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Introduction
Pakistan is perceived as a ‘high risk low prevalence country’ in 

relation to HIV/AIDS virus [1]. The indication is that there is a rise in 
HIV/AIDS cases in the ‘high risk groups’ with concentrated epidemics 
beginning in marginalized population like the intravenous drug users 
in Karachi, which have a high potential of being passed onto the general 
population due to a closely weaved social network [1]. The overall 
prevalence of HIV infection in adults aged 15 to 49 is 0.1% but majority 
of cases go unreported due to social taboos about sex and victims’ fears 
of discrimination and it is reported that the ratio of HIV positive males 
to females is 7:1 [2]. Despite the low prevalence rate of HIV/AIDS, the 
existence of a number of high risk sexual behaviour among general 
population, internal and external migration, unsafe and invasive 
medical practices and inadequate health and social services are some 
of the factors increasing the risk of a generalized HIV epidemic in the 
country [3]. 

Pakistani women are more vulnerable to HIV/AIDS infection due 
to biological and socio-economic factors, especially gender inequality 
[2]. Since women in the country in general have lower socio-economic 
status, less mobility and lack of decision-making power, all of these 
factors further contribute to their HIV vulnerability. For example, 
because of gender disparities in educational enrolment, the literacy rate 
is much lower among females (41%) than males (64%) and while literacy 
presents an obstacle for HIV/AID preventive efforts in general, it is also 
much difficult to reach women with information about how they can 
prevent themselves from HIV infection [1]. In addition, restrictions on 
mobility often make it difficult for women to access health and social 
services, including basic reproductive health care services, cultural 
traditions prevent women from consulting male doctors, women’s 
decision making power is somehow restricted to negotiate with their 
partners for safer sexual practices such as faithfulness, abstinence, or 
using condoms.

Case study of women patients with HIV/AIDS 

The present case study examines the case of women patients (n=12) 

with HIV virus in Pakistan. These patients were selected from the 
four provinces representing the overall status of health care system of 
Pakistan in relation to HIV/AIDS. This study analyzes how the health 
issue related to HIV/AIDS is viewed and addressed in community and 
identifies the barriers to HIV/AIDS care in community and healthcare 
clinics and recommends socio-ecological approach to self-management 
of HIV/AIDS and structural approach to HIV prevention. 

HIV/AIDS is now widely accepted as a chronic illness and, as 
such, requires ongoing primary care management [4,5]. Most chronic 
illnesses, such as diabetes, asthma, and arthritis, require adherence to 
some type of treatment regimen, and they typically involve self-care 
(self-monitoring of symptoms) on the part of the patient. However, 
there are several factors which make the management of HIV/AIDS 
different and more difficult from other chronic diseases. In this case 
study, we will explore these factors in the context of self management of 
HIV/AIDS and follow the appropriate guidelines to look into this case 
study. We have explained to the patients the nature of this study and 
sent them the information sheet and the list of questions (Appendix I) 
and obtained their consent to the interview. 

Summary of the case study 

The patients mentioned that health services in the community are 
not addressing the issues related to HIV/AIDS and there is no regular 
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programme for management of this disease in any nearby clinics in the 
area and access to community-based doctors is not easy for this disease. 
Therefore, in the absence of medical support facilities, adherence 
to antiretroviral regimens is complex and often poor due to rigid 
adherence requirements, dietary guidelines and side effects. Also, daily 
self-monitoring of HIV/AIDS is difficult due to the nature of the disease 
itself. In family and community, it is perceived as self-inflicted problem 
and there is stigma attached to this disease and the discrimination 
in that society in terms of social isolation is very severe. There is no 
support from their husbands from whom they have actually acquired 
the virus after the marriage; but being women, they are the ultimate 
victims of discrimination and sometimes to violence and abuse in that 
society and culture. 

Ecological Approach to Self-Management 
This case study suggests that the patients are solely responsible to 

take care of their HIV/AIDS related problems and its management and 
therefore the issue of self-management becomes more important for 
those with chronic disease, where only the patient can be responsible 
for day to day care over the length of the illness [6]. It is generally agreed 
that self-management is required for control of chronic diseases and for 
prevention of disease complications; however, patients generally do not 
adhere to self-management recommendations [7,8]. The adherence to 
the recommendations and barriers are both problematic for “lifestyle” 
behaviour such as eating patterns and physical activity [9]. This is 
evident from the case study that adherence to antiretroviral regimens 
was difficult and often poor due to rigid adherence requirements, lack 
of medical facilities, dietary guidelines and side effects.

There is compelling evidence that higher levels of social support are 
related to better long-term self management and better health outcomes 
[10,11]. There is also a significant relationship between support and 
health where support can be assessed from variety of sources, including 
spouses, family, friends and neighbors [12]. The relationships between 
support and immunity [13], health status and health behaviors mortality 
and quality of life have also been reported [14,15]. 

Health services in the community 

It has been mentioned in the summary of the case study that health 
services in the community are not adequate and that there is no health 
management programme in the community health clinics to provide 
help to people infected with HIV virus. At the government level, there 
is no policy to ensure that people living with HIV/AIDS in remote areas 
are involved in planning, implementation and evaluation of HIV/AIDS 
prevention, care and support services. Information on HIV/AIDS 

among education providers is very low and in remote areas there is very 
little access to information related to HIV/AIDS. One of the patients 
told us during interview that….“I have no idea where to go and whom 
to see, visiting medical centers in capital cities is very expensive and 
time consuming and not supported by the family…”

 However, it has been reported that five medical centers have been 
established in capital cities to provide treatment and hospitalization 
for HIV infected people. The current statistics suggest that only 7.4% 
people with HIV infection have received antiretroviral from these 
centers in 2005 [16]. The government of Pakistan has recently passed 
the ‘HIV/AIDS Prevention Act” focusing on providing care, support 
and equitable access to treatment for people living with HIV/AIDS, 
services for vulnerable population, services and information for 
reducing stigma and discrimination against the people with HIV/
AIDS, and services to women vulnerable to HIV infection and improve 
their access to HIV specific knowledge and preventive services [16]. 

Interventions to improve health services in the community 

The health services in the community can be improved by making 
use of on-going follow-up and support for the self-management of HIV/
AIDS. For the poor patients in that region of Pakistan where access 
to the community doctors is not easy and medical facilities to care for 
HIV infected people are not available, support and guidance may be 
provided through telephone calls or the internet or frequent visits of 
health care officers to the community centers. It is recommended to 
implement a comprehensive HIV/AIDS programme addressing the 
needs of wider population, women and girls, children and orphans, 
young people, migrants and highly stigmatized populations such as sex 
workers, injecting drug users [16].

Structural intervention for effective HIV prevention 

The social, economic, political, and environmental factors directly 
affect HIV risk and vulnerability and have stimulated interest in 
structural approaches to HIV prevention [17]. Efforts to address these 
factors are commonly referred to as structural approaches and seek 
to change the root causes or structures that affect individual risk and 
vulnerability to HIV [17,18].

In a male dominated society such as Pakistan or sub-continent, 
structural approach combined with other prevention strategies might 
be a better way to achieve effective HIV prevention. One of the patients 
mentioned that ….“Had my husband informed me before that he is 
HIV positive or used condoms after the marriage that might have saved 
me from HIV infection….”.

This statement points to the direction that taking a structural 
approach begins by understanding the causal pathways in order to 
identify the points of maximum effect for any given intervention as 
shown in Figure 1.

For example, if gender inequality manifests violence, stigma and 
discrimination against women, which in a local community results 
in women’s fear of retribution, it reduces their ability or willingness 
to negotiate condom use (Figure 1). This study case was in line with 
this risk behaviour and was a case of structural intervention at the 
time of her marriage. This causal pathway points to several potential 
areas to intervene such as involvement of some agencies promoting 
civil rights for women, upholding women’s property rights in cases of 
domestic violence, enforcing the law and order to declare HIV positive 
results to partners or prosecuting men who inflict violence on women 
[17]. Therefore, to implement structural approaches for prevention of 

Figure 1: Gender inequality and HIV risk behavior: causal pathways to 
structural approach to HIV prevention: Source: Gupta et al. (2008).
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HIV virus, the social, political, economic and environmental factors 
influencing both vulnerability and risk must be identified along with 
causal pathways between the structural factor and the behaviours that 
need to be changed [17,18].

Mitigating the impact of HIV/AIDS on societies and culture

It is important to understand how the virus is affecting communities 
and institutions, to learn to live with the virus and to mitigate its impact 
as much as possible. The education sector needs information about 
conditions which encourage the spread of HIV/AIDS and how best to 
educate those at risk. New and more robust evidence must inform HIV/
AIDS teaching and learning, particularly in life skills programmes. 
Children, their parents and communities need comprehensive health 
education aimed at preventing and controlling the spread of the disease 
among young people in and out of school. The national policy of Pakistan 
on HIV/AIDS for educators must protect the constitutional rights of all 
educators and learners [16]. The educators need more knowledge of, and 
skills to deal with, HIV/AIDS and should be trained to give guidance on 
HIV/AIDS and should be able to increase the awareness and changing 
behaviours to reduce stigma and discrimination associated with HIV 
infected people [19,20]. 

Recommendations to improve access to resources 

The problem of access to resources in community settings has 
been addressed in many approaches which include the use of coaches 
to help individuals identify available resources for intervention 
strategies. Community-based groups may develop resources such as 
walking paths [20] or to redesign the communities to improve healthy 
behaviours and eventually the population health [21,22]. A systematic 
review of interventions to promote physical activity carried out by with 
the conclusion that improving access to places and opportunities for 
physical activity in communities and improving access to healthy foods 
were effective in promoting physical activity and healthy eating habits 
[23]. 

Environmental and community perspectives of HIV/AIDS

The social interaction between the patients and doctors is of great 
significance. The patients of HIV/AIDS need to engage with a range 
of health professionals. Gaining knowledge of the patient’s perspective 
builds on traditional models of physician-patient provides greater 
clarity to the range of lay understandings that should be explored as 
a component of effective risk communication [24]. In this case study 
it was a common concern of all the patients that: “In the absence of 
medical support facilities, adherence to antiretroviral regimens is 
difficult for them and for others with HIV virus……”

This statement is very well supported by framework for integrating 
the resources and supports for self-management with key components 
of clinical care was provided by in their Chronic Care Model shown 
in (Figure 2) [25]. There are six fundamental areas identified by the 
chronic care model making up a system that encourages high-quality 
chronic disease management. Organizations must focus on these six 
areas (self-management, decision support, delivery system design, 
clinical information system, organization of health care, community) 
as well as develop productive interactions between patients who take 
an active part in their care and providers backed up by resources and 
expertise [25]. The changes described here can be applied to a variety of 
chronic illnesses (in this case study to HIV/AIDS), health care settings, 
and target populations. 

A number of studies have also suggested that patient understanding 
and beliefs about health and illness may be shaped by historical and 
local contexts whether respondents are thinking about health or 
behaviour in general or about their own and personal experience and 
observation [26-29].

HIV infection is a behavioural disease subject to environmental 
influence and therefore, effective HIV prevention and self-management 
not only comprises targeted interventions fostering changes in 
individual behaviour, but also interventions creating local environments 
conducive to, and supportive of, individual and community–level 
behaviour change. This requires a focus in bringing about changes in the 
physical, social, economic, legal and policy environments influencing 
HIV risk and HIV prevention [30,31]. These approaches have been 
variously termed as an ‘enabling environment’ approach to prevention 
and ‘structural HIV prevention’ [19,32].

Psychological Impacts of HIV/AIDS 
A person diagnosed with HIV virus, may suffer from psychological 

trauma from knowing that recovery from the disease is not possible. 
Also, one of the most common causes for psychological trauma related 
to HIV/AIDS is the impact of social stigma on the infected individual. 
This stigma can lead to feelings of depression, guilt and shame, limited 
participation within communities [33]. The impact of stigma is 
particularly negative due to the common perception that the infected 
individual is to blame or should be held personally responsible for this 
condition [33]. In case of these patients, this problem was inflicted on 
them by their husbands who were HIV positive and did not inform 
these women before the marriage. During this interview, it was clearly 
mentioned by women patients that: “We think that individual who tests 
positive for HIV have obligation to notify his partner, it is our life which 
has been ruined by the social injustice and cultural norms.”

This statement is very important in the context of self-management 
of HIV/AIDS and the way lay people think about health and wellness 
influences their health and wellness related behaviours [34,35]. There 
is evidence of substantial research on psychological, cultural and social 
factors in individual’s “personal models of illness.” suggesting that the 
best practice for health education to begin with the perspective of the 
individual and that of the culture in which he or she was raised. 

Barriers to HIV/AIDS Self-Management and Quality of 
Life 

During interview it was emphasized many times that patients had 
difficulties accessing community doctors due to the absence of medical 
support facilities and the lack of information on HIV/AIDS among 
education providers and health workers in remote areas.Figure 2: The Chronic Care Model – Source: Wagner et al. (1996).
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It was mentioned by the patients under this case study during 
the interview that: “There are a lot of people with HIV/AIDS who are 
reluctant to see the doctor because of the stigma attached to this disease 
in the society…….”.

In this case study, the barriers to HIV/AIDS are more specific to the 
local context and as such addressing the cultural norms and tradition 
of that society. The fact that Pakistan’s status has changed from ‘high 
risk low prevalence’ country to one that has concentrated epidemic, did 
not change the behaviour of the public as they still reluctant to accept 
the danger of a generalized epidemic [16]. Cultural, social and religious 
factors concerning the discussions of sexual behaviour have inhibited 
the public discussion of reproductive health and sexual behaviours. 

The women patients in this case study are the victims of social and 
cultural norms of that society as they were deprived of the information 
that their husbands were HIV positive before the marriage and infected 
them as well. Now these women face the stigma attached to them 
carrying this disease, subject to isolation from society, lack of family 
support and discrimination in day to day life. The other barriers are 
the coverage of HIV prevention and control services among target 
populations especially high risk group remains low, the quality of 
care in counselling and treatment services remains an ongoing issue 
and seeing a male doctor by a female patient is out of the norm of the 
culture which poses great difficulties for HIV/AIDS patients to see a 
doctor particularly in remote areas where there is a keen shortage of 
medical practitioners. 

Conclusions 
It has been demonstrated in this case study that the women 

infected with HIV facing a complex array of medical, psychological, 
social and cultural challenges. In order to meet these challenges, 
socio-ecological approach to self-management of HIV/AIDS has been 
proposed reflecting the grounding of this disease in the context of 
social and environmental influences. Therefore, understanding self-
management of HIV/AIDS is the ultimate goal for the patients and 
that leads to an appreciation of the complementary nature of processes 
rooted at the individual level such as assessment, goal settings, learning 
skills and processes that are intrinsically social and based on families, 
organizations and communities. In order to improve the quality health 
care for HIV/AIDS in health clinics, it would require a multifactorial 
approach emphasizing patient education, improved training in 
behavioural change for providers, and enhanced delivery system.

The stigma associated with HIV/AIDS places a major burden on 
patients such as isolation, self-depreciation, and a lack of education, 
contributing to the negative psychological impact of HIV/AIDS on 
these patients living with HIV and the patients in this case study are 
the victim of that stigma as well, however, this stigma can be reduced 
if community and society work together towards improving the 
psychological conditions of all those infected and affected by HIV/
AIDS. 

Finally, in a male dominated society such as Pakistan, it is important 
that HIV testing should be made compulsory by law for both the parties 
before marriage and that will eliminate the case of ‘victim blaming’ 
as in this case study where the women were not HIV positive before 
marriage. This case study has revealed only small number of women 
from the four provinces of Pakistan, but there may be a lot of women in 
that country who are suffering from the same cultural and traditional 
injustice where the demand of HIV test results before marriage are 
considered against the norms of the culture and are in conflict with the 

traditions of the families. Therefore, it is required to focus in bringing 
about changes in the physical, social, economic, and legal and policy 
environments influencing HIV risk and HIV prevention. 
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