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Coping Strategies of Families in HIV/AIDS Care: Some Exploratory Data from Two 

Developmental Contexts.  

 

 

Introduction 

The HIV/AIDS epidemic has fundamentally transformed the world (Annan, 2006) in the quarter 

century since the first cases were reported. Twenty-five years on, the global response to 

HIV/AIDS stands at crossroads (UNAIDS, 2006). On the one hand there is a global scaling up 

of efforts to contain the epidemic (Annan, 2006) and on the other, are the imperceptible 

struggles borne on a day-to-day basis by families who support their members living with 

HIV/AIDS.  

 

Almost universally, families provide the bulk of care and support for persons living with 

HIV/AIDS (UNAIDS, 2004), despite the unique threat that HIV poses to family unity and well-

being (Akintola, 2003; Hong, Nguyen, & Ogden, 2004). Caring for a family member with 

HIV/AIDS presents multiple challenges to the carer and to the family, including physical and 

emotional suffering, socio-economic vulnerability, and increased vulnerability to HIV itself 

(Ogden, Simel, & Caren, 2004). Since the beginning of the epidemic, stigma and discrimination 

have also been identified as important sources of personal suffering (Piot, 2006), and as key 

challenges to effective caring in the family. A number of studies (Armstrong, 2000; Juma, 

Okeyo, & Kidenda, 2004; Knodel, Zimmer, Kim, & Puch, 2006) have shown how HIV/AIDS 

can destabilise and destroy families and communities that have previously provided strong 

networks of support to their members. Faced with challenges of limited resources, multiple 

burdens, and discrimination, the family carer must find a way to manage the stress of caregiving 

and hold the family together. The carer’s  coping efforts will influence his or her well-being and 

the well-being of the family as a whole.  
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Sharp contrasts exist in the conditions faced by carers in developed countries versus those in 

the developing world. In developed nations, progress in medical care, the availability of 

antiretroviral treatment, and other statutory benefits have favourably influenced the 

circumstances faced by the carers. In resource-poor countries, limited access to medical 

facilities, poverty, and pervasive stigma and discrimination have made for a much harsher 

reality of HIV/AIDS caregiving.  

 

A few studies (O’Neil & McKinney, 2003; Ogden et al, 2004) have examined the ways that 

carers cope with the strains of caregiving; however, there is very little evidence on the impact 

of development on the carers’ ability to cope with the strains of HIV/AIDS care. As a first 

step to addressing this issue, this exploratory study was carried out in two developmental 

contexts, Kerala (India) and Scotland (UK), to examine the ways in which family carers 

managed the challenges of caregiving.  

 

 

Method 

This paper focuses on the area of coping and is drawn from a larger study that looked at 

experiences, coping and mental health of family carers of persons living with HIV/AIDS 

across two contexts of development. Kerala is a small state in India that has the distinction of 

having achieved 100% literacy (McKibben, 2005). It provides a unique model of 

development (Dreze & Sen, 1999) because it has been able to achieve exceptional progress in 

health, education, and demographic transition despite low economic development. However, 

it cannot be said that progress has been evenly felt; there is noticeable disparity between the 

north and the south (the south being more developed), and the differences between the urban 

and rural areas are quite visible.  

 

What is striking, however, is the attitude of people in Kerala to HIV/AIDS (Newton, 2001). 

One would imagine that a population with high literacy, social development and political 
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awareness would have a greater understanding of and tolerance towards people with 

HIV/AIDS. However the stigma that continues to trouble many HIV/AIDS patients in India 

(Bharat, Aggleton, & Tyrer, 2001) is very much a problem in Kerala, often denying them 

access to health care and forcing HIV/AIDS-positive persons and their carers into isolation, 

and sometimes forcing them to flee for their safety. The social realities of the carers in Kerala 

were characterised by poverty, lack of medical resources/testing facilities, lack of access to 

combination therapy, absence of social security, and inadequate formal social support 

networks. 

 

Scotland, on the other hand, is a developed European welfare state, with statutory 

measures to achieve basic living standards and help those in need. Scotland has an 

established National Health Service, national insurance, and family allowances. Scotland had 

a high prevalence of HIV/AIDS during the early days of the epidemic in the UK; however the 

advances in HIV treatment and management, together with newer laws have brought about 

considerable changes in the way HIV is perceived both by HIV-positive persons themselves 

and by society in general. The key social realities of the carers in Scotland are the presence of 

a comparatively high standard of living, the introduction of combination therapies, 

established social security measures, and availability of formal support networks, as well as 

formal recognition of the role of carers.  

 

Using purposive sampling, 28 participants (23 in Kerala; 5 in Scotland) were recruited 

through agencies providing support to patients and carers. The sample size in Scotland was 

relatively small because of difficulties encountered in locating family carers who could 

participate.  Ethical issues were woven through all aspects of the study and the researcher 

gave particular importance to issues of confidentiality, informed consent, trust, and 

reciprocity, given the sensitive and cross-cultural nature of the resaerch. 

 

 

A majority of the carers in Kerala were under the age of 40, with the largest group (43.5%) 

falling in the age range of 31 to 40 years and the second largest group (34.8%) falling between 

the ages of 21 and 30 years. The Scottish group, though considerably smaller, was more 

spread across the age range from 31 to 60 years of age. The majority of the respondents in 

both settings were female, accounting for some 74% of the Kerala sample and 80% of the 
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Scotland sample. Most of the carers in Kerala were the wives of the person living with 

HIV/AIDS, although a few parents and siblings served as carers.  In the Scotland sample, the 

majority of the carers were parents of the individual with HIV. 

 

A modified version of the Revised Ways of Coping (WOC) scale (Folkman, Lazarus, 

Dunkel-Scheller, DeLongis, & Gruen, 1986) was used to measure coping strategies. To 

capture strategies that might be more appropriate for HIV/AIDS carers, a few items were 

added. The final scale was an 85-item questionnaire containing a wide range of thoughts and 

acts that people use to deal with specific stressful encounters. The questionnaire used a Yes-

No response format in order to simplify the administration process for individuals who were 

not used to responding to the Likert scale format. Each item was given a score of 1 if the 

respondent indicated that he or she had used that coping strategy, and a score of 0 if the 

strategy was not used. The items were grouped into nine subscales reflecting the original 

groupings made by Folkman et al (1986).  

 

For participants from Kerala, the WOC was translated and administered in an interview 

format. Participants in Scotland had the option of completing the WOC scale in an interview 

or returning the questionnaire by mail. The procedures for completing the WOC scale varied 

between the two contexts because of fundamental differences in the resources available. The 

carers in Kerala did not have privacy to complete a form, ability to spend time for 

themselves, or infrastructure such as post boxes in close vicinity, and thus completing and 

mailing a form was a considerable burden, hence the appropriateness of the interview method 

to their needs.  

 

Scores were derived by summing positive responses to the scale items for each subscale and 

for the total across all items. Internal consistency coefficients (Cronbach’s alpha) were 
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computed for each of the nine scales of the revised WOC, as well as for the total score. 

Internal consistency was computed across the entire sample rather than for the separate 

groups because of the small size of the Scotland sample.    

 

The internal consistency for the total scale was .74, suggesting fairly good internal 

consistency for the total sample. The internal consistencies of the nine subscales varied 

considerably, from an extremely low coefficient of .01 for the Distancing/Detachment scale 

to a modestly high coefficient of .68 for the Seeking Social Support scale. These scores likely 

reflect the small sample size and the brevity of some of the subscales, and may be 

disappointing from a pure psychometric perspective; however, they reflect prior experience 

with the WOC, (Schwarzer & Schwarzer, 1996) and they are consistent with the theoretical 

understanding of the coping process. As Schwarzer and Schwarzer noted, internal 

consistency may not be expected or desirable when the goal is to measure real-life coping 

efforts. The complexity of stressful events and the efforts to cope with them may lead to 

individual and situational variability that works against consistent measurement.  

 

The total scores on the WOC were compared for the Kerala and Scotland samples using the 

Mann-Whitney U test. This nonparametric test was chosen because of the small size of the 

Scotland sample, which made it impossible to satisfy the statistical requirements for a 

parametric test. Scores on selected subscales were also compared using this method. 

Comparisons were made only on scales having internal consistency coefficients greater than 

.50.  
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Findings and Discussion 

The respondents’ WOC scores were summed across all of the 85 items of the revised scale, in 

order to get a sense of the repertoire of coping strategies used by the respondents in each 

setting. Since the modified response format assigned a score of 1 for each item endorsed, the 

total score represents the total number of different coping strategies endorsed by each 

respondent. The median number of items endorsed by the Kerala respondents was 34 (range 

26 to 44), while that for the Scotland respondents was 50 (range 37 to 55). The scores for the 

two groups were compared using the Mann-Whitney U Test, and the results were statistically 

significant (U = 8.00, p = .003). Thus it appears that the respondents from Scotland used a 

larger number of coping strategies than the respondents from Kerala. This difference was 

reflected in the way the carers narrated their experiences. Carers in both communities 

mentioned experiences of stigmatization and discrimination, but these experiences were 

much more severe for the respondents in Kerala. Family carers from Kerala were subject to 

discrimination, isolation, ostracism, and marginalisation, as well as verbal abuse. In an 

extreme case, there was one carer who carried a sachet of poison in case life became so 

unbearable that she needed to end her life. 

 

 

To get an idea of how the two groups used different types of coping strategies, the median 

scores on selected WOC subscales with internal consistency greater than .50 were computed 

for the Kerala and Scotland samples. 

 

 

Scores were compared using the Mann-Whitney U Test, and the results for the selected 

subscales are presented in Table 1. It should be noted that the size of the Scotland sample 
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used in these analyses was very small (n = 5). Because of this, these results should be 

interpreted with some caution. 

 

Table 1  

 

Mann-Whitney U Tests for Ways of Coping Subscales 

 

Scale Mann-Whitney U Significance (two-tailed) 

 

Problem Focused Coping 20.00 .022 

 

Positive Reappraisal 6.00 .002 

 

Seeking Social Support 9.50 .003 

 

Self Blame 27.50 .043 

 

 

The Kerala and Scotland samples differed significantly on the four selected WOC measures. 

Respondents from Scotland earned significantly higher scores for Problem Focused Coping, 

Positive Reappraisal, and Seeking Social Support. Respondents from Kerala earned 

significantly higher scores for Self Blame. Although these data are exploratory, they do 

suggest differences in the ways that the respondents in the two setting used coping strategies. 

The respondents from Scotland appeared to use a greater variety of coping responses.   

 

These differences may reflect the disparity in resources available to the family carers in the 

two settings. Thoits (1986) suggested the importance of social support for coping with stress 

in general, and Reidy (as cited in Catalan et al, 1997) and McGough (1990) noted the benefits 

of social support for HIV/AIDS carers. The burdens associated with providing care for a 

family member with HIV/AIDS created a great need for additional social support, yet 

ironically for most of the carers in Kerala this support was not forthcoming. The stigma and 

fear associated with HIV/AIDS seemed to create a barrier that either prevented the carers in 

Kerala from asking for support or kept them from receiving it. They faced a remarkable lack 
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of formalised support services as well; formal services for the much needed psycho-social 

support were virtually non-existent. The carers in Scotland seemed to fare better in terms of 

informal support. A majority (4, n=5) mentioned strong support from family of origin; 

likewise there was a much higher level of counselling support together with a well-developed 

system for delivery of medical care and protection of patient rights. Nonetheless, a few carers 

reported that they found few resources directed towards them in their role as carers.  It is 

possible that these improved conditions in Scotland allowed for the use of a wider variety of 

coping strategies. 

 

 

Many coping strategies require that the carers have access to resources (Ogden et al, 2004). 

For example, a carer cannot use social support as a coping strategy unless there are people 

available to provide support. Similarly, the carers cannot look for advice unless such advice is 

available. For the Kerala respondents, the array of resources was much smaller, and thus 

many of the strategies were impossible for them. In particular, the atmosphere of secrecy and 

threat that surrounds HIV/AIDS patients in Kerala may have prevented them from seeking 

assistance from others, out of fear that the HIV status of the family member would be 

revealed. Many carers lived in fear that the HIV status of the cared-for would be discovered 

and would lead to their expulsion from their homes. A report by Human Rights Watch 

(HRW, 2004) poignantly illustrates this reality. They cite an incident in July 2004 where two 

HIV-positive children were thrown out of a school in Kerala until the Government 

intervened. However, even afterwards they were segregated from other students and taught 

by a specially appointed teacher. HWR reported that some of their respondents were willing 

to meet only outside of their neighbourhoods for fear that their visit would reveal their HIV-

positive status to their neighbours. Not surprisingly, one respondent in this study said that if 
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the community discovered his status, he would commit suicide, because he feared that he 

would be stoned to death.  

 

 

Patterson (1988) has pointed out the importance of balance between demands and resources 

for caregiving families. For the Kerala participants, there was a lack of such balance, which 

could signal a failure of coping efforts for many of the carers. The carers in Kerala have to 

cope not only with the burdens imposed by HIV/AIDS, but also with the burdens of poverty 

and lack of access to proven medical treatment. These fundamental issues are likely to 

influence the more personal coping experiences of the carers. The success of the family’s 

coping efforts may depend on the resources available to the family. Direct efforts to reduce 

stress by improving the health of the HIV/AIDS–affected person require resources such as 

access to medicines and medical care, money, and a range of other material resources. 

Indirect coping efforts may also require resources, such as an appropriate social support 

network or counselling services, which were in limited supply in Kerala.   

 

The process of coping with caregiving for HIV/AIDS is thus closely tied to the context in 

which it occurs. Issues such as stigma and marginalisation, lack of medical infrastructure, and 

limited availability of social welfare resources make caregiving more of a challenge in less 

developed circumstances. This reality is particularly important because of the association 

between HIV/AIDS and development. In less developed countries, HIV/AIDS has hit 

particularly hard and together with poverty creates a vicious circle where HIV thrives on 

poverty while deepening it (Global Forum for Health Research, 2002). 
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In many poorer countries, carers assume the burden of caring with little or no support from 

external sources. In contrast, in developed countries, the advancement in medical care along 

with the support from statutory services make caregiving less arduous; thus enabling the 

carers to cope better in providing support to a family member with HIV/AIDS. 

 

Conclusion 

This exploratory study indicates that carers from Scotland utilized a wider array of coping 

strategies than did the carers from Kerala. These included direct strategies aimed at dealing 

with the source of stress, as well as indirect strategies aimed at managing emotional reactions 

to the problem. Having a wider array of coping strategies available may confer an advantage 

on the carers from Scotland as they deal with the stress of caring for a family member with 

HIV/AIDS.  

 

This study suggests some important issues to be explored more fully in future research. A 

larger study of coping strategies in caregiving for HIV/AIDS would be helpful, as would 

more detailed study of the role of resources and cultural differences in coping efforts.  In 

particular, studies could examine the influence that these factors have on the ability of the 

carers to engage in problem-focused coping. Similar investigations could examine the ways 

in which the social environment of the carers influences their coping efforts. Interventions 

aimed at increasing resources for caregivers could also be studied.  

 

HIV-positive persons and their families should have the right to competent,  compassionate, 

quality health care and social services. Article 19 of the UN Declaration of Commitment on 

HIV/AIDS (UNAIDS, 2001) recognises this and reiterates,   
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…care, support and treatment can contribute to effective prevention through 

increased acceptance of voluntary and confidential counselling and testing, 

and by keeping people living with HIV/AIDS  and vulnerable groups in close 

contact with health-care systems and facilitating their access to information, 

counselling and preventive supplies (p.1) 

 

There is an ongoing need for  long-term commitment and capacity building for family carers 

in the fight against HIV/AIDS. Understanding how they cope and what they need to do so 

more effectively may help to bring about the changes necessary to support this key resource 

in the fight against HIV/AIDS. 
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The results are presented in Table 1. 

 

 

Table 1  

 

Table 1  

 

Median Scores for Coping Scales in Kerala (n = 23) and Scotland (n = 5) 

 

  

Scale Kerala Scotland 

 

Seeking Social Support  5 7 

 

Positive Reappraisal  5 9 

 

Problem Focused Coping  3 6 

 

Self Blame  1 0 
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