for the study 

In order to determine how these projects have improved the lives of 

women with HIVIAIDS, I based my research on the assumption that health 

promotion projects for HIVIAIDS and information, education, and communication 

strategies work to promote a healthy lifestyle, a sense of empowerment, and 

changes in attitude regarding risky behaviors at both the individual and 



community levels. Health promotion considers health a product of not only 

individual actions and behaviors but also of interactions within a social context 

(See Figure 1). 

Figure 1 Health promotion considers health as a product of not only individual actions 
and behaviors but also interactions within a social context (Community and 
Population Health Green and Ottoson, 2001). 

Environment (I> Behavior (3 

Health (3 



~ a t z a n ~  in Aids Effective health communication states that "Health 

communication should be used when dealing with individual diagnosis, social 

and institutional potential," which requires social mobilization, political and 

governmental actions, and community involvement, - "is the process and effect 

of employing ethical persuasive means in human health care decision-making" 

(Ratzan, 1993). Its aim is to catalyze change in individual and community health 

behavior and to provide a setting in which these changes are sustainable. By 

extension, health communication involves different actors, such as health care 

providers, community groups, media, family and patients, and it occurs in many 

relationships among the aforementioned groups. Each relationship carries a 

unique level of ethical responsibility. It has been said by some authors that 

health communication promotes healthy behavioral change in a humanitarian 

way. As health communication has been recognized as an excellent instrument 

in promoting health and creating changes in lifestyles (Beltran, 2000), it has been 

applied in health promotion programs to promote the prevention of 

communicable diseases and to promote changes leading to a healthy life. 

Considering that lifestyle is a complex pattern of habituated behaviour that is 

socially and culturally conditioned and may be health-related but not necessarily 

health directed (Green & Ottoson, 1999, p. 734). By means of communication 

strategies, health communication optimizes pro-active behavior. These 

strategies seek to modify determinants of health so that both the individual and 

Ratzan, S.C. (1 993) AIDS effective Health Communication for the go's, Emerson University, 
Boston Massachusetts, 1993, p.5 



society can benefit. Communication in health projects should pay particular 

attention to the target audience and their needs (Gumucio-Dragon 2001). 

The population health perspective (PHP) defines health not only as a state 

free from disease but also as "the capacity of people to adapt, to respond to, or 

control life's challenges and changes" (Frankish et al., 1996), which indicates 

why some people are healthier than others (Evans et al. [ I  9941 and Wilkinson 

[I 9961). This perspective considers health and disease, taking into account a 

variety of issues such as availability of and access to health services, burden of 

disease, gender, distribution of resources, and social structure. The environment 

is known to shape social determinants of health within the context of deprivation 

and to have an impact on population. Once population health distinguishes the 

social determinants of health of a particular population, it identifies channels and 

strategies for improving or protecting health, involving in the process public and 

private sectors and activating community groups, local organizations and 

individuals to make changes in behaviors, attitudes and practices. Self-care, 

mutual support, community participation and/or political action influencing public 

health care practices through education, social support, health communication, 

and/or literacy's influence on women's health are the chief objectives. Social 

vulnerability as discussed by Wilkinson, has a major impact on population health 

by combining a person's exposure with relative risks increasing vulnerability. 

Social isolation, low social status, and socio-economic inequalities increase 

vulnerability towards HIV infections. 

6 Green, L. Ottoson, J.M. (1999) Community and Population Health, Eight Edition. WCB 

17 



Figure 2 illustrates the relationship between factors that predispose, 

enable and reinforce behaviors affecting their quality of life It also charts the 

interaction of these behaviors with the environment and the social and individual 

determinants of population health7. The arrows represent the ecological 

relationships created between the population and the environment. Social 

organization determines culture and norms, which result in values that shape the 

population's life via beliefs and attitudes that, in turn, become behaviors. At the 

same time, the health environment forces an adaptation and learning process 

that produce experience as well as beliefs and attitudes, resulting in determined 

behaviors that improve the quality of life. 

McGraw-Hill Company Inc. USA McGraw-Hill Company Inc. USA 
7 Green, L. & Ottoson, J. (1999) Community and Population Health. Mc. Graw-Hill Co. Inc.Eight 
Edition 



Figure 2 Place of personal lives and motivation in the development of behaviors as a 
determinant of health (adapted from Green & Ottoson, 1999) 

I Po~ulation and the Environment I 



Figure 3 Factors influencing lifestyle and HIVIAIDS Continuum (adapted from Community 
and Population Health, Green and Ottoson, 1999). 

I 
Predisposing factors 

-Cultural practices effect of social 
structure (patriarchy) 
-Lack of Knowledge of disease 
prevention, healthy behaviours, 
treatments 
-Religious beliefs (prohibition of 
condoms use) 
-Belief that HIVIAIDS affects 
vulnerable population such as 
(MSM, Street women) 
-Attitudes loyalty and trust in 
partner sexual behaviour 
- Lack of empowerment (self- 
esteem and self-confidence) 

Enabling factors 

-Lack of awareness, 
health promotion 
and prevention 
-Lack of Health 
Care services 
access 
-Difficult access to 
complete ARV 
treatments 

~einforcin~lfactors or 
vulnerability factors 

-Discrimination and 
stigmatization by family 
Health professionals 
-Social networks support 
Family, friends, project 
staff 
-Effect of ARV treatments 
-Schools do not include 
Sexual and HIVIAIDS 
Education programs 
within curriculum 

I 3 HIV/AIDS Continuum 

The factors that contribute to health promotion are shown in Figure 2 and 

in Figure 3 are detailed the factors that predispose, enable and reinforce 

behaviours or make the population more vulnerable in the HIVIAIDS continuum. 



Figure 4 Relationship between strategies in health services, health protection and health 
promotion. 

- 
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Figure 4 presents Health promotion located between health services and health 

protection, situating the factors that enhance lifestyle that situates and 

categorizes the research subjects of these two case studies. The red bolt 

indicates the possibility of disconnect between health policies and health 

services, promotion and protection. 



Therefore, the questions asked to the study's participants examine 

individual attitudes, beliefs, and behavioral intentions (Theory of Reasoned 

Action). They also interrogate how beliefs influence decisions affecting health 

(Health Belief Model). Participants' responses to HIVIAIDS demonstrate changes 

in attitudes, behaviors they perceived (Stages of Change Model), the phases of 

pre-contemplation (impact of test results), the contemplation (knowledge about 

HIVIAIDS, existing ARV treatments), the preparation (understanding of their 

situation as HIV-positive and steps toward improving their lives through 

empowerment), and means to modify behaviors (adoption of healthy behaviors 

related to diet, ARV treatments and to help others in similar situation). In his 

Social Learning Theory, Bandura argues that individual behaviors can be 

modified by observation and imitation and that expectation can be affected by 

motivational processes such social environment meaning social and cultural 

factors within the existing structures. The actions of a person are related to the 

social structure. Wilkinson states 'that the roots for socialization and agreement 

makes a person be compliant to the way helshe appears to others, hislher 

capacity for shame and embarrassment making everyone more sensitive to eyes 

of others that pride and shame, acceptance and rejection, social inclusion or 

exclusion making us more or less vulnerable'. 



While there are only fez17 behaziours capable of transmitting 
HIV, there are a myriad of factors zuhich determine  ohe ether are 
hozil these behaviouvs occur. 

Tim Rhodesg 

Although, change of behaviours depends on the individual and as product 

of its cognitive decision-making, social structure and cultural practice also 

exercise strong pressure towards the individual; risk behaviour can not be simply 

the product of individual actions but is usually the outcome of negotiated actions 

between two people. 

Other theories applicable to health communication include the Diffusion of 

Innovations Theory, which advocates the use of media and celebrity to promote 

products or ideas within target population. The MTCT has used celebrities such 

as Miss Colombia pageant participants as motivational figures and role models. 

According to Community Organization Theory, community groups create social 

networks emphasizing community participation and involving locality 

development, social planning and social action. The community groups follow 

health processes and strategies to adopt organizational changes according to 

government policies and national programs adopted by formal organizations. 

Finally, Social Marketing Theory imports theories of consumer behavior into 

communication using the "four Ps" (product, price, place and promotion) in order, 

for instance, to promote condom use. 

I have focused on the women who have received support services; the 

health promotion predisposing factors, enabling factors and reinforcing factors 



are used as variables for the research, as they describe the experiences of 

women living with HIVIAIDS, and they permitted me to understand the two 

selected case studies. Therefore, through questions focused specifically on the 

three categories of factors influencing way of living and quality of life, I show 

their relationship to HIVIAI DS. Based on the Precede-Proceed Model, the 

sequence in which factors are presented is numbered in order to demonstrate 

how predisposing factors (attitudes, beliefs and values), enabling factors (skills, 

availability and accessibility) and poor reinforcing factors that can be more 

vulnerability factors such as lack of support from family, peers, teachers, 

employers, and health providers predispose people towards risk and therefore 

increasing HIV infections. 

Women's knowledge (information and education) of HIVIAIDS, their 

behaviors prior to diagnosis, their sense of empowerment, available social 

support, and the difficulties in accessing health care delivery and medicine 

treatment were used as variables for showing the. Inadequate government 

response to the needs of all population that has moved the community to 

establish health promotion projects, such as the Sunflower Project. The above 

variables involve individual (Health Belief Model and the Stages of Change 

Model), interpersonal (Social Learning Theory) and community behaviors 

(Community Organization, Organizational Change Theory, and Diffusion of 

Innovations Theory). Community projects are important for Colombia because 

8 Rhodes, T (1997) Risk Theory in epidemic times: sex, drugs, and the social organization of 'risk 
behaviour' in Sociology of Health and Illness Vo1.19 No. 2 pp 208-27. Blackwell Publishers Ltd. 
Editorial Board 1997. USA. 



national promotion and prevention responsibilities were transferred after the 

health reform from the Ministry of Social Protection to the EPS (Health Promoters 

Entities) and IPS (Health Lending Entities). Community initiatives are also 

essential because there is a high turnover rate in the government; membership in 

community organizations is often more long standing. HIVIAIDS infections in 

women have continued to increase, especially among those groups not 

considered vulnerable, such as women with a permanent partner and children. 

Still, education programs are nearly absent; sometimes they were initiated but 

they did not endure; the community has relied only on information and education 

available through NGOs that have developed promotion and prevention 

strategies; as well the community has independently established its own support 

network. 

Interview responses will provide the information on motivation; facilitation 

and reinforcement activities carried out by the projects and will help us to 

understand how the two initiatives have improved the quality of life of women 

with HIVIAIDS. 

Description of the Research Process and Methodology 

In order to understand the epidemic in Colombia, I began at the macro 

level and honed in to the micro level, working my way from the global to the local 

context. To understand the proportion of women affected and at risk, it was 

necessary to research some demographic aspects of Colombia. It was also 

necessary to evaluate the legal framework of Colombia, which has a direct 



impact on the rendering of health care services. The health reform and the 

corresponding legal framework have determined the amount of attention and 

protection given to people living with HIVIAIDS. It was important to explore the 

structure imposed by the health reform of 1993 and its impact on the health care 

system in order to understand the loss of leadership in combating HIVIAIDS and 

to understand how patients with HIVIAIDS have been affected. New laws have 

been written and approved to protect fundamental human rights and to demand 

treatment and services for the population living with HIVIAIDS. 

As HIVIAIDS has evolved in Colombia, community organizations have 

played a significant role: they fight to obtain treatments and services for regular 

patients, and they work to produce legislation changes. Additionally, community 

groups and foundations, many of which are part of the HIVIAIDS Working Group, 

offer services such as pre- and post-test counselling. The sense of 

connectedness that these projects offer is deliberate: in the Sunflower Project - 

Case Study , a grassroots experience, - the women interviewed expressed 

gratitude particularly for the support offered by this project. The Mother-to-Child- 

Transmission initiative - is institutional and preventive, and its use of official 

channels to serve women also forms a valuable experience. Social support for 

these women, however, is offered primarily by the Sunflower project. 

In Latin America, most of the existing studies on women with HIVIAIDS 

focus on street women and IV drug users, who are considered high-risk 

populations within urban areas. Literature on other types of women at risk, 



however, is incipient for the area. Multiple scholars recognize the higher social 

and biological vulnerability of women, generally speaking, to HIV infection due to 

the efficient transmission through heterosexual contact (Bury 1995, Corea 1992, 

Rodriguez-Trias and Marte 1995), but this fact has not been publicized. 

Therefore, the fact that the increasing infection rate over the last five years 

among women with a permanent partner has come as a shock. In spite of the 

epidemic's growth among them, these women are silenced by the social 

structure of marriage; a patriarchal structure that is socially disadvantageous for 

women with HIVIAIDS. Married women are especially vulnerable to infection due 

to their husbands' behavior (Cohen & Durham 1993). They are dependent and 

powerless, making it much difficult to ask husbands or partners for safe sex 

(Crystal and Sambamoorthi 1996). As Wilkinson states: "Social status and health 

are linked by effect of living conditions, and position within the social hierarchy 

and experience of superior, dominant status versus inferior, subordinate status, 

tied with processes of stigmatisation and exclusion of those nearer the bottom of 

the hierarchy."g 

I focused on the recollection on the voices of "housewives," or women with 

one permanent partner. By the time they were diagnosed, 78% of the women 

included in my research were living with a permanent partner after the death of 

their first partner, and had established new relationships. The other 22% were 

widowed, separated or divorced. They were afraid of establishing new 

9 Wilkinson, R.G., in Marmot & Wilkinson, (2006) Social Determinants of Health, Second Ed., 
page 341. Oxford Press, New York. 



relationships, and they ranked from 1 to 4 on Colombia's socio-economic scale. 

As explained in Chapter Two, Colombia's socio-economic continuum ranges 

from 1-6, where 1 represents the very low-income and 6 the population with the 

highest income. As Cohen & Durham (1993) argue, in Latin America sexual 

transmission is both homosexual and heterosexual, with transmission from 

bisexual males acting as an important source of HIV infection for women. 

Twelve women were infected through heterosexual contact, and two were 

infected through blood transfusion. Responses present different aspects of their 

journey from the time of diagnosis, including how HIVIAIDS has changed their 

lives and their religious and cultural beliefs. The responses also present 

women's perceptions on existing projects addressing HIVIAIDS, and how these 

projects have improved their lives. 

Reality is constructed by the individual and varies from one individual to 

another due to varying experiences, perspectives and perceptions (Creswell 

1994). In depth, semi-structured and open-ended questions were used in the 

attempt to capture these women's experiences. Interviews were prepared to last 

approximately 40-80 minutes, and they intended to explore many aspects of the 

lives of these women in order to understand better their experiences and the 

complexity of the social environment, social support and networks, behavioral, 

and health issues that surround living with HIVIAIDS. A semi-structured, open- 

ended interview format was also used for interviews with the project staff in order 

to understand the different levels of interaction between government institutions, 



agencies and women living with HIVIAIDS. Though HIVIAIDS does not 

discriminate based on educational background, it is apparent that the disease 

has hit the low-income population the hardest. 

The interviews were taped using a digital recorder. On a daily basis I 

saved the files. Each file was name with the interviewee name using a voice 

program. After each interview I reviewed and completed notes taken during each 

interview pointing at surroundings, family members around the interviewee and 

any other detail I found to be important or interesting regarding each interview as 

well as detailing the place where the interview took place and reactions of my 

interviewee when she was talking (sadness, anguish, despair, tiers, 

uncomfortable moments and words highlighting the interview). The research 

interviews are in Spanish, as Spanish is the language spoken in Colombia but for 

the purpose of this work the words have been translated to English. I transcribed 

the interviews myself; it was a lengthy process as in some interviews the 

surrounding noise was very strong that made the process difficult but my notes 

were a great support for the process. The notes for each interview were 

attached to the transcribed interview to have consistency in the process and to 

keep all the information together. I have been the only interpreter of the stories. 

The excerpts included in this work were selected at my own discretion to present 

in the women words feelings, and experiences regarding the topic selected for 

this research. When the transcription was finished, I sorted the information by 

the topics selected at all times; I kept the privacy of my interviewees in respect to 

my compromise and as part of my responsibility to their contribution to my study. 



As part of the attachments I have included the English version of the questions in 

Appendix Three, and translated questions are in Appendix Four. As HIVIAIDS 

involves very sensitive issues, I explained to the women my motivation for my 

research, which had been previously explained by the Sunflower Project 

coordinator. I deemed it important, however, to do it again, and I asked for their 

consent to respond to my questions and to sign the consent form. The option of 

providing information off-the-record (no taping) was available, as was the choice 

to end the interview at any moment if they felt uncomfortable or if they did not 

want to answer any further questions. They were assured that all information 

would be used only for research purposes and that their names would not be 

used. I taped and transcribed the interviews. The women's participation was 

voluntary; there was nothing offered in compensation for their participation. 

However, there were two specific cases - lsabella and Marcela - in which the 

economic situation and emotional distress of my interviewees and their families 

at the time of the interview were such that they moved me to provide some cash 

for food and vitamins at the end of the interview (Chapter four). 

Even though I had my questionnaire pre-sorted into topics that I wanted to 

investigate, the interviews rarely followed the predetermined order and format. 

After introducing myself and having participants sign the form, we started the 

interview with a simple question about how the woman had met the project 

coordinator. The coordinator is someone the women respect for her strength and 

the support she provides at crucial moments. For most of them, she is the 

equivalent to "an angel" whom they meet at the hospital during an AIDS crisis. 



Often, women would freely delve into the telling of their stories; otherwise I asked 

about what I wanted to hear. Women were asked what they knew about 

HIVIAIDS before they were diagnosed. Why did they take the test? Was 

counselling offered before or after the test? Also, they were asked about 

available support, approaches to treatment, efforts of health care staff, stigma, 

and discriminating experiences after diagnosis, and how they have faced their 

situation. Their stories, in the end, provided very valuable information about 

changes in their life, their behaviors, and their attitudes. For instance, their need 

for involvement with community groups, for a sense of community participation, 

and individual empowerment tended to start after they are diagnosed. They 

shared the common goal of wanting to eliminate discrimination and rejection 

faced by women after diagnosis. 

The knowledge of the national language, culture, the community's 

previous health activities, its involvement with international organizations working 

in Colombia, and contacts within the health sector were advantageous to my 

research. I also asked for background information, and I approached other staff 

within the UN agencies to ask about their views on the projects selected. Being 

a woman and a mother helped me to relate with the women participating in the 

research. Being a witness, however, to the disrupted and sometimes hopeless 

lives lived by these women made me an engaged observer and is difficult to 

detach from the women's situation. For this reason, one of the participants and 

active members of the network and I participated in an HIVIAIDS sensitivity 

workshop organized for the employees and families of my family business. 



Methodology 

Multiple methods were used in this research. It was important for me to 

document and to present carefully women's experiences using narratives that 

capture the complexity of events and situations in their daily lives. Sharing their 

own and hearing others' experiences of exclusion and oppression contributed to 

a better sense of self-awareness and a drive for more education, an important 

step toward achieving women's rights1'. Women's narratives express an 

abundance of suffering and healing, of disenfranchisement and empowerment," 

and illness narratives explore the way people handle illness that disrupts their 

everyday lives and their suffering, leading to transformations in identity, cultural 

values and personal and interpersonal experience (Bury 2003, 1982, Kleinman 

1988). As Kleinman has expressed, illness has four meanings: the first is the 

standard scientific meaning, physiological symptoms. The second meaning is 

the cultural significance associated with post-industrial capitalist societies' moral 

hypocrisy, as was made evident when venereal diseases brought about 

stigmatization and discrimination. The third meaning is the impact that the illness 

has on the patient. The fourth meaning is explanation and emotion, which 

relates the patient's struggles with their social network and health professionals. 

AIDS means the loss of health, confidence, and hope. Patients and families face 

events that disrupt their lives. Also, illness narratives describe patients' 

circumstances as they come to terms with their illness. Stories told by patients 



and their families use explanatory models that illustrate the case studies. The 

case study methodology, however, was used to review the project framework. 

Purpose of the Study and Summary of Findings 

It can be said that being a woman with AIDS implies numerous 
confrontations related to self-esteem, human rights, health, and 
genderjust to be alive, take care of the children, face professional 
challenges and develop ourselves. 

Sunflower Project Coordinator12 

The purpose of my study was to learn about the experiences of 

Colombian women living with HIV/AIDS~~ and to explore whether projects 

designed for women living with HIVIAIDS have improved their quality of life. 

Female narratives situated me in the women's lives, illness narratives permitted 

me to understand the illness process, and the population health approach helped 

me to understand the disadvantageous situation of women and how health 

determinants frame their situation. This research presents edited excerpts of the 

journeys of fourteen women14 dealing with HIVIAIDS. The impact of the 

diagnosis, the challenges they have faced within their social network, their 

interactions with health services, various experiences of stigmatization and 

l o  Campbell, M. (2003) Dorothy Smith and Knowing the World We Live In. in Journal of Sociology 
& Social Welfare. March, Vol. 30, Issue 1, p3 p20. 
11 Ciambrone, D, (2003) Women's experiences with HIV/AIDS: mending fractured selves, NY: 
Haworth Press, 2003. 
12 During the whole document quotations have been used to illustrate chapters where the 
quotation is used. The quotations are presented in bold Book Antigua to differentiate them from 
voices and testimonies from interviewees. 
l 3  Names of participating women have been changed, to avoid possible identification. Even 
though, all the participants signed the participant's agreement form I promised them to protect 
their testimonies by changing their names. 
14 The voices and testimonies are used in Aria1 Narrow italic, however I have only selected 
fragments from the about two hour interviews, they have been edited to avoid personal responses 
that might be identifiable and only information related to the pre-selected topics is printed here. 



discrimination, and the perceptions of their lives now are the subjects of these 

excerpts. Also, as each woman is linked to one of the projects, each expresses 

her feelings toward the project and what she has received from it. Furthermore, 

they express from their own perspective what they see missing from health and 

preventative education. 

In Colombia the first case of HIVIAIDS was detected in a female sex 

worker who died in Cartagena in 1983. Colombia is now the country with the 

second highest infection rate in South America, preceded by Brazil and followed 

by Argentina. The HIVIAIDS epidemic is considered concentrated within men 

having sex with men (MHM) and sex workers, though an increase in infection 

rate is evident among women with one permanent partner. In 2002, the ratio of 

infected men to infected women was 7:l. All the women interviewed had one 

permanent partner at the time they were diagnosed, and since then, some have 

lost their partners or been divorced. All the women have children; some of the 

children were born HIV-positive. Women have received social support from the 

Sunflower Project. 

As previously mentioned, literature on women living with HIVIAIDS has 

been more widely available in recent years, yet the majority of published work 

focuses on street workers and drug users, their struggles and social conflicts. 

Consequently, women who were not street workers or drug users reported 

feeling safe as they were married (love, social commitment), or had one 

permanent partner (trust) and thought that love and trust would preclude them 



from being infected and affected by HIVIAIDS. Once infected, they were 

silenced, ashamed, and rejected. As ~ l e i n m a n ' ~  describes, "the response to this 

disease suggests that the dominant, commercialized sexual image of post- 

industrial capitalist society hides a double standard of amoral promiscuity on 

behalf of individual rights and consumer values and a highly moral if knowingly 

hypocritical, condemnation of the venereal results." 

Results show that women feel shame not for having HIVIAIDS but for the 

stigma they confront from family and health professionals. Women's responses 

not only indicate but insist on the need for education and information for women 

with HIVIAIDS in order to prevent complications related to AIDS and as well to 

make women aware of HIVIAIDS and to prevent new infections. Empowerment, 

on the other hand, allows women living with HIVIAIDS to face their struggles. 

Implementation of sexual and reproductive education permits women to take 

action in order to protect their rights and lives. Also, there is a need for skills 

training in order to develop economic subsistence projects that allow women to 

earn an income, to improve their lives, to support their families, and to overcome 

poverty. The majority of infected women are single mothers, who have lost their 

partners, or who have had others leave them behind. 

l 5  Kleinman, A., (1988) The Illness Narratives: Suffering, Healing, and the Human Condition. 
Basic Books, Inc., Publishers, NY. P.22 



. . . The goal to fight HIV/AIDS by NGOs is unachievable if 
there are no goz~ernment policies, no national leadership and 
insuficient resources along with strong social and cultural 
values of the population tofight stigmatization and 
discrimination.. . 

A. Garcia Abreul6 

It was shocking to me to learn about the infrastructure of the Ministry of 

Social Protection team working on HIVIAIDS: a team of only forty people is 

responsible for all transmissible and chronic diseases in a country with a 

population of almost 46 million people. After the health reform, leadership for the 

HIV/AIDS epidemic was lost, and the budget set aside specifically for HIV/AIDS 

was integrated with the budget for all transmissible diseases. lnterviewees 

questioned the low supply of and the quality control for essential medicines for 

standardized antiretroviral therapy used by the EPS and ARS. lnterviewees also 

expressed concern over the existence of the black market's exchanging leftover 

medicines. As it stands, the EPS and IPS are not complying with the law, and 

there are no health promotion and prevention activities. Sexual education and 

HIVIAIDS awareness, including self-esteem, self-respect and respect for others - 

teachings that would target discrimination, stigmatization and homophobia - are 

not included in school curriculum. The capacity of the community to deal with 

HIVIAIDS needs to be strengthened by its partnership with women living 

HIVIAIDS, families, and NGOs. As well, there is a need for female 

empowerment and a need to find economic alternatives that would allow women 

to feel financially productive and have an income that would support themselves 



and their children. Community work has to emphasize the legal support required 

by those not linked to any regime. HIVIAIDS and other sexual diseases projects 

should focus on gender, vulnerability, community awareness, education, and 

empowerment. 

The Sunflower Project, as a woman to woman intervention, is the only 

project working at a national level on women's HIVIAIDS prevention. Still, there 

are deficiencies in the program, such as a database yet to be created of women 

served and needing follow-up. A new space for delivery services is also needed. 

Additionally, there is a need for a direct and permanent link between the 

Sunflower Project and the Mother-to-Child-Transmission initiative so that follow- 

up on each project's successes may occur. The establishment and sustainability 

of a 1-800 number to offer immediate support for women would be greatly 

beneficial. 

The Mother-to-Child Transmission proyect has been a successful initiative 

from the point of view of the few children born positive of all women tested and 

who were treated by the project and thanks to the European Union, funding 

coverage was extended. By mid-2006, the project will be incorporated into the 

Reproductive Health Regular Program within national health strategies. Even 

though the project offers information their focus is more services oriented. 

l6 Garcia Abreu, A. Moguer, I and Cowgill, K., (2003) HIV/AIDS in Latin American Countries -The 
Challenges Ahead. The World Bank 



Description of Chapters 

In Chapter Two, I provide a description of the growth of the HIVIAIDS 

epidemic in Colombia, providing a chronology of the progression of infection 

within different population groups. The role of UNAIDS is described as the 

international agency that coordinates various international funds. Also described 

in the second chapter is the history of health communication and health 

promotion projects in Colombia. In order to research the decision-making 

bodies, I had to refer to the health reform of 1993 so that I could foreground 

current processes, effects on existing programs such as the projects targeting 

HIVIAIDS, and the delivery of health care services. Colombia has determined a 

legal framework to protect health as a fundamental human right; the country has 

special decrees protecting the rights of people living HIVIAIDS. In the 

appendices, I have included the most relevant decrees relating to the rights of 

people living with HIVIAIDS. The tutela has been used to enforce health 

promotion and prevention and to prevent the violation of human rights. Also, I 

review the work of organizations and community groups in Colombia and present 

the Mother to Child Transimission Project. 

In Chapter Three, I introduce the Sunflower Project, my key Case Study. . 

In Chapter Four, the women's responses to knowledge about HIVIAIDS, 

discrimination and stigmatization, behaviors and attitudes, and social networks 

are presented. Women's voices have been transcribed and translated only; no 

editorial changes have been made, which is to say that their meaning remains 

intact. Women's names have been changed, and their children's names are 



withheld as agreed upon during the interview process. Finally, I offer a synthesis 

of findings and conclusions with implications for future research. 



Chapter Two. 
AIDS in Colombia 

Description of Colombia 

In the northwest corner of Latin America, Colombia is the oldest 

democracy in Latin America. The government is divided into three branches: the 

head of the executive branch - the president - is elected by popular vote for a 

four-year term. The legislative branch is comprised of Congress and the House 

of Representatives, and the judicial branch is rooted in the Supreme Court of 

Justice. The official and most common language is Spanish; some Indigenous 

communities, however, continue to use their native language. 

In 2005, there were approximately 45,600,000 people, 77.4% living in 

urban areas and 22.6% in rural areas. Women accounted for 48.5% 

(22,107,229) of the population, with 27% (1 1,860,497) in their reproductive years 

and 6,175,968 having a permanent partner. There were 1 ,I 66,847 pregnancies, 

and the fertility rate was 1.5 children per woman. That year, 966,800 children 

were born, and the average life span at birth was 72.9 years (75.9 for women 

and 69.9 for men). The DANE (Colombia's National Administrative Department 

of Statistics) reported 682,400 deaths from all causes from 2000-2005. The 

female mortality rate was calculated to be 5.44 for every 1000 inhabitants, and 

the infant mortality rate was estimated at 18.0 for every 1000 live births. 



Colombia has a mixed population, including 81 indigenous groups that comprise 

1.7% of the overall population. The demographics also categorize the population 

into the following groups: 58% mestizo, 20% white, 14% mulatto, 4% black, and 

3% mixed black-Amerindian. On the Pacific Coast, the majority of the population 

is of African ancestry. The literacy rate in 2005 was 92.9% (93.1 % women and 

92.8% men), and there was an unemployment rate of 13.6%. High 

unemployment rates and internal displacement, however, have incited the 

population to migrate from rural to urban areas, increasing the number of slum 

areas in big cities, worsening problems in health care accessibility, and creating 

new avenues for the transmission of HIVIAIDS and other infectious diseases 

within the low-income population. However, public expenditure from GDP has 

increased over the years to 10.6% in 2005 from 3.9% in 2003. By 2002, only 

8.2% of the total population was living below the international poverty line, 

whereas 22% were living in dire poverty in 2000. 

Chronology of AIDS in Colombia 

In 1983, Colombia faced the first clinical case of AIDS; since then, the 

epidemic has only worsened. Heterosexual relations between women and their 

permanent male partners have greatly increased the number of HIVIAIDS 

infections. The first vertical HIVIAIDS case was detected in 1987. In 1986, the 

SISBEN, System for Selecting Beneficiaries of Social Spending, and an Action 

Alert System were established. The Action Alert System estimated the number 

of people living with HIVIAIDS to be ten times higher than the number shown in 

the register due to the under-reporting of cases. The health reform in 1993 



created a "Functional Working Group" to deal with all communicable diseases 

and HIVIAIDS. Health promotion, prevention, information and education 

responsibilities were assigned to the new system of Health Promoters Entities 

(EPS), but their focus was on decreasing health care costs and increasing profit; 

epidemiological trends, promotion, and prevention activities were not foremost on 

their agenda. Furthermore, the Subsidized Regime Administrators (ARS) did not 

have at their disposal specific resources for health promotion or health 

prevention. Minimal resources, as a result, have made it nearly impossible to 

achieve universal health coverage for the entire population. 

By 1995, Colombia ranked third among Latin American countries in terms 

of HIVIAIDS epidemics, with a total of 14,000 reported cases. Statistics show 

that in 1996, the ratio of male-to-female infections was 47:l. By 1997, 589 new 

cases were reported with an estimated of 82% male and 18% female cases. 

Staggeringly, in 2002 the ratio of male-to-female infections was 7:l (numbers 

from Ministry of ~ealth)". In the same year, there were 1095 new HIVIAIDS 

cases reported, with 33.9% reported from heterosexual transmission, 46.5% from 

homosexual andlor bisexual transmission, and 0.1 % from transmission by 

Intravenous Drug Usage (IDU). 

International funding provided to combat Colombia's HIVIAIDS epidemic in 

1997 was equivalent to only 1 % of the total national funding set aside for 

HIVIAIDS (a percentage that still holds today). As such, in 1997, the government 



regulated comprehensive care and non-discriminatory policies for people living 

with HIVIAIDS (PLWHA). By 1998, AlDS was the 2gth leading cause of death, 

while in 1991 it held the 97th position (INS). In 1999, approximately 71,000 

Colombians were living with HIVIAIDS, 70,000 of which were adults between 15 

and 49 years of age, including 10,000 women (Garcia, 1999). By 2000, 27% of 

the total numbers of reported cases were being treated under the compulsory 

health plan, 2% of the total numbers of cases were under-subsidized, 66% were 

linked and, information about the remaining 5% was unknown. Amendments to 

the laws surrounding MSM contributed to the creation of the National Medicine 

Fund for High Social Impact Diseases, which was mandated to offer treatment to 

HIVIAIDS, cancer and homophile patients. ARV treatments were included in the 

health benefit package (POS). From the existing twenty-five drug treatments to 

combat HIVIAIDS, only twelve were included in the POS due to lobbying and 

pressure from community groups. 

In 2001, with a total of 19,063 new cases reported. Out of 6,500 people 

living with HIVIAIDS, 6,150 were covered by Social Security (UNAIDS 2001). 

The majority of infected women were between 15 and 49 years of age; a total of 

52,000 infections in women were reported, and among these women the MTCT 

rate was 35-40%; that is, 2,000 new neonatal infections per year were occurring. 

By the end of 2003, the Ministry of Health reported that approximately 220,000 

people were living with HIVIAIDS including adults and children. Prevalence was 

17 Ministerio de SaludIONUSIDA lnfeccion por vih y sida en Colombia. Estado del arte 2000-2005 
HIV AIDS infection in Colombia. State of the Art 



estimated at 0.7% in population between 15-49 years of age. The incidence rate 

was 13.211 million, and the death male: female ratio was 6:2, with 3,600 total 

deaths. Out of the total number of adults diagnosed with HIVIAIDS, 30% were 

women who had no access to adequate health services, despite the fact that 

information for mothers had been available during the eight prenatal controls. In 

2003, of the total reported cases 77% were caused by sexual transmission, and 

this increasing trend was evident especially in the Atlantic Coast region (north), in 

the Orinoquia region (mid-southeast) and the Amazonia region (south border with 

Brazil); 2%, in turn, were caused by mother-to-child transmission, I % by blood 

transfusion, and 20% by unknown causes. Since 1998, the number of infected 

women has increased considerably with an annual percentage of 20% to 29.85% 

in 2004. The year ended with a male: female ration of 4:l. 96% of total infections 

between 1983 and 2005 were through sexual intercourse, 55.9% heterosexual, 

28.25% homosexual and 15.79% bisexual. The remaining 4% were perinatal, 

transfusion, IVUs, labour accidents, tattoos.18 

In 2005, 72% of women who tested HIV-positive reported being in stable 

relationships. Even though the majority of infections were acquired due to risky 

behaviors (unprotected sex, needle-sharing) there was a lack of information, 

health promotion, prevention, and education. Consequently, local organizations 

have taken an active role in the wake of the epidemic. Providing information and 

health promotion and fighting for ARV treatment access, they have been working 

18 Ministerio de Proteccion Social & ONUSIDA (2006) lnfeccion por vih y sida en Colombia. 
Estado del arte 2000-2005, Pro-offset Editorial Itda. Colombia Pro-offset Editorial Itda. Colombia 



with the population to learn about their specific needs and their cultural practices 

related to healthy behaviors. They have also been offering social, legal and 

moral support, and they have helped to improve the lives of the HIVIAIDS 

afflicted. 

Currently, there is the possibility of having medicines donated from Brazil, 

and a joint price negotiation within the Andean Community is expected to reduce 

treatments costs for those living with HIVIAIDS'~. These two events would 

certainly be beneficial, as some Colombians are struggling to obtain complete 

ARV treatment; they also have difficulties in accessing services. CD4 viral count 

tests are supposed to be taken every four months, but presently there is a 

waiting time of two months for appointments. Patients reported delays of up to 

six months in receiving treatments, and they reported low quality in ARV 

treatments offered by some EPS. 

. . .Besides, the EP S are not handling medicine treatments; they 
provide partial treatments, and you know, ARV treatments should not 
be stopped. As a consequence, patients get sicker, plus the 
psychological pressure motivates patients to look for alternatives, 
which have defaulted into a black market of medicines. As well when 
there is not enough money to buy missing medicines, they're moved 
to buy leftover medicines. Nonetheless, there is a fight between 
multinational and generics medicines. The EPS puts pressure on 
doctors to only formulate generics. (Other patients mentioned that 
using generics over regular medicines reverses the course of 
treatment.) Therefore, health professionals can do very little, as 
much as they want to do and have good attitudes toward patients, 
time restrains their services; they are forced administratively to cover 
more patients. They are paid by the hour, and they are paid the 
minimum, and then there is no quality in health care services offered. 
The only thing that matters is how many patients they cover and how 

19 Evaluacion del Plan Estrategico Nacional ante el VIHISIDA 2000-2003 - lnforme 
May 2003 p.4 
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many can they invoice. It is just a matfer of numbers. In Colombia, 
everyfhing is being reduced to numbers; there is no human qualify in 
treatment, and that is very, very sad.. . . 

Florina is 27 years old. 
She losf her husband five years ago, her baby boy 
six years ago, and her baby girl five years ago. 
Both babies were about 4 months old. 

ARV prices now make the treatment more accessible, and efforts have 

been made to extend services. New legislation, Law 972 approved in 2005, 

which demanded that EPS comply with health promotion and prevention 

responsibilities, is expected to provide information and education to contain the 

spread of HIV. Yet there is a need to challenge social attitudes and to work on 

vulnerability issues. The advancement of these processes requires political will 

in order to catalyze social change and to bring about an improvement in the lives 

of those living with HIVIAIDS. 



Figure 5 Colombian Map showing the spread of HIVIAIDS by departments by 2005 
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AlDS in Colombia and lnternational cooperation 

lnternational cooperation in fighting AlDS in the 1980s was received via 

the PAHOIWHO Special Program. The joint efforts of the UNDP, UNICEF and 

UNFPA resulted in the creation of UNAIDS. Nationally, there were specific funds 

budgeted for work on HIVIAIDS that were delivered through the Ministry of 

Health and through other external sources such as private organizations or 

NGOs. lnternational cooperation included technical advisory and talks 

encouraging Colombia to cement its national HIVIAIDS policy. Colombia 

receives very little external financing to combat HIVIAIDS and other related 

infections. Social Security funds have covered 67% of total national 

expenditures on HIVIAIDS since the health reform was passed. 

lnternational cooperation has been welcomed in the form of technical 

assistance supporting local initiatives undertaken by public institutions and 

community groups. The support offered by UNAIDS, for one, has focused on 

technical assistance, strategic planning, information sharing, strengthening 

information, education, and communication (IEC), promoting social participation, 

and building the capacity for partnership with civil society. Furthermore, UNAIDS 

has worked closely with NGOs with the objective of strengthening management 

capacity, reinforcing regional networks by promoting empowerment of leadership 

and self-care training, promoting greater involvement of people living with 

HIVIAIDS, and mobilizing resources. UNAIDS took part in the revision of the 

National Strategic Plan for 2000-2003, helping to redesign it for implementation 

for 2004 to 2007. Also, UNAIDS is largely responsible for calling the 



government's attention to AlDS as a priority of the public agenda. UNAIDS has 

mobilized funds to produce PLWHA human rights television messages, to 

develop ethnographic research on socio-cultural family aspects of PLWHA and 

MTCT, to achieve project-financing extensions, and to work on the 

implementation of prevention projects for the highly vulnerable population. 

Special support for proposal writing is offered on their behalf to local 

organizations. The United Nations agencies work cooperatively to support 

national initiatives that respond to the epidemic. Based on the report from the 

Resident Coordinator in 2004, the UN supports a number of initiatives, including 

the UNFPA's charting factors of mortality associated with maternity; promoting 

effective strategies of action to support the HIVIAIDS vertical transmission project 

in cooperation with WHOIPAHO, UNICEF, WB, UNAIDS. UNICEF is mobilizing 

support to people living with HIV and AlDS and providing gender-focused 

interventions through mass awareness campaigns; in coordination with other 

agencies (UNDP, WHOIPAHO, UNFPA, UNODC, UNHCRIOCHA, IOM, ILO, and 

WB) and public institutions (the Ministry of Social Protection, the Ministry of 

Education, and the Red Cross). With the Global Fund project; the lntersectorial 

National Plan against HIVIAIDS; the strengthening of the PLWA organizations 

and inclusion of HIVIAIDS as part of the Humanitarian Action Plan II; and the 

development of the "HIVIAIDS" Strategy in UN work stations a strong UN 

presence is, thus, critical to Colombia's fight against HIVIAIDS. The UNAIDS 

staff consists of an Epidemiologist Advisor, an Administrative Assistant and an 



Administrative Clerk, whose office space is moved every two years between the 

UN agencies' offices in Bogota who share the administrative costs. 

Although I have focused on the UN's support to Colombia via their 

specialized agencies, there are many other international financing sources and 

support resources being donated from worldwide recognized NGOs such as 

World Vision, Oxfam, and CIDA, but their financial contributions are difficult to 

monitor. 

Health Care Delivery and Regulatory Framework of HIVIAIDS in 
Colombia 

Public Institutions delivering health care and dealing with AIDS 

. . .HIV/AIDS is on the rise due to the change in  social and 
cultural factors that are closely related to the depressed socio- 
economical and those socio-cultural macho conceptions and 
religious beliefs that influence cultural traditions and 
practices plus the lack of strategies of self-prevention.. . 

Juan Gonzalo Lopez, 
Vice-Minister of Health Protection, 2004 

The Ministry of Social Protection (renamed in 2003 after the fusion of the 

Ministry of Health and Ministry of Labour and Social Security) has remained the 

policy-making institution responsible for formulating, monitoring and evaluating 

the regimes and for supervising the activities related to disease control programs. 

The National Program for HIVIAIDS was, formerly, the governing body within the 

Ministry, but it was segmented by the reform. HIVIAIDS was included in the 



communicable diseases portfolio, and this portfolio is overseen by a ministerial 

staff of 40 who also deal with chronic diseases. Yet although policies exist, there 

are not enough mechanisms in place to force EPS and IPS to comply with the 

law. 

Coordinating and supervising laboratory tests such as ELlSA and 

Westernblod, the National Health Institute (INS) has played an important role in 

controlling HIVIAIDS. It has also been responsible for the quality control of 

national work initiatives and for reconfirmation results. Furthermore, the INS has 

trained municipal and departmental lab technicians as well as staff in the EPS, 

IPS, and ARS. 

Regulatory Framework for HIVIAIDS 

. . .We must stop dehumanizing physicians ifroe are to stop 
their usually inadvertent dehumanization of patients. 
Each time the cycle of symptoms begins; the sufferer loses faith 
in the dependability and adaptability of basic bodily processes 
that the rest of us rely on as part of our general sense of  ell- 
being. This loss of confidence becomes grim expectation of the 
zoorst and, in some, demoralization and hopelessness.. . 

Arthur Kleinman20 

It is important to describe the legal process followed in Colombia in 

relation to HIVIAIDS since the first case in 1983, and it is equally important to 

highlight the role played by community groups in support of PLWA and in 

demand for a consistent legal structure. In 1987, the National HIVIAIDS Program 

was established as the governing body of the Ministry of Health for HIVIAIDS. In 



1991, the new political constitution created the tutela, a legal instrument against 

which individuals could claim violation of their human rights. The National 

HIVIAIDS Council, sanctioned by Decree 1559 (in 1991 ) and Decree 1543 (in 

1997), determined that the Ministry of Health would be in charge of the regulation 

and management of HIVIAIDS and other STI. The Council was made 

responsible for the development, promotion and support of national projects and 

proposals that focused on prevention and control of HIVIAIDS and other STls. 

Under its jurisdiction also fell the establishment of committees conjoining 

municipal and federal representatives as well as the approval of the treatment 

guidelines for HIVIAIDS. At the same time, Decree 1543 prohibited HIV testing 

as a requisite for insurance coverage and prohibited considering HIV a pre- 

existing pathological condition for insurance coverage purposes. 

In 1993, the health reform, entitled Law 100, abolished the public Social 

Security System and established in its place the General Social Security Health 

System (SGSSS), which was characterized by the inclusion of both the 

contributory regime and the subsidized regime2'. The health reform is based on 

the principles of equity, quality, efficiency, solidarity and community participation, 

the framework for this social health insurance system was built around universal 

coverage, a comprehensive pension plan, coverage for work-related risks, and 

supplementary social services. The Ministry of Health, as aforementioned, 

remained the institution responsible for formulating, monitoring and evaluating 

20 Kleinman, A., (1988) Illness Narratives: Suffering, Healing, and the Human Condition. New 
York. Basic Books, Inc., Publishers 
21 El Congreso de Colombia. Ley 100 de 1993 100IArt. 162, 1993 
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the regimes and maintained control of activities related to disease control 

programs and health delivery to the "vinculados": those without health coverage. 

The Ministry also managed the competition between private and public health 

care providers. The decentralization process saw the transference of control 

over secondary and tertiary health facilities to the health secretariats at the local 

and regional levels. Decentralizing also meant teaching personnel at the local 

and regional levels new skills, as major public health campaigns were transferred 

to 32 departments in 1070 municipalities. Furthermore, health prevention and 

promotion responsibilities and the administration of primary care facilities were 

also transferred to local organizations. 

The contributory regime offers the Basic Health Plan (PAB) through the 

Health Promoters Entities (Entidades Promotoras de Salud, EPS), which 

receives a premium per capita according to age, sex and geographical location of 

each participant (capitation fee). The EPS are responsible for health promotion, 

prevention, education and information activities of their affiliates, and they 

administer the Compulsory Health Plan (also known as the Plan Obligatorio de 

Salud, POS). The plan includes health intervention services rendered by the 

health care delivery institutions (IPS). Prior to the health reform, these 

institutions were public hospitals, health centres or national institutions. The 

ESSE (Empresas Sociales Solidarias del Estado) are similar to the EPS but 

instead of being privately operated, they are community operated. The IPS and 

ESSE are contracted by the EPS and the subsidized regime Administrators 

(ARS) that administer the subsidized regime. 



. . . Salud Coop (EPS) offers the test. Sporadically the 'Seguro Social, " 
Cajasalud, Colsanitas offer the test under the service package but 
they do not offer health prevention. In Bogota and Bucaramanga 
(capital of Santander, Dept) the linked population only receive the 
service; they do not have follow-up tests or treatment. The Ardila 
Lulle Foundation offers support. On the Atlantic coast basically the 
community groups provide support while the municipal and 
department response is totally disordered and some of the economic 
support is addressed to sex sfreet workers as HlV is related to such 
punitive activities as street work, In Barranquilla the Francois-Xavier 
Bagnoud Foundation, in Cordoba the Funguia Foundation and others 
in other cities help patients to survive.. . 

Manager of MTCT Project 

The EPS focus on offering basic services at the lowest cost; they also 

have an interest in increasing their profits by devoting only minimal attention to 

epidemiological trends. The value of the subsidized POS regime is 50% of the 

POS in the contributory regime, and recipients of the POS regime are entitled 

only to essential clinical services, some surgical interventions, and treatment of 

catastrophic diseases, but they are not entitled to hospitalization in an internal 

medicine ward nor to follow-up for chronic diseases (e.g. diabetes, 

cardiovascular diseases other than hypertension). Preference of enrolment in 

the subsidized regime is given to children, single mothers, the elderly, the 

handicapped, and the chronically ill. 

Delays in the decentralization process have created problems in the 

delivery of POS services in hospitals and in local organizations. Wealthier 

municipalities have been able to gather more resources than poorer 

municipalities, leading, over time, to greater inequalities between municipalities. 

Surveillance and reporting systems, for instance, do not function in rural areas as 

they do in big cities where deaths are certified. 



The systems offer the flexibility to the insured population within the 

contributory regime to choose their insurer, but sometimes, as is often the case 

with HIVIAIDS patients, claims are rejected and patients are forced to present a 

tutela and have the courts force the EPS to comply with the law. In order to 

access services, the insured must have contributed payment to the EPS for at 

least 100 days. In case, the job is lost the insured person is left without an 

insurer (meaning no EPS and no health service), and she faces significant 

challenges to service accessibility. When registering with another EPS, her pre- 

existing seniority in the program may or may not be recognized. 

The subsidized regime is designed to protect that segment of the 

population that falls between 1 and 3 on Colombia's socio-economic scale 

(Colombia uses a scale numbered 1 to 6, where 1 represents the lowest-income 

and 6 the highest income). Those people whose socio-economic status ranks 

between 1 and 3 are to register in the SISBEN (System for Selecting 

Beneficiaries of Social Spending). However, the lack of government funding 

prevents qualified people from registering. Although health coverage has been 

extended to rural areas, one-third of the population is still without access to 

health care. Prior to the reform, low-income population, or "vinculados," not 

insured or linked to the subsidized regime were allowed access to services 

through public hospitals only after a payment of one-third of the total cost of the 

medical procedure (supply-oriented model). Public institutions satisfy the 

demand for services for the insured population in rural and poor urban areas. 

The health reform divided among treatment centres the tasks of diagnosis, 



treatment, patient follow-up and contacts and segmented the National HIV-AIDS 

Program, which was replaced in 2000 with a "Functional Working Group" dealing 

with all communicable and chronic diseases. The inspection, monitoring and 

regulation of the health system (juridical, contractual, administrative, and financial 

aspects) were delegated to the National Health Superintendence. However, 

uninsured patients still had to pay for services (debts), expenses that are not 

easily recoverable. The same year, the Ministry of Health contracted to CINSSA 

(International Consultants in Social Security and Health) the task of carrying out 

a socio-economic assessment of the impact of HIVIAIDS on social development 

in Colombia. In 2000, Resolution 412 defined the guidelines for integrated 

management of HIVIAIDS, the syndrome approach to ST1 and congenital 

syphilis. 

Law 71 5, passed in 2002 regarding administrative decentralization, budget 

allocation, territorial competencies and responsibilities, determined that while 

policies and norms are defined at the national level, technical assistance should 

be offered at the regional level. In accordance with Agreement 226 of 2002, 

national policy and controls approved the Drug Manual for the Compulsory 

Health Plan and determined that EPS and ARS are responsible for executing 

actions related to treatment provision. 

In 2003, the fusion of the Ministries of Health and Labour and Social 

Protection adopted the name of the Ministry of Social Protection, and in 

December of the same year, made the commitment to reactivate the Council, 

which had not been operating in recent years. In February 2003, the list of drugs 



for the Compulsory Health Plan was updated as well the National Policy on 

Sexual and Reproductive Health, covering 2002 to 2006, which was adopted in 

February 2003. The Policy reviews the topics of sexual and reproductive health, 

identifying priority areas such as safe motherhood, family planning, adolescent 

sexual and reproductive health, uterine cancer, sexually transmitted infections, 

HIVIAIDS, and domestic and sexual violence. Emphasizing, among other things, 

gender equality and women's empowerment, with a focus on education and 

outreach activities, the policy recognizes sexual and reproductive rights as 

human rights and states that health protection is the government's responsibility. 

The policy's main objective is to improve people's sexual and reproductive health 

and enjoyment of sexual and reproductive rights, emphasizing a reduction in 

vulnerability and risk while promoting safer practices and assisting groups with 

special needs by the following measures: strengthening health services, health 

promotion and prevention using information, education, and communication 

strategies; strengthening the involvement of public and private institutions; 

bettering health information systems; and re~earch*~. In July 2004, the HIVIAIDS 

lntersectorial Responses Plan for 2004-2007 was presented. The plan was 

prepared by the HIVIAIDS Working Group (representatives from several 

ministries and national, departmental and municipal institutions, NGOs, 

international organizations, and public and private institutions); it is based on 

intersectorial and institutional coordination, monitoring and evaluation, promotion 

22 Ministry of Social Protection. (2003) National Policy on Sexual and Reproductive Health, 
Bogota, D.C. 



and prevention, and supporting the integration of HIV and AIDS within the 

framework of the National Policy on Sex and Reproductive Health. 

Even though Law 100 clearly assigned responsibilities to the health 

providers, there was no mechanism in place to enforce compliance by the EPS, 

IPS and ARS regarding health promotion and prevention. A new decree was 

thus approved to enforce compliance with the law. ARV treatments have been 

included in the Compulsory Health Plan (POS). Out of fifteen existing drugs 

prescribed to combat HIVIAIDS, eight are included in the POS, and the 

establishment of the Medicine Fund has also been considered an achievement. 

Also, the possibility of having treatments donated by Brazil and the joint price 

negotiations within the Andean Community are expected to reduce treatment 

costs for those living with HIVIAIDS*~. However, people living with HIVIAIDS are 

still facing inaccessibility to complete treatment plans, delay in CD4 tests, and 

they are voicing complaints about the low quality in treatment offered by some 

EPS, despite the fact that the Compulsory Health Plan includes ARV treatments; 

still, treatments are not always available for each reported case. 

There is also a need to disseminate information about the prevention of 

other STI, such as syphilis, to increase awareness of other opportunistic 

infections, and to increase the availability of treatment especially for women with 

HIVIAIDS in order to prevent further complications. There is, furthermore, a 

definite need for more education to help women avoid stigma and discrimination, 

which would improve not only their social networks but also their lives. 



. . .The system itself, what was Law 100, the health reform, has forced 
health professionals to default in the same thing. Even though 
service was not perfect it was much better five years ago. The team 
was strongest; it included a Psychologist, a Nutritionist, and a dentist 
along with nurses. Just today, I saw there were about 2000 patients 
(men and women) like me attending the health service and there are 
only two doctors. The estimated consultation time is 10 minutes, on 
average.. . 

Florina, 27 years old, lost her husband and 
babies (two), each at 4 months of age. 

With few resources, public services have found endurance very difficult. 

Five of the largest national public hospitals have closed, and ten more are in 

liquidation (Paredes, 2004), reducing service accessibility for the low-income 

population. For the same people, this limited accessibility means increased 

treatment cost due to their having to travel to distant treatment centres outside of 

their neighbourhoods. 

Table 1 presents the government activities that have been carried out 

since the first case of AIDS was reported in Colombia: it shows how actions 

organized by public institutions were developed with the support of community 

groups. At the time, community groups were working with homosexual 

population and street workers women and men. 

23 Evaluacion del Plan Estrategico Nacional ante el VlHlSlDA 2000-,2003 - lnforme Preliminar 
May 2003 p.4 



Table 1 Government and Public actions towards fighting HlVlAlDS 

History of Action of Public Institutions toward HIVIAIDS 

Year 

- 
1985 

- 
I986 

Community 
Groups 

Program/ Project Activities Government institutions 

GAI Education, 
Prevention, & AlDS 
Advisory Comm. 
(CEPAS) 

Develop prevention and 
information programs. 
Homosexual college /university 
students prisoners & health. 

Health Secretariat Bogota 
Simon Bolivar Hospital 

1st National I Ministry of Health 
program to fight 
AlDS 

Existing 
Organizations. 
& Community. 
Representation 

~ ~ i d e m i o l o ~ ~  Direction 

Experts Committee 

Distrital Program for 
AlDS 

Ministry of Health - 
Epidemiology Direction and 
Rep National institutions 

CEPAS Edition of HlVlAlDS Infection case 
management protocol. 

Regional and local 
HlVlAlDS programs 

Antioquia, Valle and Bogota 
Health Secretariats 

1st mid-term 
National Plan 

Participation in 
delivery actions 

Ministry of Health, PAHO, 
WHO under Global Program 

Hiring of national 
advisors 
(epidemiologist and 
health educator) 

Technical support to national ST1 
and HlVlAlDS program. 

PAHOIWHO 

Regional HlVlAlDS I In 23 Departments 

With 
community. 
Representation 

Organize 

Adoption 
intersectorial focus 
to the epidemic 

Prevention and 
control of ST1 and 
HlVlAlDS Program 

Delivery action to control the 
epidemic 

Ministry of health and national 
institutions 

Ministry of Health + 14 
government institutions 

Implementation. Including 
intersectorial coordination. 
Communication, participation and 
decentralization 

Financing of the CONPES SOCIAL 2756 
Intersectorial mid- 

Training activities in -Sexual 
Health Prevention, blood & 
hemorrhages. During invasive 
procedure transfusion- 
Epidemiologic surveillance. & 
Research -Socioeconomic Impact 
reduction, -Monitoring & 
Evaluation 

term plan 

Continue with activities in the plan 



Histc - 
Year 

of Action of Public Institutions toward HIVIAIDS 

Program/ Project Government institutions Community 
Groups 

Activities 

Reduce national 
resources, 
problems with 
registry1 notification 
systems 

Ministry of Health -Effects of 
the Health Reform to SGSSS. 

Promotionlprevention assigned to 
contributory and subsidized 
regime entities, departments & 
municipalities 

Cont. work of Plan 
IMP, less financial 
Resources, & 
administrative 
Structure No 
National HlVlAlDS 
Program 

National HlVlAlDS 
Council within the 
Ministry of Health 

Representatives from Ministry 
Health, Education, 
Communications, Labour & 
Social Security, ICBF, 
Ombudsman, INS, INVIMA, 
National Sexual, Education 
Coordination, UNAIDS, EPS, 
National TV Committee, Blood 
Bank National. Network, 
department & municipal 
Committees 

National 
Coordination. 
NGOs working 

on AIDS, 
PLWA, 

Promote actions of the National 
Program of ST1 and HIVIAIDS. 
Present policy proposals to 
develop actions in HlVlAlDS 
promotion and prevention 

Decree 1543 President of Colombia Assign rights and obligations of 
people with HIVIAIDS. 
Promotion and Prevention, care 
and infection control of HlVlAlDS 

Agreement 1 I 7  
defined HlVlAlDS to 
be an illness of 
public interest 

Ministry of Health Determine those illnesses with 
high impact on collective health 
and required special attention and 
follow-up. 

National AIDS 
Programme 
replaced by a 
"Functional Working 
Group", which deals 
with all 
communicable 
diseases 

Resolution 41 2 Ministry of Social Protection Regulate promotion and 
prevention by EPS. 

Agreement 282 Winistry of Social Protection Determination of viral charge to 
be included in subsidized POS 
and the corresponding increment 
in the capitation unit and included 
antiretroviral medicines 



History of Action of Public Institutions toward HIV/AIDS - 
Year Program/ Project 

lntersectorial Plan 
for National 
response for 2004- 
2007 

Government institutions 

National Policy of 
Sex and 
Reproductive 
Health 

Ministry of Social Protection 
and Multisectoral working 
group 

- 

Community 
Groups 

Instruction 01 8 

Activities 

Ministry of Social Protection 

Replacing previous strategic plan 
the new lntersectorial Plan within 
the Nat. Policy on Sex and 
Reproductive Health. 
lnstitutionallintersectorial 
coordination, monitoring and 
evaluation. 
Creation of National Monitoring 
Facility on HIVIAIDS. Promotion 
and Prevention, Social support 
and Care 

National framework determining 
priorities for the government. 

Establish goals, activities and 
indicators to be accomplished 
within PAB according to 2004- 
2007 national plan 

Mandatory for EPS to carry out 
health promotion and prevention, 
and provide information about 
availability of services and health 
education 

Health Promotion and Communication in Colombia 

Colombia was a pioneer in the establishment of health promotion and 

communication projects. In 1947, a young priest, Jose Joaquin Salcedo, was 

transferred to a small town named Sutatenza. Upon his arrival, he found a largely 

illiterate and alcohol-afflicted community, and proposed the construction of a 

theatre for entertainment and educational activities. The theatre was built with 

the help and participation of the community. With a homemade 90-watt 

transmitter, he began to broadcast radio programs. "Radio Sutatenza" was born, 

with one program encompassing entertainment, sports and educational 



instruction; another focused solely on instruction, airing and re-airing lessons for 

the benefit of students. This station became the first, worldwide, used for 

educational purposes, particularly among the rural population. Father Salcedo 

believed that education was needed to empower people and to inspire a 

democratic society founded on equality. It was the beginning of what we now call 

distance education. Relocated to Bogota, Radio Sutatenza became part of 

Cultural Popular Action radio station to expand distant education activities and to 

provide education to eight million rural adults, helping them assume responsibility 

for their own development. Program topics included hygiene and basic health 

care, reading and writing, arithmetic, increasing productivity and recognizing 

personal dignity. In time, family health improvements, farming techniques, 

environment, economic skills, and consciousness to social issues, community 

participation, human rights, ethics, and religious principles were also discussed. 

To broaden the station's availability and to assist in accomplishing its goals, 

printed materials and records were produced. However, this grassroots and 

community-based organization faced financial hardship and lacked government 

support. In the end, all technical equipment was sold to one of the biggest radio 

broadcasting companies in Colombia. However, the experience was inspiring, 

and it has been replicated in Asia, Africa, and other countries in Latin America 

such as Brazil, Peru and Chile. 

The National Federation of Coffee Growers of Colombia established the 

Primary Health Department, which organized women's programs to be 

implemented with the help of regional committees. Following in the footsteps of 



Radio Sutatenza, the Primary Health Department established a radio program, a 

television program and complementary printed materials that were distributed 

with the help of regional committees. Services were provided to coffee growers 

and their families, helping them to achieve a very high level of health care. As a 

by-product, hardship on the international coffee trade was reduced. Projects 

used information, education and communication strategies to educate the 

community and to promote healthy behaviors within the community. 

Prior to the health reform, the Ministry of Health facilitated the 

community's participation in the preparation, testing, and production of education 

materials. The ministry also provided staff training at the national level. 

Materials were prepared with the input of departmental health secretariats; they 

were locally tested for language and accuracy and then approved and printed. 

Most national campaigns materials (television ads, radio announcements, and 

posters) were developed under the umbrella of the Ministry of Communication 

(responsible for National Broadcasting TV and radio), which distributed to 

elementary and high schools the campaign materials in an effort to broaden the 

campaign's effect. Building on the "Radio Sutatenza" concept of distance 

education and educational programs for children, the Ministry of Communication 

created an educational channel. The Health Promotion strategy encouraged 

municipalities to work toward the Healthy Municipalities initiative, which 

encouraged close contact between regional governments, health sector officials, 

the community and local media. The educational benefits of the channel were 

evident when, for instance, cholera appeared in Latin America. By means of the 



radio, the community was taught safe cooking practices and healthy behaviors 

such as hand-washing, living in clean spaces, recognizing the basic symptoms of 

the most common infectious and transmissible diseases, and understanding the 

importance of vaccines. Vaccination campaigns were successful in reaching 

approximately 95% of children under one year of age. The Ministries of 

Education, Communications and Health worked in partnership with the support of 

international organizations and the community in order to obtain that coverage. 

To date, the Ministry of Communications and INRAVlSlON have donated the 

show time for teleconferences related to HIVIAIDS and the World AIDS Day, and 

for HIVIAIDS commercials. The donated show time for these broadcasts is after 

10 p.m.; when the family band changes to adult band the messages do not have 

significant cachet 

Before the health reform, coordination existed between the following 

organizations: the former National HIVIAIDS Program, the Public Relations and 

Media Office of the Ministry of Health, and officers from the PAHOIWHO, 

UNICEF, UNIC, and UNDP. With the advent of the health reform, the landscape 

changed completely: the Community Participation Committee was dismantled, 

departments were downsized, and responsibilities were shifted. Furthermore, the 

National HIVIAIDS Program was segmented. In the early stages of the 

decentralization process, the Ministry ran timely information campaigns, but 

these did not endure. The Ministry of Social Protection remained the policy- 

making institution responsible for formulating; monitoring and evaluating the 

regimes and maintained control over the activities related to disease control 



programs. The Functional HIVIAIDS Working Group replaced the National 

HIVIAIDS Program, and the former has been dealing with all communicable 

diseases; promotion and prevention, however are not their responsibility. Law 

100 assigned promotion and prevention responsibilities to the EPS and the IPS. 

Local organizations developed promotion and prevention activities for the 

community. 

. . .The Bogota Health Secretariat has implemented counseling 
services within health institutions (health centers and hospitals) 
through community organizations, such as the SlDA Foundation, fhat 
trained 300 people, even though the program was financed and is 
considered one of the invoice-able services. "MEDICO EN SU 
CASA, "a service for people living in distant areas from the city, has 
faced fierce opposition from the Ministry.. . 

Manager MTCT Project 

During the period of this research, the only TV and radio commercials 

related to HIVIAIDS were those produced by the MTCT, and financed by 

international funds. The interviewees were asked about messages seen on TV 

and their responses pointed that the showing time was after 10 p.m., and that the 

time was not optimal for capturing the attention of the general population. 

. . .Educational strategies are short-lived; there are some processes in 
some departments. International agencies favor the process when 
there is a change in government. .. What existed before does not 
exist anymore and many good strafegies that worked have tools fhat 
don't last in time. There are very few fhat are kept, as was the case 
of "Lisfening to HIV Proposals," a strategy for working with youth, so 
they will propose what fhey need, and what they will need to do, 
producing communication and education strategies by them.. . 

Manager MTCT Project 



In the quote above, the Manager of the MTCT expresses the challenge to 

continuity faced by many educational campaigns, which, at best, function for two 

years; if there is a change in government; however, a program's shelf life is even 

shorter. Education, for the most part, is left to the discretion of the schools, 

though the Ministry of Education reproduces and distributes at the national level 

materials produced by the Global Fund. 

. . .Educafional processes in healfh died in Colombia in 1997, even 
though the Sex Education Law of 1993 is still valid, and there are nof 
enough human resources available to execufe this fask, However, 
the government has created a new project of competence of fhe 
citizens -addressed to a democratic defense of the cifizens. The 
argument is that you can defend yourself not only with arms but also 
with education (and educafion is meanf fo have sexual educafion 
included) - which can be interpreted to mean that if you want to have 
a healthy and responsible sexuality you have to be a competent 
cifizen. This is a disadvanfage because sexual education and 
prevention are not focused on HIV/AIDS 

UNAIDS Advisor 

The Catholic Church is opposed not only to condom use but also to other 

forms of contraception, and the Church holds that providing this type of 

information to youth will only promote sexual activity. There are public schools 

less reluctant to provide sex education, but most of the schools are private and 

Catholic, and education is in hands of the school administrators. International 

agencies, on the other hand, have been supporting information, education and 

communication processes, including providing printed materials. Sometimes, 

these materials are welcome, however, population don't take ownership of the 

information presented. New legislation would make EPS and IPS work on 

health promotion compulsory as well as health prevention and education as 



determined by Law 100, and would help to develop health communication 

strategies to motivate behavior change. Piltrow (2002) states that measures 

leading to disease prevention and health promotion strengthen the capacity of 

both the individual and the community to take responsibility for their own 

development, creating positive effects on both levels. If municipalities, regions, 

and departments do not work in cooperation with each other toward this goal, 

each works independently, and city mayors become individually responsible for 

assigning financial resources to promotion and prevention activities. Yet often it 

seems that those funds are dedicated to organizations with little to no experience 

in working with HIVIAIDS. 

Even though HIVIAIDS has its own legal framework, it is executed 

differently in each municipality, and each department has its own schedule of 

development. In Norte de Santander the hospital has a strong HIV program; 

although it operates according to its own policies and not the departmental 

policies, it is being used as a departmental referral program. Santander has a 

new institution, Ardila Lulle, for working with HIV. In contrast, the Atlantic coast is 

much disorganized, as are other parts of the country. On the coast, university 

hospitals have closed, and there are no tertiary hospitals available. There are 

only clinics. These problems translate into a heavy workload for community 

groups. 

In 2005, an intersectorial framework plan for sexual and reproductive 

health was presented. Yet in spite of the plan's conceptualization, there were not 



enough financial resources approved for its implementation. HIVIAIDS must be 

demarcated as a government priority, as sufficient financial resources are 

currently impossible to amass. 

Non-profit Organizations and community groups in Colombia 

. . . Community work is focused on internal development and 
external challenge; creating ideas enabling people to think 
about change. Community zoork is a constant struggle, and it  
consists of everything that people do to address oppression in  
their ozivz lives, suffering in the lives of others, and their sense 
of solidarity or group kinships.. . 

Cheryl Townsend Gilkes24 

Community groups and foundations have existed in Colombia for 40 to 50 

years, addressing, among other things, social issues, women and children's 

issues, and sexual education. Several organizations, foundations and 

community groups working on HIVIAIDS were created after the first case was 

detected in a female street worker in Cartagena in 1983; some organizations, for 

instance, who concentrated formerly in family planning expanded their scope, 

and have been working with HIVIAIDS since that decade. As the epidemic, at 

the outset, was concentrated in the gay population, male groups formed and 

developed awareness and prevention. Women, at first, were invisible; services 

were not customized to their needs, and there was a definite lack of information 

available to them. Women were treated especially badly when their diagnoses 

24 Gilkes, Cheryl Townsend (1994). "'If It Wasn't for the Women...': African-American Women, 
Community work, and Social Change" In Women of Color in U. S. Society, edited by Maxine 
Baca Zinn and BonnieThorton Dill. Philadelphia: Temple University Press. 



were disclosed: they faced immediate stigmatization. However, HIVIAIDS, as 

many other diseases, needs to be seen through the gender perspective, and 

community work highlights the ways in which women can mitigate the 

discrimination they experience in their own communities. 

Community organizations have supported people living with HIVIAIDS by 

looking for government responses to information, education, and treatments and 

by developing health communication programs for the community. Not all of the 

HIVIAIDS awareness organizations have survived over time, however, due to 

limited economic resources, internal discrepancies, individual interests, religious 

beliefs, difference in socio-economic background, politics, sexism, stigma and 

discrimination between members, all of which create power struggles and 

internal conflicts. Some organizations were closed in order to open new ones. 

Others shut down due to competition and struggle between organizations: 

grassroots and community-based organizations sometimes feel overly protective 

of the work they do, and they withhold research or study findings. This only 

results in the unnecessary duplication of efforts and the waste of invested 

resources. Sometimes, the research carried out by one organization cannot be 

used for project proposals because previously collected information is incomplete 

or the research methods are not compatible with those required by international 

donors. The following table 2 presents community organizations existing since 

1980, including their work, population served, and location. Seeing that there 

was no official record for this information and that I have compiled the list myself, 



there may be omissions from this list. Additionally, some of them might not exist 

anymore for the reason stated above. 

Table 2 Community Groups and organizations in Colombia 

Community Groups and Organizations in Colombia 

Year Name I focation Target Population 

Homosexual 

Type of work 

lnformation and 
communication through gay 
bars 

Support and lnformation Group 
GAI 

Bogota 

Nursing Students 
National University 

PLWHA Living home assistance to 
low-income population. 
People rejected by their 
families with no place to live. 
Street workers, boys and girls 

Ambulatory integral health 
services to PLWA Bogota. 
Medicine Bank and Lab 
services. Individual 
Counseling at national. Level. 
Familylcouple counselling. 
STI, HIVIAIDS, HR. PrelPost 
Counseling 

Fundacion EUDES Several 
locations 
around the 
country 

el SlDA LCLCS some cities 
around the 

MSM 

country 

GAI -FIASAR (Corporation for 
Research and Social risk 
anticipation 

Bogota People living with 
HlVlAlDS 

Project homosexuals & street 
workers. Training HlVlAlDS 
prevision for Government 
officials, NGOs & community 
leaders 

La Casa Programme Universidad 
de 10s Andes 

Bogota General population Info line HIVIAIDS. Drug 
addiction. Help line. PrelPost 
counselling 

-Social duties & h. rights respect 
Association ASOBHUM- 
Colombian Association for 
Prevention-Health Prevention 
Association for youth- OMEGA 
Foundation (Loss & grieve)- 
FUNDEMI (Development industrial 
health Foundation).-La Casa-Liga 
Colombiana de lucha contra el 
SIDA-Dialogo Mujer 

Bogota Responsible for the 
Colombian 
Congress on 
Sexual and 
reproductive youth 
health. 
Women for Women 
1994 

1st  instance of an NGO 
working on HIVIAIDS at 
national level. 



Community Groups and Organizations in Colombia 
- 
Year Name Location Target Population Type of work 

Apoyemonos (Colombian Bogota 
Foundation for AIDS, Hepatitis and 
ST1 Support) 

MSM Street 
Workers 

Sex Infection Counseling 
Strategic Plan. Human sexual 
rights, communication 
materials based on qualitative 
& ethnographic research. 
Help line. PrelPost 
counselling 

PLWHA 
- 

1st National Encounter of 
support groups working on 
HIVIAIDS. 
PrelPost counselling 

Positives for LifeCovidaGenesis Medellin, 
Program Antioquia 

-VIHDA Project-Fundamor-The Cali, Valle 
right to be happy gr.-Strength self 
support groups Committees 

PLWHAChildren 
with HIVIAIDS 

2" National Encounter of self 
support and other support 
groups working with HlVlAlDS 

Corporation against AIDS Bogota Children with 
HIVIAIDS 

- 

Integral Seminar on HlVlAlDS 

Francois-Xavier Bagnoud Barranquilla, 
Foundation Atlantico 

Children with 
HlVlAlDS 

Better Life Foundation Cali PLWHAStreet 
workers 

Better Life Encounter. Family 
& group support. National 
Encounter. Help line. PrelPost 
counselling 

Apoyemonos and Liga 
Colombiana contra el SlDA 

MSM Review Decree. 559191, 
Decree 1543197. Active NGO 
participation in the National 
HlVlAlDS Council 

PreIPost counselling 
I 

lndetectables Magazine I Bogoti PLWHA 

Liga Colombiana de lucha contra Pasto, Nariiio 
el SlDA Maria Fortaleza 

Women Living with 
HlVlAlDS 

1st  National Encounter 
Women with HIVIAIDS. 
PrelPost Counseling 

RECOGAP (Support groups 
National Network) 

General population Determine access of self- 
support groups in hospitals, 
secondary & tertiary level 
hospitals 

Liga Colombiana de Lucha contra 
el SlDA 

child) 

Women with 
HlVlAlDS 

Women with 
HlVlAlDS 

1s t  Latin American Seminar 
WLA 

3'6 Encounter of NGOs. 

Premedical Bogota General population Workshops behaviorlattitudes 
on sexuallreproduction. 
Education for school children. 

Common Cause General population 

Happiness Club Bogota General population 



Community Groups and Organizations in Colombia 

Year Name 

Exist 

Dialogo Mujer 

Darse 

Amor y Vida 
-- - 

Caminos de Esperanza 

Ecolibertad 

Patients with HIV Foundation 

The Good Samaritan Foundation 

Cormujer 

San Antonio de Padua 

Ardila Lulle Foundation 

SlDA Foundation 

Foundation Funguia 

-- 

Sunflower - WLHA Network 

Location I Target Population I Type of work 
I I 

Bogota I PLWA I PrelPost counselling. 

Bogota 

Bogota 

Cali, Valle 

Bogota I PLWA 

General population 

Women to Women 

PLWA 

Bogota I PLWA 
Counseling HIVIAIDS. Drug I addicts. 

Manizales 
Caldas I PLWA 

Bogota I PLWA I PrelPost counselling. 

Bogota I Street workers I 
i a G c i 0 .  I PLWA 
Meta 

Socialllegal support. PrelPost 
counselling. 

Bucaramanga, PLWA 
Santander 

Bogota I PLWA I PrelPost counselling 

Monteria, 
Cordoba I PLwA 

Bogota Women with 
HIVIAIDS 

Prel Post counselling. Social 
support workshops. Advocacy 
workshops 

The-Mother-to-Child-Transmission Project 

The MTCT as a governmental project initiated in August 2003 focuses in 

serving low-income pregnant women who do not have access to health services 

and babies born from HIV infected females of reproductive age. The objectives 

of the project are: 



Promote the acceptance, responsibility and self-conciousness of women 

within reproductive agelnitiated in August 2003 in seven cities, the 

program was designed to offer: 

Free and early HIV testing as part of prenatal care; 

Alternative antiretroviral treatments; 

Casarean operations; 

Follow-up and psychosocial support to pregnant women and their families; 

Policies for maintaining a low risk of vertical transmission; 

Education about nutrition and breast milk substitutes. 

Produced with the financial support of the European Union, the project has 

created a media campaign, including television and radio commercials and an 

information booklet to publicize their initiatives. The information booklet is 

distributed in Colombia by health secretariats at the municipal level. 

Tests provided to women include the CD (Eliza Test) for diagnosis as well 

as other tests at 36 weeks in order to re-count lymphocytes in pregnant women 

during the prenatal control (there should be 8 prenatal controls) within the health 

care system. Diagnosis follow-up and ARV treatments are provided through the 

health care system. One month after birth the babies are tested and six months' 

supply of milk substitutes for HIV-positive babies is included in the control and 

development. Mothers receive education and complimentary nutrition for nine 

months as they learn in health education sessions about healthy sizes and 

weights for their babies. Women from ARS and EPS requesting services from 

the project receive tests and milk formula but are sent back to the ARS and EPS 



systems to continue with the regular services for them and their babies. In some 

places, the Western Blot is used for confirmation of diagnosis, specifically in Cali, 

Antioquia and Capital District. The target population is estimated to be 

approximately 31 6,670 pregnant women in low-income areas in Colombia who 

do not have access to health services. 

The project develops activities that aim to empower women through health 

awareness, increasing women's self-knowledge and, thus, increasing their 

protection against HIV transmission by means of heterosexual contact. For 

those who are infected, the project aims to provide training about how best to 

minimize the impact of the infection on the fetus. The MTCT database includes 

information about the number of women approached and the type of service 

requested. Testing and controls are offered through health secretariats as part of 

the regular pregnancy services as the MTCT, and they rely on municipal health 

secretariat staff to render services including tests and milk substitute provision. 

The MTCT project is administered by REDSALUD (the Colombian Network of 

Hospital Cooperatives), which also administers the National Medicine Fund for 

High Social Impact Diseases (HIV/AIDS, cancer and haemophilia). REDSALUD 

covers 80% of the costs incurred by public hospitals around the country. The 

National Medicine Fund, which subsidizes 60% of the total cost of drugs and 

regulates drug market prices, was created to ensure that poor patients not 

affiliated with either of the two tiers receive an adequate supply of drugs. The 

patients have to be linked to a program administered by a public hospital or a 

private institution that covers the remaining 40% of the drug treatment. As the 



Fund is the country's largest purchaser of HIVIAIDS drugs, it has the strongest 

negotiating power with the pharmaceutical industry. However, cultural objections 

prompted health projects to arrive late in Colombian society; barriers include the 

economy and aggressive health staff. 

The project has designed a database that includes all the women 

contacted, type of service rendered to each woman, dates of childbirth, follow-up 

and treatment administered. The project offers two viral counts, one at the time 

of diagnosis and the second at week 36, before the baby is born and before the 

lymphocytes are counted. Services start with diagnosis until one month after 

birth, when they receive prophylactic treatment, and when they reach six months. 

Then they are linked to the health system and receive a six months' milk 

substitute supply. Following that, they are included in the National Program of 

Control, Development and Education. At nine months, the babies receive 

complimentary nutrition, and the mothers are trained to measure the weight and 

size of their babies. Tests offered are the Eliza test for diagnosis and the 

Western Blot for confirmation of diagnosis. Also, home visits are offered to 

provide more education, vaccination, prenatal control, family planning, infections 

and self-care. 

There should be eight prenatal medical controls, but women often undergo 

only one: in 2004, 59% of women were diagnosed between weeks 15 and 32, 

17% have been diagnosed between weeks 33 and 37, and 13% of women 

between weeks 38 and 70, meaning that 30% of women are diagnosed late. The 

number of tests rendered is 368,873, with presumably 1284 positive results. 



Nine hundred and forty women were diagnosed with 21 babies born positive. 

HIV was detected late in fifteen of the pregnancies; only six babies had project 

intervention and received ARV treatment. There have been induced abortions, 

although they are not registered in the medical histories as such; they are 

registered, rather, as spontaneous abortions. 

. . .During my last pregnancy, I had many problems with my bronchial 
tube. 1 couldn't breathe, and 1 was sent to the health center. .. then 
they senf me to anofher health center.. . then, back to the firsf health 
center, where they took blood samples for several lab tests. They 
didn't tell me what tests they were doing.. . not even the doctor 
mentioned anything to me.. . I was very sick; they ran more tests. I 
was sent to the hospital.. . I think . . . there was something wrong with 
my lung . . . fhere were several complications. I couldn't sleep; if I laid 
on the bed, couldn't breafhe . . . if I was seated still couldn't breafhe 
. . . and everybody kepf telling me that there was another lab test 
pending that I needed to go again to the health center. I didn't know 
what they talking about. Finally I went and they took more blood. 
When I went, a month after, the doctor and the staff told me that I 
was HIV-positive, but nobody told me anything, or gave advice 
before the test.. . At the beginning, 1 was fine, 1 was not scared or 
anything, but suddenly, my mind starfed to ask questions. The baby 
wasn't born yet, so they gave me the medicines, after Catalina (from 
the organization) helped her get the A RV treatment. I didn't have 
health coverage . . . my husband hadn't included me or the children ... 

OMAIRA, 24 years old, 
Has been living with HIV/AIDS for two and a half years. 

She has a son, nine and a half, a daughter, three, 
and a one and a half year old child born HIV-posifive. 

Around 68% of the total number of infected women is between 20 and 30 

years old, and approximately 18% are between 15 and 19 years old. This is to 

say that a total of 86% of women are in their reproductive years when they are 

affected by HIVIAIDS. The other 14% correspond to women older than 31 years 

of age. Marital status of women within the project is as follows: 62% are involved 



in a free union, 27% are single, 27% are married, I % is divorced, and 2% are 

widowed. There have been fewer induced abortions, but this information is not 

registered in medical histories: abortions are reported as spontaneous. The 

cities with the highest incidence of HIVIAIDS are Cali, with .20% HIV-positive, 

Bogota, with .16% HIV-positive, and Barranquilla, with .14% HIV-positive. With 

the European Union's second phase of financing, Bogota joined the project in 

October 2004, thirteen months after both Cali and Barranquilla. Bogota has 

administered eighteen thousand tests, equivalent to 10-1 5% of the total number 

of tests administered nationally. 

. . .Bogota has a different health care system than the rest of the 
country. The health reform and the restructuring of the Ministry of 
Health, suffering a loss in the direction of health promotion and 
prevention and in staff numbers, have created policies that are not 
clear depending on the Ministry's staff. Functionaries that were 
working in a determined program were transferred to other 
departments; the strong teams of promotion and prevention were 
totally diluted. The Bogota health secretariat has strengthened its 
physical structures and health processes (that are more advanced 
than the rest of the country), and has adopted measures and defined 
its mission according to what it considers important. However, public 
health goes one-way, health insurance anofher way and surveillance 
and control go a different way. The secretariat works three fronts: 
one to develop policies, a second to set policies in place, and the 
third one exercises surveillance and control.. . 

Director MTCT Project 

Bogota is home to one-sixth of the country's total HIV infected population. 

Local hospitals work in partnership with the project. The Simon Bolivar Hospital, 

one of the biggest public hospitals in Bogota, has since August 2003 served 29 

mothers between the ages of 15 and 27 and one who was 38. From these 29 

mothers, 27 living babies were born. Eleven have received CD tests at one 



month of age; and at six months of age, all of these eleven babies were HIV- 

negative. Tests on the other sixteen babies, however, have not been done. Out 

of all the mothers asked, none believed that this would happen to them but rather 

that HIV affected other people (such as prostitutes or homosexuals). However, 

all of the infected women said that they had a previous partner who infected 

them. Their current partners are negative. 

". . .It is easier fo infect women as there are more tissues exposed 
during a sexual encounter.. . " 

Befty Ruth, Nurse at the SB Hospital 
Responsible for HIV/AIDS hospitalized patients 

The MTCT Project considers its strengths the prenatal controls and the 

offering of education, nutritional support and psychological support to the 

patients. Nonetheless, the project staff believes that there is still more room for 

work with youth on issues related to self-esteem and education to eradicate 

taboos and to promote condom use. 

The project has been praised both nationally and internationally. 

However, staff turnover has been one of the project's biggest challenges, forcing 

the project to reinitiate activities and retrain staff every time new staff is hired. 

Recently, MTCT has been integrated within the sexual reproductive health and 

the mother and child program within each municipal health secretariat. However, 

three departments took full responsibility for the project in 2005, including budget 

and wages for assigned staff. It is expected that the project will continue with its 

successful activities and that the budget will cover the project's costs. 



In sum, I can conclude that the MTCT has achieved its proposed 

goals overcoming challenges and supporting public institutions benefiting women 

by providing HIV testing, offering education to pregnant women and offering milk 

substitutes for babies. Project staff interviewed expressed that women felt 

grateful for the services received. However, as mentioned before only 21 % 

received the diagnosis and confirmation tests through the MTCT and the after 

birth services follow-up and for the purpose of social support women were 

referred to the Sunflower Project. Though I tried to make a comparison between 

the two projects, the information harvested from the MTCT project staff only 

permitted me to present what looks more a project report than an ethnography of 

the MTCT where the relationship with women served was just reported instead of 

spoken from themselves. I hope, therefore, that once the project is administered 

directly by municipal and departmental staff, the project's service standards will 

be sustained in order to prevent future vertical transmission. 



Chapter Three. 
Description of the Case Study Project 

The Sunflower Project 

Provect 

. ..The day a woman can love with her strength and not with 
her weakness, not to hide but to encounter herselfi not to admit 
defeat but to confirm herselj then, love will be for her andfor 
him a fountain of life and not a deadly jeopardy.. . . 

Simone de Beauvoir 

The project was named in honour of a woman who died of AIDS. In the 

words of the national coordinator: 

... My friend died from AIDS six years ago; she had a professional 
title, a good socio-economic status, She had a good life, but her 
family was very negative, her self-esteem was very weak and her 
mental health very fragile. She wanted us to get organized into a 



supporf group so we could work for other women. She said we 
would name it SUNFLOWER. The seeds in the center are fhe 
women getting together because they need help, and the yellow 
petals are the projects and dreams that we could develop. The 
name is masculine because she did not want it to be a closed 
feminist group and a masculine name will tie many fhings and 
project is a dynamic word.. . 

Sunflower Project - National Coordinator 

The Sunflower Project is a woman-to-women, grassroots organization, 

born out of a need for knowledge and a demand for the existence of educational 

programs that would help women face the struggles inherent in battling 

HIVIAIDS. 

The purpose of the project is to break the existing silence experienced by 

and forced on women living with HIVIAIDS in Colombia. Its objectives are health 

promotion, prevention, education, peer support, social network support, 

empowerment, and advocacy at the national level. 

The project solicits the participation of HIV-positive women in decisions 

about their sexual and reproductive rights, and it asks women's input in regard to 

prevention and health care services at the local, regional, and national levels. 

Coordinators work to create and support initiatives that will improve the quality of 

life of women living with HIVIAIDS as well as initiatives that might reduce 

women's vulnerability toward HIVIAIDS. As such, essential to the project's 

success is an environment wherein open communication can occur between 

women, and support networks can exist for women dealing with HIVIAIDS. The 

environment must be inclusive not only in the way it reaches out to women but 



also in the way it includes women, asking them to take an active role in designing 

and evaluating sexual education programs, in promoting the sharing of 

experience, and in creating an information feedback system within the network, 

where information is shared between organizations at both the national and the 

international level. 

The project's greatest goal is the development and the sustainability of an 

economic project to allow the network to repeat activities, and to teach women 

the skills to generate income for their families. 

Figure 6 First Encounter of Women Living with HIVIAIDS in Bogota, 2004 

First group of positive women, by permission 



Colombia's mountain range outlines the natural geographic regions that 

were used to configure the network's regional headquarters: Costa Atlantica 

(North), Santanderes (East), Region Andina (Center), Llanos Orientales (Center 

East), Valle and Cauca (South West), Amazonia (South East), Eje Cafetero 

(Center West), Pasto (South) and Medellin (North West). Each regional office 

has a member coordinator, either working solely for the women's network or for 

the network in partnership with another organization, or for another organization 

that is the regional connector to the network. 

In May 1997, the Liga Colombiana de Lucha Contra el SIDA, with the 

sponsorship of UNAIDS and UNFPA, staged the First National Encounter of 

Women living with HIVIAIDS. The participants reviewed the status of women 

living with HIVIAIDS as well as their rights and responsibilities. As a result of the 

event, seven women committed to working toward guidelines and strategies that 

would establish the National Network of WLWHA, whose objective was to identify 

women's needs and to give them a voice. Also to search for more education, 

health services, legal advice, social support, and fight against discrimination. 

The Sunflower Project received help in its initial stages from Maria 

Fortaleza Foundation in the department of Naritio, which is located on 

Colombia's border with Ecuador. But when the group obtained their government 

incorporation as the National Network of Women Living with HIVIAIDS, the 

national coordinator was relocated to Bogota, where it was more convenient to 

facilitate contacts with national authorities and international organizations located 

in the capital city of Bogota, DC (Capital District). In 1999, The Sunflower Project 



represented Colombian women in the 1'' Regional Seminar of Women Living with 

HIVIAIDS in Latin America and the Caribbean, financed by UNAIDS along with 

other eighteen countries. The exchange of experiences and notes on various 

topics helped the women in the development of the national network. 

By the year 2000, and with the support of UNAIDS, women in seven 

Colombian cities touching the most populated regions of the country - 

Barranquilla (North Coast), Bogota (Center), Cali (South West), Ckuta  (East), 

Medellin (North West), Pasto (South) and Pereira (Center West) - received 

training in the following areas: HIV vulnerability, empowerment, human rights, 

sexual and reproductive health, HIVIAIDS information, and ARV treatment 

access. The formation of the National Network of Positive Women was the 

product of the training sessions in which they participated. The training was to 

be replicated, and eventually 197 women around the country would participate in 

the sessions. With the support of the regional coordinators, experts presented 

the issues. The sessions included theory and practice centred on gender. 

Themes were developed according to participants' interests in each region, 

allowing exercises to be modified locally. In Medellin, sexuality and reproductive 

rights were the topics chosen, while women in Cali worked on empowerment. A 

very open methodology guaranteed active participation, an open space for 

reflection, sharing of diagnosis, personal growth, self-esteem, and 

empowerment. 

In 2001, the participants' responses in the Medellin training sessions 

defaulted in the creation of a women's support group for prevention and 



information. In Cali, GAMl Foundation provided support and pre- and post- 

counselling to women living with HIVIAIDS. In Cucuta, women renewed their 

commitment to the network. Requests to develop more training workshops in 

Cartago (Valle), Armenia (Quindio), Manizales (Caldas), Tunja (Boyaca) and 

Villavicencio (Meta) were the indicators of the workshops' success. UNAIDS 

financed the purchase of computers and the printing of posters to promote the 

network. 

In November 2002, the project was officially approved as "Fundacion 

Nacional de Mujeres Positivas - Proyecto Girasol". Since then, the foundation 

has participated in the creation of national policy and the analysis of national and 

regional HIVIAIDS expenditures. Successful activities have been presented 

internationally at the 2000 Forum in Rio de Janeiro, Brazil. The Brazilian Women 

with HIVIAIDS Network, for one, has adopted the Sunflower Project as a model 

to develop their Positive Citizens Project. Also, the model was presented at the 

National HIVIAIDS Symposium in Costa Rica and at the 2003 Forum in Cuba, 

and it has been promoted at a number of national events. With financing from 

UNAIDS and UNFPA, the Sunflower Project carried out the GAUl initiative - the 

word GAUl hails from the Kogi language (Kogies - Indigenous group of the North 

Coast of Colombia), meaning creating, producing, and making something. The 

project was to train women from the network with skills to produce wax candles 

and sunflowers, miniature balconies in wood, HIVIAIDS symbols, decorated 

pencils with porcelanicron and bookmarks. Products were sold through 

educational and cultural institutions and international agencies. Then, members 



of the network decided to replicate the experience and to train with these skills as 

many women in the regions as possible. In June of the same year, UNAIDS 

financed a special training program to develop the organizational development 

project, "Desarrollo Organizacional," which was a "training the trainee" project to 

develop a strategy for organizational development. There were coordinators in 

Pasto, Medellin, Cali, Pereira and Bogota trained to replicate the project at a 

national level. A total of 180 women (10 in Bogota, 28 in Cali, 63 in Pasto, 31 in 

Medellin and 48 in Pereira) from different organizations were trained. Also, 12 

male community leaders requested information. Participants were people with 

HIVIAIDS and/or living with someone with HIVIAIDS, mothers of infected people, 

girlfriends, and other relatives. The literacy level varied from illiterate to 

university-educated. All from housewives to university students to handcrafters 

to micro-entrepreneurs were on hand, and ranged from 18 to 55 years of age. 

They were single, married, partnered and/or divorced. 

The purpose of the organizational development program was to provide 

tools to obtain technical, human and economic resources in order to develop 

more sustainable economic projects for the growth of the project. Training 

sessions opened up for women the possibility of being self-sustainable, of 

creating micro-enterprises, and of leading productive projects: 

In Cucuta, a group of women created a micro-enterprise to support their 

families. 

In Medellin, women became specialized in handcrafts and are working 

on HIVIAIDS prevention in conflict areas. 



In Pasto, women participated in occupational therapy workshops and 

have manifested the intent to create micro-enterprises, to establish 

HIVIAIDS prevention workshops with local authorities, and to provide 

support to the uninsured population so that they might obtain integral 

health care and achieve inclusion in the SISBEN. 

In Cali and Pereira women are supporting government-initiated 

prevention activities. 

Evidently, women needed motivation to participate in educational processes: in 

December 2004, the second training program recruited 295 women nationally. 

Fundamentally, the Sunflower Project functions in such a way that it plays 

into women's natural social roles: traditionally, women as mothers, supports and 

communicators are associative, and they enjoy social contact. The Sunflower 

Project provides a forum in which they can share their everyday experiences and 

struggles and in which they can develop awareness and activism. This 

community organization offers them the opportunity to recover values including 

solidarity, autonomy, human rights respect, dignity, and the right to intimacy, self- 

esteem, and choice. The network is the only community organization dedicated 

to educating women. Its mandate is to increase women's empowerment by 

furthering their knowledge of HIVIAIDS. 

Little research, thus far, has addressed community work with stigmatized 

women; Berger (1 994) suggests that community work should be incorporated 

into traditional inquiries of gender and political participation in order to 

understand how HIV-positive women can become politically active and 

empowered. 



Born in a small town distant from Colombia's capital city, Mireya has been 

living with HIV for 10 years. At the time of her diagnosis, she was 19 years old, 

caring for a 2-year old son and grieving the death of her son's father, who had 

died two months earlier. "Everything was so sudden," she said. "I was 

volunteering at the local hospital when I offered to donate blood and was told that 

all tests would be run on the blood, including HIV." Neither counselling nor 

information was provided before the test. She is one of the original members of 

the Sunflower Project. 

Evaluation during different training sessions around Colombia confirmed 

that many women share a desire for more information, sexual education, and 

better reproductive health practices in order to face their fears about infecting 

others, to learn the facts about sexual abstinence, and to deal with rejection, low 

self-esteem and social stigmatization. 

. . .I was very, very sick, and my sister called the Ministry of Health 
looking for guidance and support. She was redirected to the 
Sunflower Project. She came to see me with a doctor; they have 
given the best gift ever. I call her 'my guardian angel: they took me 
to the hospital. I was there for five months as a terminal patient. I 
weighed 80 Ibs, I lost my hair, and I was given few days to live.. . The 
coordinator of the Sunflower Project helped me go through this hard 
time. Thanks to her and God I'm alive now.. . 

Dalia, 46 years old, has been living with HIV for 5 
years. She has two daughters (24 and 7 years of 
age) and a son (13). 

In sum, the women I interviewed felt extremely attached to the 

organization. They were grateful to the staff for the support they received, for the 

staff's devotion in visiting HIVIAIDS patients in hospitals, especially the women, 



and for the foundation's willingness to confront both media and society, 

expressing the fact that HIVIAIDS does not discriminate: anyone could be living 

with the disease. They were grateful for the gathering of women from a variety of 

socio-economic backgrounds, recognizing that the stronger they are in numbers, 

the stronger they will be in protecting and promoting their rights and her life 

stories, in achieving a better educated and healthier society, and in building self- 

confidence and life-enjoyment and improving their quality of life. 

. . . The Sunflower project has given me information, and support 
backed up by institutions and people. It helped my decision to live, 
and search for more information. You have to make up your mind.. . 
ask myself what can I do with this ... and I found the fool that helped 
me to open the door to hope.. . MIREYA 



Figure 3-2 Poster promoting services and showing the seven initial members of the 
National network of Women' living with HIVIAIDS. 
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Chapter Four. 
Findings of The Case Study: 
Women Voice Their Experiences 
and Perceptions of AIDS Projects 

. . . . The same meek I was told that 80% of u~omen 7oho tested 
positive at the Simon Bolivar Hospital were ulives infected by 
their husbands, a ~ h o  have had bisexual relations.. . . 

Silvana Paternostro25 

Overview 

My purpose was to learn from the experiences and perceptions of women 

living with HIVIAIDS. I am grateful for having had the opportunity to meet 

fourteen HIV-positive women who were willing to share their experiences and 

other personal and private information with me. In Colombia as well as other 

Latin American countries, women live within a patriarchal society. Colombian 

women, in turn, take on the role of protectors; they assume the major 

responsibility of supporting their children while culturally they are often 

dichotomized into "good" mothers and "bad" promiscuous women (Cohen & 

Durham, 1993). 

Colombia, like most Latin American countries, is founded on a patriarchal 

structure that favors strong men and submissive women. These attitudes are 

difficult to change due, in part, to strong Catholic beliefs that interfere in women's 

25 Paternostro, S. (2001) En La Tierra De Dios y Del Hombre - Hablan las mujeres de 
AmericaLatina. Editorial Suramericana, Buenos Aires 



health education, specifically in regard to the use of contraceptives. Condoms 

are perceived in a negative light because they ostensibly promote youth sexuality 

and freedom. Representatives of the Catholic Church condemn the use of 

condoms, arguing that condoms are not effective in the fight against HIVIAIDS. 

As such, the Church has been undermining the aim of prevention and education 

campaigns. 

Although HIVIAIDS has been present in Colombia since the 1980s, the 

issue is still hard to manage. For most women, disclosing information about their 

own infections is perceived as betraying intensely personal information, 

information that might be misinterpreted, wrongly judged, or worse, used as the 

basis for discrimination. Women living with HIV typically bear the responsibility 

for child-care, housekeeping, and health and social work in addition to their own 

illness and the illness of their partners, or someone else in the family. Most of 

the time women's own needs are the least well met (Barlow 1992). The majority 

of the women living with HIVIAIDS are diagnosed after their partners, husbands, 

or children have died. As a general rule, women look after their own health 

needs only after their family's health needs are taken care of, and if there are still 

resources available. Women, especially within the low-income population, work 

outside the home for little money. This is to say that women carry the burden of 

work and family subsistence, a two-fold role that is rooted in the patriarchal 

structures of the low-income population. The topic of my research highlights 

aspects of the women's lives that they felt affected them the most. 



... In many cultures, individual behavior yields to 
community or collective behavior, while in others 
instances; it is argued that certain behaviors, such as 
sexual behaviors, are closely linked to cultural 
practices that demand additional attention to 
community and cultural values and practices.. . 

Thomas Tufte, 
Dept. of Film and Media Studies 
University of Copenhagen26 

The excerpts I present here highlight women's feelings, their 

experiences, and the challenges they have faced during their struggle with 

HIVIAIDS. I wanted to ascertain whether or not the projects reviewed in the 

previous two chapters of this thesis have improved their quality of life. The 

predisposing factors, enabling factors and reinforcing factors of the Precede- 

Proceed Model of health promotion are used to situate women's responses and 

are presented using the Stages of Change Model. I also explore how the Health 

Belief Model and the Theory of Reasoned Action examine individual attitudes, 

beliefs, and intentions to modify behaviors. The health belief model can support 

the approach to personal vulnerability, "so long as one's audience perceives 

itself to be vu~nerable"~~ In an attempt to explore the correlation between socio- 

economic status and the level of health promotion and education coordinated by 

the EPS, insurers, and ARS, questions were asked about women's knowledge of 

HIVIAIDS prior to their diagnosis. 

. , .I saw HIV as very, very distant; I never even thought about it, it 
never crossed my mind ... I had heard about AIDS buf you never even 

26Tufte, T. (2000) HIVIAIDS Communication and Prevention: A Health Communication Research 
Project, 2001-2003. University of Copenhagen 
27 Wight, D (1993) page 478 



imagine fhaf you are going to have if, that you're going to have face 
if.. . I heard fhat it was a male sickness and thaf everyfhing was 
outside my life.. .. buf you never think fhaf you're going fo have if at 
home.. . 

YOLA NDA, 28 years of age, has lived with HIV for 5.5 years. 
She has 12 & 13 years old daughters from a previous 
marriage, and a 41/2 years old boy born HIV-positive. 

. . .I didn't know anything. There were some TV commercials but I 
always ignored them; I never saw them as something fhat ever hit 
close to home.. . . 

A MPA RO, 50 years old 

Women provided similar answers to my questions. For the most part, 

women trust their partners, and they think that having a stable relationship 

precludes them from contracting HIV. When they do contract the infection, the 

severity of HIVIAIDS affects their social network and support. Women often stick 

by their men through HIV infection, illness and death, but men often abandon 

their women when they become HIV-infected or ill (Springer 1992). Cultural 

beliefs and traditions compel them to act according to what they have seen and 

learned, and, as a result, the women try always to please their partners; they do 

no want to disappoint them as matter of social hierarchy superior and dominant 

versus inferior and subordinate and following Catholic principles entrenched 

within the culture: submission, and obedience are interpreted as respect for the 

chief of the household. Men are the ones with knowledge; women follow their 

desires and requests, which means that health requests made by women, such 

as condom usage, are not acknowledged. Furthermore, the Church prohibits 

some the use of contraception methods that would prove more safe sex for 

women, such as practicing regular condom usage. These beliefs influence 



decisions affecting their health (Health Belief Model) within the predisposing 

factors. 

Women's reactions to HIVIAIDS demonstrate that knowledge (health 

education) changes attitudes, beliefs, and values leading to modified behavior, 

as well as modified perception of behavior. Education should be included within 

health promotion in order to catalyze a change in the social environment and in 

order to alter behaviors by modifying cognitive and affective mediators that 

control programs, policies and practices. I use the Stages of Change Model, also 

called the Transtheoretical Model, to situate responses in order to understand the 

impact of HIVIAIDS, women's knowledge, the changes they perceived 

throughout their struggle with HIVIAIDS, and what information they perceive is 

still missing for others vulnerable groups. In the pre-contemplation phase, as 

Prochaska suggests, a person has no intention of modifying her behavior within 

six months (of receiving the test results, for instance). She does not fully realize 

the impact of the diagnosis, and she does not develop the motivation to change. 

. . .First, it was very painful, and I was in denial.. . I could not see a 
possible way out because of the little information and education fhat I 
had at the time.. . My son was 2 years old. I knew I had to fake him to 
be tested, but just thinking that he could be HIV-positive.. . My 
partner also needed to be tested.. .could he be HIV-positive? The 
emotional weight thaf you feel is so hard fhat you don't even imagine, 
even just thinking about the possible result of the test, the impact is 
too much.. . Nobody wants to hear that you are sick with the virus 
and thaf it will turn into a fatal disease.. . especially when the person 
who has given you the test result is trying to do his best but does not 
have more information than you do.. . The only thing everybody knew 
was thaf it was deadly. I was afraid for my son; I was afraid of dying. 
When you're young you think thaf you own your life and you can 
master your life better than anybody else.. . Time helped me 
understand little by little, but the question keep coming up,. . why me? 
If this could happen to any human being, woman or man, then there 



is no difference.. .it is just a matter of working if out or sexual 
orientation.. . This is a process for you to realize.. . however, this is a 
lengthy process.. .. because if is your skin, your life, your own 
process.. . MIREYA 

The first test brings about feelings of uncertainty and disbelief; then, when 

the diagnosis is confirmed, women confront a new crisis. Family dynamics are 

disrupted in coping with loss and grief, impacting their psychosocial adjustments 

to managing stress, self-esteem, social isolation, decision-making and 

disclosure. Feelings of fear are overwhelming for some people. Emotional 

distress, suicidal urges, and feelings of uncertainty are some of the challenges 

posed by psychological distress. Further distress is caused by the disease's 

impact on relationships. Especially for many of the female patients, having a 

good friend is a key element in this scenario (Bury 1982) and because social 

support it is influenced by social structural imperatives becoming more than 

individual links of networks in terms of social cohesion which at the society level 

lhave powerful effects on health strengthening social relationships and improving 

the health of communities ( ~ t a n s f e l d ) ~ ~  

. . .If was ovetwhelming, when I found out that I was HIV- positive; it 
was very hard for me to accept and to take as a reality. I was a 
housewife and had an accounting job in an Ophthalmologist's office 
and was about to give birth to my third child. As it was a private 
doctor, he ordered some lab tests. It was very hard for me; the 
person who gave the results thought I knew about my status, which I 
did not. It was difficult to handle especially because my husband was 
negative and I was positive. Then he left me with the kids. . 

MELINDA, 31 years old, has been living with HIV for 10 years. 

28 Stanfeld, S. in (2006) Social Health Determinants, Second Ed. Oxform Press, New York 
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In the second phase of the Stages of Change Model, the contemplation 

stage, a person intends to take action within the next six months (knowledge 

about HIVIAIDS and existing ARV treatments). 

. ..After I was diagnosed, my life was the same. I was a symptomatic; 
I had no visible problems; I had my career, and was economically 
stable. My husband was not a saint - he was unfaithful to me. He 
questioned how I got infected, and my marriage ended. We were 
separated eight months after I was diagnosed.. .I was afraid, and so I 
focused on my work.. . that was my life. I didn't want to take the 
medicines until I got sick and realized that I was missing my children, 
tried to gef myself and the kids organized, and look for another 
partner. Then everything was organized, but 1 lost my job. Without 
health services I saw myself in a tough situation and became very 
sick, lost weight, had diarrhea, sweatiness, and lost my hair. If was 
hard but thanks to God I had the unconditional support of my new 
husband at the time.. . MELINDA, 31 years old 

A period of denial occurs before a patient accepts what an HIV diagnosis 

means to her: the risk of job loss and social rejection by family, friends, and 

relatives. For many, denial is a familiar coping mechanism: many patients have 

no experience working through difficult and painful feelings, and so the process 

of denial continues for a long time (Bisset and Gray 1992), as is evident in Mireya 

and Melinda's voices in their precontemplation phases. Knowledge and 

information modify their cognitive domain and their emotions, feelings, and 

attitudes in response to behavioral change. These are included in the 

predisposing factors according to the Precede-Proceed Model. 

In the third phase of the Stages of Change Model, preparation, a patient 

intends to take action within a short period of time, and she takes some 

behavioral steps in the direction of improving her life (understanding her 

situation as HIV-positive). Realizing that contracting HIV was not her fault and 



that it could happen to any woman (beliefs) are significant behavioral 

modifications. Feeling empowered gives the women the opportunity to take 

responsibility for their lives and their futures and to be advocates for women in 

similar circumstances. Acts of advocacy include offering social and moral 

support to other women and telling them not to feel ashamed, that they, too, 

can live with dignity and develop self-esteem. 

. . .A  myriad of diflculties make life feel burdened, 
uncomfortable, and all too often desperate. It has always 
seemed that there is a kind of quiet heroism that comesfiom 
meeting these problems and sentiments they prologue, of 
getting through each day, of living through the long course 
rilith grace and spirit and even humour; sick persons and their 
families understand the courage, even i f  most others do not.. .. 

Arthur Kleinman29 

The fourth phase of the Stages of Change Model, maintenance, relates to 

the modification of behaviors (adoption of healthy behaviors related to diet, 

sexual practices and ARV treatments). 

. . .I had my daughter (now she is 7 years old) even though I had HIV. 
We decided to have her; she was healthy because we took all the 
precautions. After my 7 year old was born, I was pregnant three 
years later. Another baby girl was born, but as I was not in the 
SISBEN, they did not do a Cesarean and she was not given the ARV 
freatment. I did not know of the Sunflower Project yet.. . it was 
terrible; she got sicker and sicker, and she died. Since fhen, we 
always use condoms. Many things I learned from the Sunflower 
Project; we learned how to use condoms, and they also taught me 
my rights and how to fight and claim those rights and how to have 
recognized my responsibilities and obligations. I know what I can 
ask from the EPS.. . MELINDA 

As Melinda's story demonstrates, time was required to heal her suffering 

over the death of her baby daughter, and education was required to shape her 

29 lbid 



future behavior and it seems also to learn about her rights. Thanks to the 

Sunflower Project, less risky behaviors came to be regularly practiced. 

Mireya is an HIVIAIDS activist, and she is currently studying for her BA in 

Social Psychology. She has been a very active member of the Sunflower Project 

since 1997. She develops training workshops in schools and universities, and 

she has represented the project internationally. Also, Mireya feels that things 

happen for a reason. During her journey with HIVIAIDS, she has sought 

education and empowerment, and now she feels that the disease has brought 

opportunities and success to her life. When she shares her unique experience 

with other women, she provides them with a model for alternative ways to 

respond and to deal with their own circumstances. 

The Social Learning Theory, or Bandura's Theory, holds that individual 

behaviors can be modified by observation, imitation and expectations affected by 

motivational processes such as environment. This is applicable largely in 

programs addressing youth, but the theory also works well in relation to the 

Sunflower Project, which is a forum in which women can witness other women 

experiencing similar phenomena. In this forum, women learn alongside one 

another better health and positive attitudes, and they are strengthened enough to 

face and share their own stories. 

I have presented some excerpts that pertain to the health promotion 

theories introduced in Chapter One. In the next part, and as mentioned before, I 

have chosen to discuss predisposing factors. Most of the stories presented refer 

to cultural practices, the influence of patriarchal structures, a lack of knowledge 



(in this case, the women have seen or heard about HIVIAIDS, but women never 

felt they were at risk), as Wight mentioned "a more obvious reason for people not 

to feel vulnerable is that AIDS is still largely associated with marginal, stigmatised 

groups from whom it is easy for most people to distance themse~ves~~. As well 

the influence of religious beliefs regarding their sexual practices. However, as 

Wight said "this perception that one is not personally at risk, has been termed 

'Aids invulnerability' is explained as resulting from people's beliefs that they, 

personally, behave responsibly about their health, in contrast to others who take 

great risks". 

Excerpts relate to enabling factors that can also be considered as the 

vulnerability factors in that they illustrate a lack of awareness, a lack of health 

promotion, and little prevention activity that might have prepared women for a 

possible positive result and the feelings of disbelief and hopelessness. Amparo's 

story typifies the reaction of someone who is unprepared for diagnosis: 

. . . When my partner got sick, they told him that he had to take the 
test, but he didn't take if.. . and he was told that we would die from 
AIDS. If didn't last too long; he died soon. When he was in the 
hospital he pulled out all the IV needles and everything, so he was 
sent home.. . but he used fo get up and go outside with a shirt in the 
middle of the night. He was 50 years old, and wanted to die.. . After 
he died, I was diagnosed HIV-positive.. . I had nobody to talk to; I 
was alone.. . Throughout four years I had nobody to talk to.. . 

As I interviewed Amparo she was very distressed; her story is one of 

disbelief and hopelessness. Amparo is 50 years old, and she has been living 

30 Wight, D. (1993) A re-assessment of health education on HIVIAIDS for young hetersexuals 
inHealth Education Researc-Theory & Practice, Oxford University Press, Vo1.8 no.4 pages 473- 
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with HIV since 2001, when she was diagnosed. She has a son 26 years of age 

and a daughter 20 years of age. After her first husband abandoned her some 

years ago, she met her second partner with whom she lived for three years until 

he died four years ago. The interview with her took place in my mother's office. 

Amparo was very scared that someone would see her. When we spoke on the 

phone before the interview, she agreed to take part in the research, but she 

asked me to wait for her outside the office. She gave me her physical description 

and described the clothes (color and type) she would be wearing. She works as 

seamstress in a factory 45 hours a week, Monday through Friday, with one break 

of 10 minutes in the morning, 35 minutes for lunch, and 10 minutes in the 

afternoon. The rest of the time she sits in front of the sewing machine. 

. . . The only support that I have had is the Social Security healfh sfaff. 
After I was diagnosed that was the only place I went fo. You don't 
sleep, you cry all the time. The Psychologist consoles you by saying 
that HIV is better than cancer or diabetes! I live with my children 
(son and daughter) but they don't know that I have this.. .. I haven't 
fold them yet.. .. I don't want them to suffer.. . They only have me.. . if 
they find out they will die ... A month ago, I told my daughter. She is 
going to the university, and she loves to go out partying; she has lots 
of male friends.. . So, I told her, not with the idea fhaf she would 
understand me but for her.. . to realize thaf she has to be careful, and 
know whom she is going out with.. , I told her that anybody in the 
street could have the virus.. . So far, she has not recovered from fhe 
impact.. .. The other day, she came to me and told me that the worst 
thing I did to her was tell her that I am HIV-positive, that I had 
destroyed her life.. .that it would have been better for me not to tell 
her.. . that you have HIV. ..now I feel that I shouldn't have told her.. . 
Her answer was painful, if really hurt me, it gave me too much 
grief.. .So, I don'f want to tell my son. If he finds out, I think he is 
going to die.. . 

Amparo did not tell her son about the interview. She said that he is 

constantly worried about her: he regularly asks for her schedule, and he tries to 



be at home whenever she is. As the interview ran over the scheduled time of 

one hour, she phoned home and told her son that she was accompanying a co- 

worker to buy something she needed. (Amparo kept checking the time during 

the whole interview). She worries about her son; he loves going out with women, 

and she frequently reminds him that he needs to take care of himself and know 

whom is he going out with. Because of AIDS, she recommends that he use 

condoms. He consoles her by saying that it was very sad that her partner died 

and that he understands how she must have felt. Amparo prefers not to talk 

about that, and when he starts talking about her former partner, she tells him that 

the conversation is over. 

Regarding reinforcing factors or vulnerability factors, excerpts have been 

included on the topics of discrimination and stigmatization, health care service 

accessibility, ARV treatments, and social network support from family, friends 

and project staff. ARV treatment effects and the lack of educational programs 

(SexualIHIVlAIDS) are used as variables to better understand the work carried 

out by the projects and the effects on the lives of women living with HIVIAIDS in 

Colombia. 

. . .Women with HIV need good, informed, sympathetic 
doctors, social ~ilorkers, drugs workers, researchers, laayers 
and so on, but these professionals also need us and they need 
to listen to us and to value ri~hat people with HIV have to say, 
if they 7aant to do their jobs effectively. W e  need to build up  
relationships of trust and partnership and co-operation.. . 

Kate Thomson, 
Being Positive Working ~ i ~ i t h  Women with AIDS, 1992 



Women's testimonies underscored the prevalence of discrimination 

directed toward and the stigmatization experienced by women from their 

families and health institutions, that is, the EPS, ARS and IPS. Poor 

communication by doctors and inappropriate treatment or advice do not 

sensitively solicit the patient's nor the family's stories of illness (Kleinman, 

1988). lsabela, a married, 28 year old woman with a seven year old daughter, 

and a five year old daughter HIV-positive. At the time of this interview she was 

dealing with painful AIDS symptoms. She was lying down on a rocking chair, 

tolerating a strong migraine episode that had already lasted three days. Along 

with her husband and daughters, she lives outside Villavicencio in an 

unfinished house (cemented floor, brick layered cement walls; half of the roof 

is finished; half of the kitchen has no roof) built by her husband and herself. 

The house has an area of approximately 320 square feet, and it is located on 

an unpaved and steep street. She was very emotional at the time of the 

interview due to a crisis of denial - she wished the whole process would end 

soon as she was tired of all the suffering she had endured. Her husband was 

diagnosed HIV-positive first. Diagnosis tests were done on lsabela after the 

baby was born. lsabela explained how hard it was to administer the medicines 

to her daughter (5 years old) and the struggles she has with her colds. It was a 

heart-wrenching interview. Her husband was just recovering from a serious 

toxoplasmosis that had almost completely immobilized him for several weeks 

until Catalina, the representative from the community organization, visited 

them and got him some support so he could move his limbs and get out of 



bed. As her husband did not have any health insurance, lsabela was the only 

one sustaining her household. Isabela's family knows about her and her 

husband's diagnoses, and supports them. Her father moved in with them to 

help but as of late, he has also been sick. 

. . .My husband is sick, and he hasn't been working regularly.. . We 
didn't have health care coverage.. . when my husband got sick.. . 
somebody offered to put him in the system as an employee of a 
company.. . but this person sold us forged documents.. ., When we 
went looking for health . . . we were told that the documents were 
false, and they didn't treat us. That was two years ago. Then we met 
Catalina from the organization and she helped us get our documenfs 
and put forward a TUTELA to access treatment.. . I'm the worker and 
my husband is my dependant. He just had toxoplasmosis, and was 
paralyzed completely. . . Catalina helped him with obtaining 
physiotherapy.. .that helped him get up from bed.. . But yesterday he 
fell down and broke his nose . . . now we have to find a walker so that 
he can move around. 
When I feel fine and we have some money, I get up and prepare 
"agua de panelaJJ . . . otherwise when I'm sick my 7 year old daughter 
gets up, boils water, adds brown sugar (AGUA DE PANELA) and 
with a piece of bread this is the food of the day. Before I got sick . . . I 
worked in a store., ,washed clothes at nights . . . I used to crochet and 
do paintings for sale . . . I was very active and we needed to have a 
home. However, I don't have the strength anymore.. . I clean when I 
can.. . or do it slowly . . . (she cries hard) I don't want this anymore; 
I'm tired . . . I only pray to God that this will end soon. (She 
apologizes.) I don'f like anyone fo see me like this. (lsabela was 
coughing repeatedly.) Today (actual time 11:45) we haven't eaten 
anyfhing.. . (Sobbing) . , , because we have nothing to eat.. . besides 
my dad came to stay with us.. . and help.. .but he got the cold and 
fever.. .. I just can't stand this anymore.. .. (Crying) . . . today.. . we 
have to beg for food to the neighbors.. . and we already owe 
$200.000 . . . to the convenient store three blocks away.. . but we 
have no money to pay.. . ISABELA 

Isabella's story illustrates a universal aspect of social vulnerability of those 

powerless in society, where not only the symptoms of the illness but the 

economic and social pressures increase their human suffering, creating distress 

and despair. This corroborating that to fight HIV/AIDS, health promotion and 



prevention involving behaviors change (condom use), and availability of 

treatment are not enough when basic needs are not met and there is not even 

food in the table. 

Piedad is 29 years old; she is married to a soldier. She has a 10 year old 

daughter and a 2 year old son. Her husband lives in the brigade where he was 

infected. But her oldest daughter does not know anything about her father's 

sickness; they have told her that he has leukemia so that she would not say 

anything at school and so that she would not be discriminated against. 

... After my husband was diagnosed in the brigade, I received a 
phone call from the nurse and she fold me thaf she was going to fell 
me something.. . she started saying thaf this did not mean that I was 
dying but . . . she tried to alert me and told me thaf my husband's HIV 
test was positive and that I should have the test. She didn't give me 
any more information but ordered the test for the next day.. .. I didn't 
receive any more information after thaf. Catalina is the one who gets 
her the ARV treatment.. .. Right now.. . we're in a terrible economic 
situation; we don't have any income, and we don't have anything to 
eat. As my husband is not in the brigade anymore, he is not receiving 
any money.. . . the pension will start in three months.. . . so in the 
meantime, we work in whatever he can find.. . 

As a soldier, Piedad's husband had health coverage, but Piedad 

and her children were not covered under his plan. Catalina (from the 

organization) advised Piedad in filling out, documenting and presenting the 

tutela (legal process to fight human rights abuses). The army accepted that her 

husband left the corps and granted him a disability pension so that he might 

receive HIVIAIDS coverage. However, out of the brigade, he has no income, 

and the pension process takes approximately six months before payments 

begin. He works in security whenever the company needs him. However, the 

security company gives him only short shifts that are not regular, which is to say 



that health coverage is not included. Piedad and her husband do not want to 

fight with the army, and so they are waiting for the pension payments to begin 

and to request health coverage for Piedad. She has had several complications, 

such as toxoplasmosis, with nausea and diarrhea; she was in the hospital when 

Catalina met her. At the time, her weight was 30 kilos (roughly 80 Ibs). Four 

months prior to this interview took place Piedad weighed 40 kilos. She showed 

emotional distress and cried during the interview. This story is another painful 

example of the consequences of human suffering cause by a combination of 

economic and social factors 

Discrimination and Stigmatization 

. . .Stigma often carries a religious significance - the aflicted 
person is z?iezoed as sinfcrl or evil-or a moral connotation of 
zaeakness and dishonour. 

Arthur Kleinmnn31 

HIVIAIDS is strongly associated with stigma, threatening women's status, 

promoting isolation, and erecting barriers to group interaction by damaging 

women's sense of identity. Incidences of stigma range from casual observations 

to direct comments about the respondents' HIV status (Berger, 2004). Therefore, 

discrimination against infected women and those perceived to be at high risk 

undermines the basic human rights of certain groups of people in society (Hope, 

1999). Since the 1980s, when AIDS appeared in Colombia, hospital staff has 

received training, but response shows that more training is required. There are, 

for instance, physicians who refuse to do physical evaluations for their HIVIAIDS 



patients, making patients feel rejected. Verbal rejection is also common: 

HIVIAIDS patients are often asked to leave health care areas for "regular" 

patients. Clinical histories of HIV-positive patients are marked in red ink with 

"PATIENT WITH HIV," leading nurses to act discriminatingly. Health care 

services for HIVIAIDS patients within the subsidized regime are rendered in an 

old building with cracked walls and missing lights that strongly gesture toward 

societal isolation and abandonment. Still, women reported that staff is good and 

considerate, but that they fear turnover in medical staff. Some of the participants 

related a change in medical practitioner to starting something new and unknown. 

A new doctor means the need to build a new relationship. 

. . . Well, let me tell you what I faced when I was diagnosed.. . The 
doctor who asked me to donate blood in the hospital was the 
director. He felt he didn't have enough training to hand me the test 
results, but he told the nurse.. . who told other hospital staff.. . 
Everyone in the hospital knew before 1 was informed.. . The doctor 
who finally told me has supported me all the way.. . It was a traumatic 
episode, because I got a cold and some lab tests were done, 
including a urine test.. . The cleaner had just cleaned the counter and 
left it wet. However, when I put the container over the counter, the 
lab technician screamed at me that the container was wet, that 1 
should be more careful as this could infect people.. . Saturdays, when 
I was volunteering at the hospital my son was left in the hospital 
daycare. The director of the hospital also left his son at the daycare; 
he was my son's godfather.. . well the following Saturday when I was 
diagnosed, the doctor decided not to fake his son anymore.. . It was 
very hard for me.. . 1 knew something was going on. I starfed feeling 
a heavy emotional weight.. . you feel as if you have a stamp in your 
forehead.. . You feel different.. .as if everyone were watching you.. . 
At home, when I went to the washroom I made sure I cleaned it 
perfectly; I didn't sleep with my son anymore.. .I was afraid he would 
be infected.. . Later on, some months after, my boyfriend and 1 
decided to live together.. . but I didn't want to have sex; 1 was scared 
because he was negative.. . Today things sound different.. . it sounds 

31 Kleinman, A., (1988) Illness Narratives: Suffering, Healing, and the Human Condition. New 
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very light ... One thing is living it and it is totally different just telling the 
story. There is social weight, plus the weight of your own imagination 

MIREYA 

... When I go to the hospital for tests that the doctor has ordered and I 
don'f have the money to pay for them, the clerk always argues that 
these people with HIWAIDS never have the money, that it is a very 
small amount.. . there are no millions to pay.. .that I have to come 
back when I am ready and have the money with me.. . 

PlEDA D 

Social Support 

When I asked about their social support, the women's responses were 

mixed. Immediately after they were diagnosed the women kept their results 

secret. This is not productive, as Hope, citing Martin (1996), argues that 

relatives, friends and the community at large have the capacity to change 

attitudes toward HIVIAIDS victims. Social support is necessary if the emotional 

side effects of an HIVIAIDS diagnosis are to be lessened. This support can be 

offered in different ways: child care, cooking, company, self-esteem, education, 

social interaction, and positive nurturing permit HIVIAIDS patients to recover 

confidence in themselves and to have a more positive and productive life. 

. . .At the beginning, I didn't tell my family, not even my mom. I told 
nobody; I was ashamed and I didn't know how to tell them. I was 
afraid that my mom would ask me what I had done.. . who I thought I 
was.. . because I had little information. The first person I told was my 
boyfriend.. . so he would take the test, and then a friend - she was my 
best friend in my town.. . The real support came from the health 
secretariat, the doctor who gave me the test results and the hospital 
epidemiologist.. . Then some months after, I told my sister, Two 
years later, I told my mom.. . Let's say that at the time I was 
diagnosed HIV-positive the doctor was willing to help, as were the 
epidemiologist and my boyfriend; XXX, he was my strongest support, 
and from the perspective of spirituality faith in God, gave me hope.. . I 
had support from my boyfriend, later my husband.. . He never 
discriminated me, never made reference to the virus, but 1 had to live 



with other things. He was unstable, had more women, and he knew I 
found out.. .I never saw him, but I knew it and I didn't say anything. 1 
felt it was justified. My self-esteem was very fragile and poor that I 
thought that was the reason why he accepted me. Now I think that it 
was really sad to think that way because there is a huge process to 
understand.. . The person that loves me has to love me for who I am, 
and how I am.. .. Otherwise, whaf happens to the women with 
cancer? Leukemia? Or to the ones who have lost a leg, are crippled, 
so many things.. . This is why I say it is a very painful and lengthy 
process. By looking at my friends, I can see that they are having 
sexual relations, but they try to protecf their partners by not telling 
them anything. They are afraid of pain.. . they think that the 
diagnostic weighs more than their self-esteem and is more important 
than having their partners love them for who they are . . .and that is 
very difficult, but unfortunately, we have to go through all this 

MIREYA 

A powerful reflection! 

. . .My family doesn't know anything, only my mom.. . she didn't know 
what to do.. . they gave her information, and now she understands 
better.. .. From my husband's family nobody knows, and I hope they'll 
never find out.. . I really hope that his family never finds out.. . Only 
my mom and that is enough.. . Here, in the neighborhood, nobody 
knows. Catalina comes but nobody knows who she is.. . Her visits 
are short.. .she never stays long.. .Besides, CatalinaJs moral and 
social support. My only support at home is my oldest son; he is my 
right hand, when I feel sick and I can't get up from bed.. . he takes 
care of the girls.. . and cooks for all of us.. . OMAIRA 

. . .My support is my mom and brothers.. . fortunately; they have not 
turned their backs on me. My family lives very close. My mom lives 
10 minutes from here, my sisterjust three blocks away, but my mom 
is now worried about my grandmother, who is old and very sick. My 
sister comes by.. . frequently.. .. and cheers me up.. . She tells me 
that things are to change and everything is going to be fine again.. . 
My husband's family lives in a city in the North Coast, But one of his 
brothers came here two months ago. ..he came to help us.. .He works 
here. . . PIEDAD . . . 

These women words show that even though they do not disclose their 

situation to everybody it is important for them to feel supported but not to be 



judged and questioned for something in most cases they have not been 

responsible, they have trust their partners and follow their cultural beliefs. 

Spirituality is another form of psychological support. Based on their 

testimonies, all of the women interviewed have religious beliefs; they pray for the 

strength to continue their journeys and to be able to support their children. As 

Kleinman suggests, in "traditional societies, shared moral and religious 

perspectives on the experience of life crises anchor anxieties in established 

social institutions of control, binding thread in webs of ultimate meaningn3*. 

Mireya reported that at the time of her diagnosis, the only church she 

knew was the Catholic Church. Still, she was not familiar with priests or nuns but 

rather with prayers; she knew and relied only on prayer. She asked God for 

strength and support. 

Piedad prayed to God every day, and as often as she could, and probably 

more when she felt tired. Sometimes, she said, she blamed God for what she 

was going through. She said she knew that she was putting too much pressure 

on him and that she should not be doing it, but it was very hard for her. She only 

asked God to give her the chance to live and to be able to take care of her 

children. 

Yolanda said that she did not go to church during the day but rather she 

went in the evening, when she was coming home. She read the Bible after 



everyone was asleep. However, when she came home early or got up early, she 

would go to the Trinitarian Church to hear something that would give her hope. 

Education 

Education is without a doubt the most important component of health 

promotion. As many of the interviewees reported, had they known more about 

HIVIAIDS and the risks involved, they would probably not have become 

pregnant. Still, not all women infected by heterosexual contact and now living 

with HIVIAIDS can accept that their husbands had sex with other men. They 

believe that a female street worker infected them. As Paternostro comments in 

her book, Latin American men have sporadic sexual encounters with men without 

considering themselves homosexual. These affairs are not shared with their 

wives or permanent partners, as it is not considered appropriate to inform the 

women who carry their names and their children. 

Marcela is 51 years old. Some time after her separation from her first 

husband, she found a good man whom she dated and then moved in with. He 

was the love of her life; however, he infected her, and he died three years ago. 

She still loves him, and she continues to wear black to honour the love she felt 

for him. 

More educafion, love within the family and solidarity are needed. I 
think that my family would have been different with more education 
and family support. I did not know how to teach my children; I taught 
them the way I learned, through verbal abuse and physical abuse. I 
never had a sense of the best way to do things, or how to dialogue, 
and I never showed them love. I did not have a happy childhood; all 
I remember is I worked as a maid from the time I was seven years 



old to support our household, and my father was always drunk or 
with prosfitutes. I got married to escape from home, looking for a 
better life, but he was like me: no education. He hit me during our 
honeymoon. I stayed with him for 23 years; he never talked or 
guided our son. He was drunk all the time, sleeping, abusing them 
verbally or physically. But he put his hands over my daughter and 
that was wrong, so I was protecting her all the time, or who else 
would? He fried to touch her several times, but I did not allow it. 
Education would prevent discrimination and would have people 
understand that this could happen to anybody 

MARCELA 

Amparo mentioned that she wished she had had more knowledge about 

HIVIAIDS so that she could have better managed her sexual life and been able 

to avoid HIV or at least been aware of the risk she was taking with her partner, 

whom she trusted completely. 

. . . There is a need for more education, through conferences targeting 
both the HIV-affected and the non-HIV-infected populations. 
Published information, or print materials, is also important as they 
complement information offered in training sessions. Also, The 
Detectable Group Magazine (publication with national distribution 
produced by the Detectable group a NGO addressing topics related 
to HIV, legal aspects, education and supporf) should have a broader 
distribution. The Sunflower Project distributes materials during 
training sessions, which are very useful for people to keep at home 
and refer to whenever if may be required. These should be 
distributed door-to-door. Information should be presented in clear, 
simple language so as to be accessible to a large number of people. 
For some time, 1 volunteered at the Sunflower Project and had to 
disclose my personal history to other women: this put a real face to 
HIV .... I think this is key ... 

NELLY, at 31 years of age, has two years living with HIV. 
She has three daughters, ages 2, 6, and 8. 

Also, women considered important the training they received on 

economically sustainable initiatives that would give them the opportunity to earn 

an income, which, in turn, would allow them to look after their households. 



Mireya always looks for opportunities to share her experience with others. 

She was a mother very early in life, and she thinks that hearing about her 

experience can be useful to other people. For example, the topic of children is 

one that she likes to speak about. She loves her son, but she thinks that she 

could have waited longer before having children, and she could have thought 

more of the responsibilities attached to childbearing. 

... As a woman you have to be ready fo take care of the children with 
or without a partner; even fhough you might be married if doesnJf 
warrant you anyfhing. We have to tell girls to waif, gef educated 
first.. . because the more you are informed; your self-esfeem grows, 
without any cultural and economic bias. The use is nof material or 
physical, sometimes people are confused. Self-esteem and other 
things come wifhin fhe family.. . I fhink that a woman who loves 
herself is not going to hurt herself She says, "yes, I did it for 
curiosity and lack of information ". . . . . MIRE YA 

. . . I would like to have more information abouf HIWAIDS . . . I fhink it 
is important to know about fhis disease. Also, If if were possible for 
me fo get out wifh the children.. . I would like fo paint.. . take-painting 
classes.. . OMAI RA. 

. . .I don 'f have much information, or educafion. . . .I would like to study 
or work to help my husband. I wish we could have some money to 
have our own business, like a convenience store.. .I'm looking 
forward to when we receive the money from the brigade. We could 
do something, or do something from home.. . PIEDAD 

. . . I wish I could have had informafion abouf AIDS when I was 
pregnant and that the test would have been compulsory because if I 
would have done if, my daughter would have been born healfhy.. . At 
the hospital I met other moms with HIV-positive babies, but fhere was 
one friend who had the same problem but her baby was born 
healfhy. Also, fhere should be more informafion on complications 
and risks of other fhings fhaf could happen.. . . YOLA NDA 

Women living with HIVIAIDS face inequality and powerlessness. They are 

challenged by and subject to discrimination and stigmatization. Therefore, 

empowerment is needed to permit women living with HIV to manage their 



situations and to help those not living with HIV to prevent infection. The 

testimonies presented in the last three pages speak of how these women were 

self-empowered by actively engaged with discrimination and stigmatization and 

have turned to educate others, participate and be self aware of their strength. 

. . .Empozaerment begins when zoomen change their ideas 
about the causes of their pozi~erlessness; zohen they recognize 
the systemic forces that oppress them, and when they act to 
change the conditions of their lives.. . . 

Ann Bookman and Sandra Morgen, 1988 

Women expressed their gratitude toward the Sunflower Project's 

activities and toward all the women involved in the network. The women I 

interviewed feel that they were offered support when it was most needed in 

their lives. They feel that they have been empowered and that they are now 

helping the community on multiple levels. A remarkable outcome, perhaps 

most importantly, they feel that they are able to go on with their lives and 

their families. Empowerment practices employ generalist problem-solving 

models with a focus on issues of power and strengths in transactions, at the 

micro, mezzo and macro levels (Mancoske, R & Smith, and J.D. 2004). 

Therefore, women benefit at all levels, as does the community as a whole. 

Florina is, at 27 years of age, an AIDS widow who has also buried two 

babies who died from AIDS. She has been living with HIV for 5 years. 

. . .I took part in a second training session for women living with 
HIV/AIDS organized by the Liga Colombiana de Lucha Contra el 
Sida, when I realized that women's needs are different than men's 
needs and that all the work being done at the time addressed MSM 
and very little work addressed women. Women have been affected 
more as there is no based research on women; initially A RV 
treatments were designed for men. I felt that I wanted to do 



somefhing, being a woman living with HIV, especially after I lost my 
children and my husband to AIDS. Af this point I'm about to 
graduate as a Social Psychologist. I need to empower myself and 
take charge of my own life. If is only I, and nobody will do it for me, 
what I want to do. This has been my internal strength.. .FLORINA 

. . . I think that when doing health promotion in sexual and 
reproductive health, we have to teach the kids from the time they are 
in kindergarten.. . You don't have to talk about condoms or sexual 
relations, which is for different levels, but just teach them that their 
bodies are sacred. We have to work on their self-esteem, and 
provide information.. .. The world is like a wheel of fortune, with risks, 
but they need to be prepared to respond to those risks and not fry to 
live their lives in a day.. . There is something to learn at each age. 
I'm separated from my husband; it was a very dysfunctional 
relationship.. . He is a good guy - he supported me - but I felt there 
was too much weight from the past, remembering his infidelities, 
more and more, until one day when he lost his job.. . then, I met the 
real XXX. You know when both of us were working, the short time we 
shared was wonderful, but [being wifh my husband] full time was a 
shock, especially with my son. Well he has grown, and he is not a 
little kid anymore, that was used to seeing his mom cry all the time. 
When he turned 8 he started asking me questions.. . what was going 
on between us, why were people calling saying things to me.. . Then, 
he started confronting him, and defending me.. . He made me realize 
that I shouldn't be staying in this relationship any longer.. . I made up 
my mind, and we are separated. We're friends, even though he says 
he has changed, that he wants to come back.. .and that he is keeping 
hope that maybe someday we will be together again.. . But for me it 
is over, my feelings have changed.. .I have gratitude for him as 
someone who gave great support.. .now, I'm thinking for myself and 
for him.. . I have to forget, well nof forget.. . forgive and remember 
the good things we had together. 

Now, I feel that I'm a normal person.. . and as such everybody has to 
accept me.. . I had looked at my life wifh him and that was somefhing 
that wasn't worth if for me; it was really affecting me. I think that I 
have tried my best in fighting for things but if there is too much 
trouble.. . I spent too much time acting like I was under anesthetic, 
justifying everyfhing by the support he gave me. Yes it was my son 
who took the anesthetic from my life.. . now in my life there is only 
space for my son and for myself. Sometimes you put a mask to 
things thinking that they are love, but they are not. That is what 
happened wifh XXXX. 

MIREYA 



Mireya's life changed when she decided to speak up and publicize her 

story. When she announced that she was HIV-positive, she felt that it was 

time the public see a face attached to HIV. She was confident that she had the 

support of other women. In Mireya, Florina, Nelly, Delia, and Melinda's 

stories, and as Gilkes (1994) has argued, women built professional careers by 

means of community work, fighting for women's rights to education and 

empowerment and fighting against discrimination. 

In conclusion, women interviewed are willing to continue supporting other 

women by means of the Sunflower Project, as they believe that maintaining 

contact with the network will strengthen both themselves and other women. 

Also, they look forward to having a safe place where they can meet and share 

stories and struggles with their peers. Most importantly, the Project offers them 

the possibility of building an economically sustainable project from which all of 

the women can benefit. 



Table 3 Women interviewed in the two selected sites 

Participant women and family Characteristics 

I 

Mireya I Bogota 

NAME 

Florina Bogota I 

LOCATION 

Nelly I Villavicencio 

Piedad I Villavicencio 

lsabela Villavicencio I 
Omaira I Villavicencio 

Yolanda Villavicencio 

Delia Bogota -I- 
Carolina 

Melinda Bogota 

Villavicencio 

Amparo Bogota 

AGE YEARS 
WITH 

HIVIAIDS 

PARTNER CHILDREN AGES BORN+ ALIVE NEGATIVE I I I I D 4  

*Babies tes ted  a f te r  suf fer ing pneumon ia  in hospi ta l  



Synthesis of Findings, Conclusions, and Implications for Future 
Research 

. . .We need to build on these successes, learn P o m  our 
experiences, and determine what has worked and zahat is 
missing in order to respond with added efject i n  the fiture". . . 

Calderon, 1997 

Responses from interviewees have provided me with sufficient information 

to conclude that the - Sunflower Project and the MTCT Project - have 

successfully achieved their goals. I have also determined, based on the 

Precede-Proceed Model, that there is a need on multiple levels for more 

information, education, and awareness strategies to complement the work 

carried out by the EPS, IPS and ARS. I reviewed documents provided by each 

project to learn about their objectives and conducted interviews with project staff 

that confirmed that the projects have met these objectives. I have learned, 

consequently, more about what these organizations envision for the future. As 

government communication strategies have, for the most part, been temporary, 

and as the "Adam Syndrome" - the need for staff to relearn and redo when there 

is a government turnover - has been common, stability is incredibly important to 

both projects. Interviews with international organization staff reaffirm both 

projects' successes and reiterate that awareness and education are needed to 

reduce future infections. 

Results show feelings of shame not for having HIVIAIDS but for the stigma 

women deal with after they are diagnosed. Initially from members of their own 

family or their partner's family, health care services staff. Stigma is extended to 



their children having to keep silence to avoid children's rejection and 

discrimination or having to be force to leave school. Also, women isolate 

themselves to avoid questions and answers. Empowerment, on the other hand, 

allows women living with HIVIAIDS to face their struggles given them the 

opportunity to assume responsibility for their lives and futures. Majority of 

women living with HIVIAIDS have learned from adversity and become advocates 

for other women. The creation of social network allows them to find not only 

social and psychological support but also friendship and obtain legal advice 

whenever needed during their journey with HIVIAIDS and in the search for 

treatment. 

Women responses on what they heard and knew before they were 

diagnosed, along with their cultural understanding and religious beliefs showed 

that most of the information broadcasted to them was seen as a risk for 

population with risk behaviors never related to having one permanent partner, 

being faithful, and respect their partner. This is conducive to the need for more 

education and information for women on risky behaviors awareness and for 

women with HIVIAIDS to prevent complications related to AIDS and to prevent 

new infections in other women. Implementation of sexual and reproductive 

education permits women to take action in order to protect their rights and lives. 

Sexual education and HIVIAIDS awareness should include self-esteem; self- 

respect and respect for others - teachings that would target discrimination, 

stigmatization and homophobia - are not included in school curriculum. 



It was very harsh for me to interview a woman that at time the interview 

was made late morning the whole family have not eaten since the day before and 

with no food available to eat that day. At the same time, hearing the struggles of 

other women in similar situation determined that, there is a need for skills training 

in order to develop economic subsistence projects that allow women to earn an 

income, to improve their lives, to support their families, and to overcome poverty. 

The majority of infected women are single mothers, who have lost their partners, 

or who have had others leave them behind. 

. . .The goal to fight HIV/AIDS by NGOs is unachievable if 
there are no government policies, no national leadership and 
insuficient resources along with strong social and cultural 
values of the population tofight stigmatization and 
discrimination.. . 

A. Garcia A bred3 

It was shocking to me to learn about the infrastructure of the Ministry of 

Social Protection team working on HIVIAIDS: a team of only forty people is 

responsible for all transmissible and chronic diseases in a country with a 

population of almost 45 million people and that the health reform, took away the 

leadership for the HIVIAIDS epidemic and that HIVIAIDS budget was integrated 

with the budget for all transmissible diseases. 

The path Colombia has followed to implement the legal framework treating 

HIVIAIDS and the human rights of PLWHA is very interesting. I am including in 

the appendices the most relevant legislation regarding the rights of people living 

33 Garcia Abreu, A. Moguer, I and Cowgill, K., (2003) HIV/AIDS in Latin American Countries -The 
Challenges Ahead. The World Bank 
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with HIVIAIDS: Decree l543Il997 Assign rights and obligations of people with 

HIVIAIDS and Promotion and Prevention, care and infection control of HIVIAIDS 

and Resolution 412 regulated the promotion and prevention responsibilities of the 

EPS regarding HIVIAIDS. However, as the EPS have not complied with the law, 

the Ministry of Social Protection approved Law 972 determined clarifications to 

Law 100 that reinforce the responsibility of the EPS and IPS in the health 

promotion delineated by Law 100 about availability of services and health 

education for all preventable diseases. The new National Policy on Sexual and 

Reproductive Health adopted in 2003 looks promising as it focuses on gender 

issues and the need to involve both genders in educational processes. The 

government has made a step toward the implementation of the National 

HIVIAIDS Plan with the creation of the center for coordination, which monitors 

and evaluates the state of Colombia's health care according to the framework 

defined in the National Policy. However, it is important that the current Ministry 

of Social Protection increase the staff of forty people responsible for all 

transmissible and chronic diseases. It is also crucial that the Ministry recover the 

leadership of the National HIVIAIDS Program, as the goal to fight HIVIAIDS is in 

vain if there are no government policies, national leadership or resources to 

support the country's fight against stigmatization and discrimination (Garcia 

Abreu, 2003). 

There are still flaws in the system, and there is a definitive need for better 

quality control of antiretroviral medicines provided by EPS and ARS as 

lnterviewees expressed. This control must exist to ensure the quality and 



availability of treatments and to prevent the black market from firmly taking root. 

Leftover treatments are unusable. The quality of essential medicines has been 

questioned, and patients argue that as the EPS are responsible for buying the 

medicines, they are concerned only with the highest profit margin, not with the 

quality of treatment. As it stands, the EPS and IPS are not complying with the 

law, and there are no health promotion and prevention activities. The services 

within health care institutions I quote Zerubel (1981) quoted by Kleinman, "that 

the organization of time in the hospital, is order to fit the work hours and needs of 

hospital staff more than the needs of patients and their families". 

I recognized my biases towards this research because of my personal 

working experience, knowledge of the Ministry of Health prior to the reform, 

family influence towards helping and supporting the community since a very 

young age and my understanding of the social and economic standards of the 

country. These biases made more sensitive to understand the interviewed 

women needs to overcome the lack of treatments, their difficulties approaching 

the health personnel and how hard it is for them to defeat sensitivity in relation to 

their social surroundings and avoid human interaction and disclose their 

situation. That is why questions were semi-structured and open ended so that 

women can freely express themselves without judgment or criticism. 

According to the women themselves, participation in these programs have 

been crucial in their survival and for the creation of emotional, social and 

economic networks. Although, these projects have been successful, the MTCT 



project is service oriented and women are linked to this project temporarily while 

during pregnancy or during controls at birth and six months after. The Sunflower 

Project as a grassroots' initiative offered support to women by the means of 

health promotion, education, as social support, active women participation, 

empowerment and the possibility of building an economically sustainable 

business from which women can benefit and have an income that will improve 

their lives and their families. Empowerment has allowed women to learn about 

their rights, to engage actively with discrimination and stigmatization and have 

turned to educate others and how participation and self-awareness have 

strengthened themselves and feel they are able to go on with their lives and their 

families. 

Community work has emphasized the legal support required by those with 

not health accessed. Furthermore, community-building work needs to be 

expanded: health education activities (advocacy, education, self-care, and social 

action) involving health care institutions are essential to community health. A 

partnership between government and community should include women living 

with HIVIAIDS, their families, NGOs, and municipal and departmental health 

secretariats is tantamount to the development of awareness, responsibility, and, 

finally, effective prevention strategies. HIVIAIDS and other sexual diseases 

projects should focus on gender, vulnerability, community awareness, education, 

and empowerment. 



I look forward to seeing self-respect and self-esteem built to have an 

adequate sexual, reproductive education where people are able to make 

individual decisions and avoid risky behaviors associated with HIVIAIDS that 

unfold taboos, making people compassionate to fight discrimination, avoid 

stigmatization, and homophobia might be eradicated. This type of education 

should be included in school curriculum at all levels alongside education on 

condom use and safe sexual behaviors. Educated, empowered women have a 

better understanding of women's rights and of the ways they can improve their 

socio-economic status and their health, both of which contribute to reducing their 

vulnerability to infections. 

Implications for future research 

This research is important because it took a different perspective towards 

HIVIAIDS by interviewing women infected mostly through sexual encounters that 

have affected children by the prenatal transmission and recovered experiences 

and perceptions towards health communication through interactions with health 

care staff. Their understandings of reproductive and sexual education and their 

rights have these women received and how they perceived their actual status 

and how much more education is needed to prevent future infections. The 

importance of social support in process of empowerment and the improvement of 

women's lives and strong network of legal and social support that confronting 

AIDS have brought to these women. Also, provide a compilation of community 

groups and their activities that would be subject of more research to compare the 



type of services offered to determinate cooperative work within organizations or 

duplication of efforts. 

There is need for national institutions from the Social and Health sectors 

to work in partnership with community groups in health promotion, prevention 

benefiting of all population to avoid risky behaviors and new infections. It is 

important to include persons living with HIVIAIDS in working with all population. 

The relationships between the EPS, ARS and community groups, as well as 

education and prevention activities and if they are fulfilling the population needs. 

Evaluate women empowerment and how women within different age groups 

perceive empowerment and how are they practicing their reproduction rights. 

The Sunflower Project requires more support with creation of the database 

and collecting the appropriate data for input. Once the MTCT is passed to the 

government a follow up surveys of services offerings should be carried to out to 

assure the project is still successful and quality persists. I suggest to contact the 

UNAIDS advisor, for an overview of the national situations and existing research 

involving government institutions or community groups. Even though, Colombian 

Institutions may be interested in participating in research sometimes they are not 

easy to approach especially at the central level. Therefore, contact should be 

made well in advance as staff mobility can delay the process. If possible obtain 

written confirmation of appointments or meetings prior arriving in Colombia. 

Community groups are more open to foreigners however, prior contact is 

important. 



As a qualitative study, policy was examined for relevance but not deep 

document analysis or comparison with other legislation was done. However, I 

am convince that responses presented here cannot be of use by the Ministry of 

Social Protection to understand the life of those living with HIVIAIDS and how the 

changes since the 1990s have been affected or have benefited them and what 

the real situation with treatment availability and the legal processes they have 

gone through to access health services. Besides, as ~ l e i n m a n ~ ~  stated "the 

bureaucratization of care arguably has worsened the problems experienced by 

the chronically ill in negotiating health care, as bureaucratic efficiency becomes 

the enemy of high quality care". Furthermore, more research for economic 

alternatives for women living with HIVIAIDS. 

At the international level, a policy comparison between Colombia and 

other countries where the epidemic is concentrated would be interesting to make. 

Also to compare the situation about availability, distribution and access to ARV 

treatments with other countries to determine if standards in place are working of 

if there is some ways of improvement. 

Recommendations 

Immediate Actions to Be Taken By the Health Sector 

J Retraining health services staff to avoid discrimination and stigmatization. 

34 Kleinman, A. (1988) The Illness Narratives, p.264 



J Determining legal sanctions to health staff violating human rights or 

committing acts of discrimination and stigmatization such as: 

Denial of services and lack of complete treatments to people 

living with HIVIAIDS. 

Delaying appointments and control tests at any level in any 

public or private health institution. 

Treating associated infections in HIVIAIDS patients in all health 

centers without isolating them to one old deteriorated building 

and to STOP the use of the red ink seal "PATIENT WITH HIV" 

in the first page of patients' medical record. 

J Establish fines to EPS that are not complying with the law in carrying out 

health promotion and prevention activities for insurers through health 

communication strategies and targeting issues pertinent to all populations. 

... Working together and forming new alliances offers us the 
chance to look at old problems j?om different perspectives, to 
ask new solutions. Just as the AIDS pandemic has serzled to 
highlight many pre-existing inequalities in our societies, so 
through our individual and collective responses we can either 
challenge or perpetuate them. So zohatever we're doing, 
whether it's planning or providing services, support or 
information, whether from a personal or professional 
perspective, t is all of our responsibility to get it right.. .. 

Kate Thomson, Being Positive 
Working with Women with AIDS, 1992 

Although the number of community groups presented in Chapter Two 

might seem to represent sufficient support for people living with HIVIAIDS, 

especially for women, NGOs are dissolved just as quickly as they are created. 



Internal misunderstandings, discrepancies in interests and lack of resources 

make their work unsustainable. Rivalry and power struggles incite them to 

withhold information that could be useful to others. Selfish attitudes do not benefit 

them or the people receiving their services. 

However, the work they do is important, especially the legal support they 

provide to those without access to health care. Social support was additionally 

recognized by the women to be one of the most valuable services received. The 

women manifested a desire for more frequent contact; they also expressed the 

desire to have a common place to meet. My view on HIVIAIDS and other sexual 

diseases prevention projects is that they should be gender focused. They should 

take into consideration women's vulnerability, for as long as women participate in 

heterosexual relationships in patriarchal societies, they are subject to the 

decisions of their husbands or partners in relation to condoms, safe sex, and 

even HIVIAIDS. 

More prevention and education are needed to modify cultural beliefs, 

attitudes and risky behaviors. Women's empowerment emphasizing self-esteem, 

women's rights, and negotiation skills (particularly when it comes to sexual 

practices) needs to be added to education programs. Due to the high risk of 

infection from husbands or partners engaging in extra-marital sexual activity, a 

shift must occur in the cultural belief that males assert their masculinity through 

sex. Therefore, there is need to devote more effort towards the predisposing 

factors, enabling factors and reinforcing factors. They will, however, have to be 



reviewed from time to time to maintain positive and successful strategies of 

health promotion and health prevention. 

Sunflower Project 

As the Sunflower Project is the only woman to woman project working at 

a national level on women's HIVIAIDS prevention. Still, there are deficiencies in 

the program. For the moment, there is a need for the creation of a database 

including all of the women served by the project in order for follow-up work to be 

carried out. Once the new office space is open, more leaders will be trained and 

will continue to work on prevention at all levels. Workshops and training efforts 

have been significant but not sufficient to reach the entire female population. 

Another planned activity for the network is support for the Mother- to-Child- 

Transmission Project, to follow up on their successes in the hope of a brighter 

future. The establishment and sustainability of a 1-800 number to offer 

immediate support for women would be greatly beneficial not only to the affected 

population but to the other searching information about HIVIAIDS, social support 

and existing services. 

The Mother-to-Child-Transmission Project, has been a successful 

initiative, and thanks to the European Union, funding coverage was extended. 

By mid-2006, the project will be incorporated into the Reproductive Health 

Regular Program within national health strategies. However, once in the hands 



of the Ministry and the health secretariats, it is important that this program be 

maintained. Funds should be allocated for its continuity, and it should be a 

permanent activity within the reproductive health program. 

Final Word 

It was a great honour for me to meet these wonderful women, who 

brightened and clarified my knowledge about women living with HIVIAIDS. As 

Juan Carlos Riascos asserts in his book35, 'Ser positivo,' [being positive], teaches 

humanity the grace to learn the extent of the pandemic as well as the desire to 

help others accept and overcome life's challenges. 

I hope that this compilation of women's voices and testimonies will 

contribute to a better understanding of women's strength and values and that all 

of us will be able to dedicate at least a small part of our lives to fighting for quality 

of life and hope around the globe. 

35 Riascos, J .C. (2002) En el Laberinto de la Esperanza, Editorial Norma, Bagota. 
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Appendices 

Appendix One- Consent Form 

SIMON FRASER UNIVERSITY 

Informed Consent By Participants In a Research Study 

The University and those conducting this research study subscribe to the ethical 
conduct of research and to the protection at all times of the interests, comfort, 
and safety of participants. This research is being conducted under permission of 
the Simon Fraser Research Ethics Board. The chief concern of the Board is for 
the health, safety and psychological well-being of research participants. 

Should you wish to obtain information about your rights as a participant in 
research, or about the responsibilities of researchers, or if you have any 
questions, concerns or complaints about the manner in which you were treated in 
this study, please contact the Director, Office of Research Ethics by email at 
hweinber@sfu.ca or phone at 604-268-6593. 

Your signature on this form will signify that you have received a document which 
describes the procedures, possible risks, and benefits of this research study, that 
you have received an adequate opportunity to consider the information in the 
documents describing the study, and that you voluntarily agree to participate in 
the study. 

Any information that is obtained during this study will be kept confidential to the 
full extent permitted by the law. Knowledge of your identity is not required. You 
will not be required to write your name or any other identifying information on 
research materials. Materials will be maintained in a secure location. Having 
been asked to participate in the research study named above, I certify that I have 
read the procedures specified in the Study Information Document describing the 
study. I understand the procedures to be used in this study and the personal 
risks to me in taking part in the study. 

I have been informed that I may refuse to participate in this project and that 
if I do refuse to participate in this project that there will be no 
repercussions for such a refusal. 

I have been informed that research material (answers to questions I have 
been asked and, in the event that I have consented to have photographs or 
videotapes taken of me, any photographs or videotapes taken of me) will 
be kept confidential by Ana Maria Bustamante and will be used only for this 
study and may be used to communicate results to scholarly audiences, 



unless I indicate to the researcher after being photographed or videotaped 
that I do not want images of me used for the purposes of communication of 
research results. 

I understand that I may withdraw my participation at any time. 

I also understand that I may register any complaint with the Director of the Office 
of Research Ethics or Dr. Gerardo Otero, Director of the Latin American 
Programme at 8888 University Way, Simon Fraser University, Burnaby, British 
Columbia, V5A 1S6, Canada. 

I may obtain copies of the results of this study, upon its completion by contacting: 
Ana Maria Bustamante, MA SFU 604 983-0635 

I have been informed that the research will be confidential. 

I understand that my supervisor or employer may require me to obtain his or her 
permission prior to my participation in a study of this kind. 

I understand the risks and contributions of my participation in this study and 
agree to participate: 

Signature Date 

Name of participant 



Appendix Two - Consent Form in Spanish 

Experiencias de Mujeres Viviendo con VIHISIDA en Colombia 

El Proposito de este estudio tiene dos partes. El primer proposito es entender 
las experiencias de mujeres viviendo con VIHISIDA. El segundo es entender 10s 
beneficios que estas mujeres han ganado por formar parte de programas 
educativos en salud. 

Procedimiento del Estudio: Su participacion en este estudio sera en tres 
formas: a) una aceptar una entrevista de 90 minutos sobre su experiencia con 
VIH y el programa de Salud; b) La Sra. Bustamante le solicitara acompaharla en 
sus actividades normales por un dia; y c) Usted sera posiblemente invitada a 
participar en un grupo focal con duracion de sesenta minutos con otras mujeres 
del programa. La entrevista y el grupo focal tendran lugar en la sede del 
proyecto. 

Confidencialidad: Yo, acepto responder preguntas sobre mi experiencia con 
VIHISIDA y mi envolvimiento con un proyecto comunitario. Yo acepto participar 
en la entrevista y en el grupo focal y que mi voz sea grabada. Yo entiendo que 
mis respuestas seran mantenidas confidenciales y que no sere identificada en 
ningun reporte. 

Contacto para informacion sobre el estudio: Entiendo que si yo tengo alguna 
pregunta o necesito mayor informacion puedo contactar a Ana Maria 
Bustamante al numero (61 0-9603 en Bogota). 

Contacto para aclaracion sobre derechos de 10s sujetos de la 
investigacion: Entiendo que si tengo alguna pregunta o cuestionamiento sobre 
el tratamiento a mis derechos puedo contactar a la Oficina de ~ t i c a  de la 
Universidad de Simon Fraser o la Universidad de British Columbia. 

Consentimiento: Yo entiendo que mi participacion en este estudio es totalmente 
voluntaria y que yo puedo rehusarme a participar o retirarme del estudio en 
cualquier momento sin perjudicar mi participacion en el proyecto comunitario o 
cualquier aspect0 de mi tratamiento de VIHISIDA. 

Mi firma abajo indica que he recibido una copia de esta forma y que deseo 
participar en el estudio. 

Firma Fecha 

Nombre de la participante 



Appendix Three - UBC Consent Form 

Consent Form - To Be Translated into Spanish 

The University of British Columbia @ c\..#- Institute of Health Promotion Research 
Room 425,  2206 East Mall LPC Bldg, Institute of Health Promotion Research 

Vancouver, BC V6T 122 
Phone: (604)- 822-9205 

Experiences and perceptions of women living with HIVIAIDS in Colombia 

Principal Investigator: Dr. Jim Frankish, Associate Director of Institute of Health Promotion and 
Research 604-822-9205 
Co-lnvestigator(s): Ana Maria Bustamante, Latin American Studies, Simon Fraser University, 
604-983-0635. The research is for a M.A. degree, and it is part of a thesis (public document). 

Purpose: The purpose of the study is two-fold. The first purpose is to understand the 
experiences of women living with HIV and AIDS. The second purpose is to understand the 
benefits that women gain from taking part in community, health-education programs. 

Study Procedures: Your participation in the study will involve three parts: you are asked to take 
part in an interview (90 minutes) regarding about your experience with HIV and the community 
program; b) you are asked to spend a day with Ms. Bustamante while you do your normal 
activities; and c) you may be asked to take part in a focus group (60 minutes) with other women 
from the program. The interview1 focus group will take place at the project site. 

Confidentiality: I agree to answer questions about my experience with HIVIAIDS and 
involvement in the community project. I agree that my interviewlfocus group may be recorded. I 
understand that my responses will be confidential and that I will not be identified in any reports. 

Contact for lnformation About the Study: I understand that if I have questions or want 
information, I can contact Jim Frankish or Ana Maria Bustamante at (number in Bogota) 

Contact for Concerns about the Rights of Research Subjects: I understand that if I have any 
concerns about my treatment or rights, I can may contact the Research Subject Information Line 
in the UBC Office of Research Services at 604-822-8598. 

Consent: I understand that my participation in this study is entirely voluntary and that I may 
refuse to participate or withdraw from the study at any time without jeopardy to my involvement 
with the community project or any other aspect of my HIVIAIDS treatment. 

My signature below indicates that I have received a copy of this consent form and indicates my 
consent to participate in this study. 

Subject Signature Date 

Printed Name of the Subject 



Appendix Four - Interview Questions in Spanish 

Preguntas de la entrevista a las mujeres viviendo con VlHlSlDA en Colombia 

CONOCIMIENTO 
A. 1. Me puedes contar como llegaste al programa? 

2. Como te enteraste que eras positiva? 
3. Que sabias del SlDA en ese momento? 
4. Que servicios o recursos te ha ofrecido el programa? Como te has sentido en el 

programa? 

RELACIONES INTERPERSONALES Y APOYO 
1. Desde que estas viviendo con VIHISIDA, cual fue la reaccion de: 

a) tu familia? 
b) tus vecinos? 
c) tus amigos? 

2. Quien te brindan apoyo ylo te colaboran en tu vida diaria? 
a) familia 
b) vecinos 
c) amigos 
d) programa 
e) iglesia 

3. Como te colaboran? 
4. Que cosas te han ayudado a sobrellevar esta experiencia? 

a) "el apoyo y cercania de mi familia" 
b) "conversar con mis amigos" etc 
c) programa 

5. Como te tratan cuando recibes tu tratamiento? 
a) personal de salud 
b) personal de apoyo 
c) personal de servicio? 

6. Es la informacion que te dan es facil entender lo que te dicen (o te hablan en un 
lenguaje complejo y dificil de entender?) 

DESCRlPClON PERSONAL 
F. 1. Como te sientes hoy? 

2. Que cosas te preocupan? 
3. Podrias describirme un dia cualquiera en tu vida? 
4. Por ejemplo cuentame como fue el dia de ayer, que cosas hiciste, a donde fuiste? 

PROYECTO 
G. 1. Como ha sido tu participacion con el proyecto? 

2. Que has hecho? 
3. Has recibido informacion? (si) (no) 

4. A traves de folletos, talleres, consejeria? 
5. Crees que 10s folletos fueron ~jtiles e informativos? 
6. Fue la informacion facil de entender? i t e  creo esta informacion nuevas inquietudes? 
5. Es la informacion o talleres extendida a tu familia (esposo, compafiero, madre 

hermanas (os)? 
6. Crees que el programa te ha ayudado? 
7. Podrias describir como? 



Appendix Five - Social Networks Form 

SOCIAL CAPITAL AND SOCIAL NETWORKS: YOUR EGO-CENTRED 
EDUCATIONAL NETWORK 

List people who you identify as important to you or significantly involved in 
your educational life in some way 
Identify for each of these people what is your relationship to you: 

Mothertfather; sisterlbrother; child; grandparent; relative 
(auntluncle; cousin; grandchild); loverlboy-girl friend; friend; 
roommate, neighbour; "buddy"; co-worker; counsellor; elder; 
priestlpastor; supervisor, teacher; classmate, etc 

What role do these people play in your education? What are your ties to 
this person? 

Role and involvement People Relationship 



4. Create a diagram that illustrates this network and the relationships among 
the actors in this network 

5. Is social.capital circulating here? 

Ego-centred networks are the personal networks of individuals 
Alters are those people whom individuals (egos) identify as members of their 
personal networks 
Social bond refers to the type of relationship between ego and other members of 
the network 
Social interactions refer to activities in which network members participate 
together 
Ties are links between people that are measured by perceived intimacy and 
frequency of association 
Connectedness is the extent of reciprocal relationships among individuals in a 
network 
Power/influence is the degree to which a person in a network gives and 
receives information or other resources 
Role relationships are those associated with a particular place or position in a 
social network 

Source: Schensul J. et al., (1999) "Mapping social networks, spatial data and 
hidden populations" Walnut Creek: Altamira Press. 
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