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Abstract

The objectives of the present study were to assess the a) treatment seeking behaviour among PLHIV, 
b) financial burden of treatment due to hospitalization, and c) their willingness to pay for being part of a 
health insurance programme.  The research involved cross-sectional descriptive study design using a sample 
survey of PLHIV who are accessing free ART.  This was considered appropriate because information on 
factors and frequency related to illnesses, treatment seeking behaviour, expenditure and its coverage is to 
be compiled at a point in time. A purposive sampling technique was employed. However, all efforts were 
made to ensure the randomness in the sample whenever possible.  Data was collected through interviews 
using a structured questionnaire from 528 respondents. A written informed consent was obtained. Ethical 
clearance for conducting the study was also obtained. One in every four PLHIV received inpatient treatment 
at least once during the preceding year. An estimated expense per hospitalization per PLHIV was Rs. 1834 
per annum. Most indicated that the financial burden for hospitalization was higher for them, and expressed 
their willingness to join a health insurance programme. Respondents were willing to pay a maximum of Rs. 
1571 per annum for such a hypothetical coverage. The findings of rate of hospitalization among surveyed 
PLHIV and its financial burden corresponds to other surveys among PLHIV. High willingness to participate 
and pay for health insurance was found. The study provides evidences that PLHIV face financial burden of 
treatment, and are willing to pay for alternative financing mechanism. 
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Introduction
Acquired Immuno Deficiency Syndrome (AIDS) is a chronic, lifelong ailment caused by 

Human Immunodeficiency Virus (HIV) infection with no specific cure. However, the disease 
could be managed through Anti-Retroviral therapy (ART). Three aspects of HIV and AID 
infections make the disease distinct, requiring special attention beyond clinical management alone. 
They are a) it has no definitive cure as yet, b) the treatment is expensive that can only prolong life 
after infection, and c) it affects the productive years of life thus creating huge social and economic 
impacts across generations (Over, 2004; Pharoah, Richter, & Killian, 2011; Simon, Ho, & Abdool 
Karim, 2006; Ward, 1993).

The economic impact of HIV at the household level has been well-documented (Bloom 
& Mahal, 1997; Kumarasamy, Venkatesh, Mayer & Freedberg, 2007; Piot, Greener, & Russell, 
2007). Although HIV is present across wealth quintiles, there are evidences to indicate the 
linkages between poverty and vulnerability to HIV (Kalichman et al., 2006; WHO, 2005). The 
burden of HIV is felt because of multitude of reasons viz. a) loss of work and income because of 
morbidity and subsequent death of the infected member as well as care giving responsibilities 
of non-infected members, b) cost of expensive treatment; and c) funeral expenses. HIV and 
AIDS condition results in higher demand for health related goods and services. The financial 
expenses on medical treatment and related condition are the major cause of economic impact 
borne by People Living with HIV (PLHIV). While on one hand, the household income tends to 
shrink because of inability of the infected and affected family members to attend work, the 
demand for healthcare keeps rising.  In this scenario, the households frequently borrow money 
or sell household assets (Pradhan, Sundar & Singh, 2006).  In the hard hit areas of Asian countries 
like Cambodia, India, Thailand and Viet Nam, significant numbers of households those are not 
poor, are being pushed into poverty and households those are already poor, are being rendered 
destitute (ADB and UNAIDS, 2004).  Such scenario called for adequate financial risk protection 
of PLHIV, especially in resource-constrained settings like India. Owing to the long-term financial 
burden of treatment and public health benefits of treatment of HIV, countries across the globe 
have responded by covering HIV related expenses. India does provide Supply Side Financing 
(SSF) options like provision of free ART, it is yet to confirm with the global standard of demand 
side financing (DSF) options like inclusion of HIV into existing health coverage options. This 
research thus explored a demand side issue of financial burden of illness and willingness to 
participate in financial protection among PLHIV in India.

Literature Review
According to latest available estimates, India has an adult HIV prevalence of 0.26% or around 

2.11 million PLHIV in 2015 (NACO & NIMS, 2015).  There has been a steady decline in new 
infections and deaths due to AIDS as well in recent years in India. One of the important reason for 
this reduction in death is the expansion of access to free ART that started in 2004 (NACO, 2011; 
NACO & NIMS, 2015). By 2014, the free ART programme of the Government of India has steadily 
expanded to cover more than 8.5 lakh eligible patients through more than 400 ART centres across 
the country (NACO & NIMS, 2015). 

Even after roll-out of free ART, evidence indicate financial burden of treatment on PLHIV 
(Arur, Banke, Sulzbach & Selvaraju, 2009; Batavia et al., 2010; Gupta, Trivedi & Kandamuthan, 
2009; Joglekar et al., 2011; Kumarasamy, et al., 2007; Pradhan, et al., 2006).  Such financial burden 
is disproportionately high on the poor; an estimate suggests that the financial burden in the 
poorest quintile of Indian households with HIV is 82% of income as compared to over 20% among 
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the richest quintile (ADB and UNAIDS, 2004). Various recent studies in different parts of India 
confirmed this that financial burden is disproportionately high on poor households accessing 
free ART and reiterated called for financial protection and government support towards that end 
(Gupta & Trivedi, 2014; Sharma, Krishnaswamy & Mulay, 2015; Shukla et al., 2015).    

HIV coverage has evolved in India in a piecemeal way. The first decade of 21st century saw 
a series of efforts for coverage for HIV, which culminated in strong advocacy for mainstreaming 
HIV into existing health insurance sector in India. There have been seven instances of covering 
PLHIV through different kinds of coverage in India during the decade of 2000s. Two of them 
were initiated by non-government organizations i.e. Freedom Foundation and Karuna Trust in 
Karnataka (Gupta et al., 2006; Trivedi & Gupta, 2012) . Four schemes were government sponsored 
for poor people, in which PLHIV were not excluded (state level coverage under schemes like 
Aarogyasri, Yeshasvini and Mukhya Mantri Jeevan Raksha Kosh (MMJRK) and a nationwide 
scheme Rashtriya Swasthya Bima Yojana (RSBY)). Lastly, a commercial health insurance scheme 
(Star Netplus) in partnership with an NGO called Population Service International (PSI) was 
also launched. Analysis of evolution and uptake of these scheme indicated limitation of disease-
specific schemes as well as beneficiary-specific schemes (Gupta & Trivedi, 2014; Trivedi & Gupta, 
2012). 

Research Gap and Contribution of the Study
 While such efforts have certainly generated momentum for larger policy-level efforts of 

mainstreaming HIV in the insurance sector, there still remains hesitation of mainstream insurance 
companies to cover HIV. One possible reason for this hesitation is lack of demand-side data on 
behaviour of PLHIV. For example, there is paucity of data on whether and to what extent the 
PLHIV would be willing to pay for such an insurance coverage if offered. Towards contributing 
to this research gap, this research assessed treatment seeking behaviour, financial burden of 
treatment, demand and willingness to pay for an insurance coverage for hospitalization expenses 
among PLHIV in Gujarat, India. 

Objectives of the Study
The broad objective of the study was to empirically validate the treatment seeking behaviour 

among PLHIV, their willingness to pay for an insurance scheme that aims to lower the financial 
burden of treatment due to hospitalization. Various specific objectives were a) to measure the 
extent and implication of burden of hospitalization on PLHIV, b) to assess willingness of PLHIV to 
participate in commercial insurance programmes, c) to identify socioeconomic determinants of the 
willingness to pay, and d) to assess awareness of and willingness to join RSBY if offered to PLHIV. 

Research Methodology

Type of study
The research involved cross-sectional descriptive study design using a sample survey of 

PLHIV. 

Sampling 
A purposive sampling technique was employed for the selection of PLHIV as respondents to 
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the survey. The survey population was restricted to adult PLHIV (irrespective of their age, gender, 
and place of residence) who were registered at selected free ART centres located in government 
hospitals, irrespective of whether they were ‘on-therapy’ or ‘not-on-therapy’. The ‘on-therapy’ 
PLHIV are those who are ART-eligible and were being provided with free ART. The ‘not-on-
therapy’ includes those PLHIV, who were not ART-eligible at the time of data collection but 
were visiting the centre for regular monitoring of the infection and management of opportunistic 
infections. Equal representation of both genders was ensured and some transgender PLHIV were 
also included in the sample. The survey was restricted to the state of Gujarat due to better access 
to the research setting during the study. The selection of sites and sample size was determined 
based on logistical feasibility, and in consultation with appropriate authority. At the end of the 
data collection, the researcher was able to collect data from 528 respondents from six ART centres 
spread across four cities of Gujarat viz. Ahmedabad, Mehsana, Surat, and Navsari. 

Data Collection 
The survey was carried out over a period of three months from May-July, 2015. Data was 

collected through interviews using a structured questionnaire.  Variables studies: Questions 
included variables like a) demographics: age, occupation, education, marital status, economic 
status of PLHIV, b) duration of infection, c) history of illnesses that required outpatient visits 
and hospitalization, d) expense during hospitalization and source of financing to meet the 
expenses during hospitalization, e) financial burden and need for coverage, f) willingness to join 
health insurance programme that offers hospitalization coverage to PLHIV, and g) awareness 
of Rashtriya Swasthya Bima Yojana (RSBY), a national health insurance scheme of India and 
willingness to join RSBY if offered to PLHIV. 

Ethical considerations 
An informed written consent was obtained prior to the interviews. The ethical clearance for 

conducting the study was received from the Institutional Ethical Committee of the Indian Institute 
of Public Health Gandhinagar. Data management and analysis: After verification and quality 
check, the data was analyzed using STATA software version 12. At the outset, basic counts, 
frequencies and descriptive analysis of all variables were undertaken. The data was further 
processed to conduct bivariate as well as multivariate analyses. 

Findings

Background details 
The average age of the respondents was 36 years. More than 61% of respondents were 

married and living together with their partners and another one-fourth (24%) were widowed. 
Among women, this proportion was slightly skewed; around 41% of the female respondents 
were widowed, as compared to 9% men. A large majority (92%) was staying with their families 
indicating a strong social support within the family.  Around 55% respondents have completed 
secondary school i.e. 6-10 standard and another one-fifth (19%) had primary education. Only 10% 
respondents were illiterate; among women nearly one-fifth (17%) were found illiterate. Around 
three-fourth respondents (72%) were currently working. Among the 451 respondents who had 
either worked or have ever worked, around 70% were self-employed. Nearly half of the men (46%) 
quit working because of illness. More than 70% of those who quit working did so in the last two 
years of the survey period, clearly indicating the economic impact of the epidemic (Table 1).
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1B The weights were given as follows: a) 4 each for owning Car, Land, House, and ornaments, b) 3 each for VCR, 
Motorcycle, Refrigerator, Livestock and agriculture implements, c) 2 points for TV and d) 1 for cycle and any other items, 
not mentioned in the instruments. Thus, the weights can range from zero (no assets) to 37 (all assets)

Table 1: Background details of respondents (n=528)

Characteristics Categories (n) Proportion (%)

Gender

Male 279 52.84

Female 247 46.78

Transgender 2 0.38

Marital Status

Currently married, living together 325 61.55

Currently married, not living together 14 2.65

Divorced/ separated 19 3.6

Widowed 127 24.05

Not married 43 8.14

Educational 
attainment

Not literate 57 10.8

Literate, no formal education 7 1.33

Primary school (1-5 standard) 98 18.56

Secondary school (6-10 standard) 289 54.73

Vocational course done after 10th 7 1.33

Higher secondary (11-12 standard) 40 7.58

Bachelor’s degree 24 4.55

Master’s degree or above 6 1.14

Working Status
Currently working 382 72.35

Currently not working 146 27.65

Living arrangements

Staying alone 39 7.39

Staying with family 485 91.86

Staying with friends 3 0.57

Other (specify) 1 0.19

Economic Status and Economic Impact of HIV
Details of asset ownership and its sale were used to analyse the economic level of the 

respondents.  Selling of asset is a direct indication of the economic impact of the HIV. The 
respondents were divided into asset quartiles based on ownership of assets which were coded 
after giving them due weights .  Of the 528 respondents, 216 i.e. 41% reported sale of at least 
one asset, which in most of the cases was to support health expenses of the respondent or family 
members. Of the 216 respondents who sold assets, 65 respondents originally belonged to the low 
economic category (30%); after selling of the asset, the proportion in the low-income category 
doubled to reach 135 respondents (62%).

Evidence of movement across economic category was visible among the respondents who 
needed to sell their assets.  Figure 1 describes such movements, in which comparison of quartiles 
of ownership of assets is made between a) original ownership and b) reduced ownership because 
they were sold. There is significant movement (96%, n=44) from ‘low-moderate’ category to ‘low’. 
Similarly, there is a downward movement in the two higher categories as well.  This movement 
across four economic categories indicates the possibility of poverty effects of HIV.
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Figure 1. Movement across economic category due to selling of assets

Infection Status and Need for Treatment
The range of duration varied from recent infection (i.e. in the month of data collection) to 

more than 12 years (4.5%), with an average duration of infection of 45 months. Around 88% of the 
respondents were accessing ART at the time of data collection; among those who were on ART, 
average duration of accessing ART was around 33 months. Ninety-one percent reported not ever 
stopping ART once started and around 8% stopped it for once only, mostly because of financial 
difficulties in accessing it.

More than one-fifth (22%) of the respondents did not need any outpatient visit apart from 
their regular visits to ART centres. While around one-third (34%) had 1 to 3 visits, another one-
fifth (17%) respondents needed frequent visits of more than seven times. Overall, hospitalization 
rate among PLHIV sample was around 24%. The high rate of hospitalization could be a reflection 
of purposive sampling from the ART centres. Details on 154 hospitalizations episode were 
collected. For each episode of hospitalization, respondents were asked to report the reasons for 
hospitalization. The most commonly reported condition was diarrhoea (19%), followed by general 
conditions like malaise and fatigue (commonly reported as ‘weakness’ by respondents) (17%).

Hospitalization Expenditure while on Treatment
Of all the 154 episodes of hospitalization, 152 responded with details of spending on treatment 

and 98% among them had non-zero expenses. After removing outliers, an estimated expense per 
hospitalization per PLHIV was Rs. 1834 per annum (n=122). The analysis  of spending across 
various sub-items was conducted for hospitalization episodes. Medicine accounted for highest 
expense i.e. around 46%, followed by diagnostics (18%), Transportation cost (13%), and Hospital 
fees (14%).  After removing outliers, there was a wide range of expense from Rs. 1440 to around 
Rs. 2393 across economic categories. The relatively low expense among the lower economic 
categories can also be a reflection of poor treatment seeking as well as choice of providers, details 
of which was not sought in the survey.

2This calculation takes into account all the responses where such sub-item wise expenses were reported and thus, the sum 
can be different from the overall average expenses.
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Source of Finance and Need for Health Coverage
Around half of the respondents (46%) paid for the expenses from their ‘savings’, followed by 

one-fourth (25%) who needed to borrow funds (Figure 2). Of all the respondents who had at least 
one episode of illness, 80.5% indicated that the financial burden for hospitalization was higher 
for them. Nearly all (99.6%) respondents did not have any kind of insurance coverage to cover 
their hospitalization expenses.  Out of 154 hospitalizations, 97% cases were financed through OOP 
spending indicating the urgent need for some kind of coverage across economic categories of 
PLHIV.

Figure 2. Source of financing for hospitalization expenses

Willingness to Pay for Health Insurance for PLHIV
All the respondents were asked to state their willingness to join an insurance programme that 

covers HIV related illnesses and reimburses hospitalization expenses of up to Rs. 30,000.  Overall, 
79% respondents expressed their willingness to join such a programme if offered. Pearson’s chi-
squared test was used to measure differences of willingness to join an insurance scheme with 
various sub-groups of determinants.  A statistically significant difference was observed for gender, 
marital status, working status, occupation status and hospitalization status. The lesser proportion 
of women, widowed, currently unemployed, government employees, self-employed respondents, 
and those who did not experience any hospitalization during the year preceding the survey were 
relatively less willing to be a part of such an insurance coverage. 
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Among all the reasons for non-willingness to participate (n=141), nearly half (47%) were about 
‘financial constraints’, one-fifth were about ‘lack of decision-making ability’ and, around 10% were 
about ‘lack of faith in the insurance or in the system’. The lack of decision-making ability was 
expressed largely by the non-working respondents like women or the elderly, reflecting financial 
constraints of such respondents.

Respondents who showed willingness for coverage were asked to state the maximum annual 
premium they would be willing to pay for the coverage. After removing outliers, respondents 
were willing to pay a maximum of Rs. 1571 per annum for such a hypothetical coverage (n=412).  
ANOVA test was conducted to estimate the difference across various sub-groups in the amount of 
maximum annual premium. Very high statistically significant association for premium payment 
was found. Higher willingness to pay for higher economic status, and organized employer was 
found. Gender, working status, and hospitalization also showed a relatively higher degree of 
association. 

More than 90% respondents indicated that they would be willing to pay the premium from 
their own saving. Only 33% were willing to pay an additional premium to get coverage of 
outpatient care as well.

PLHIV and RSBY
Respondents were asked details about their Below Poverty Line (BPL) status, awareness 

about RSBY and willingness to join RSBY, if offered. More than one-fourth (27%) respondents 
had a BPL card indicating their entitlement to RSBY scheme. Of all the BPL card holders, only 
24% knew about the RSBY scheme. Relatively higher awareness was found among Male (26%), 
Educated respondents (Higher secondary and above – 38%, Bachelors and above – 50%) private 
sector workers (38%). Among those who knew about the scheme, around 79% were enrolled in the 
scheme. The major reason for non-enrolment was lack of information about the scheme.  

All the non-BPL clients as well as those BPL clients who did not know about the scheme 
were introduced to the scheme and were asked about their willingness to get enrolled in RSBY. 
Around 88% indicated that they would like to be part of RSBY. Pearson’s chi-squared test was 
used to measure differences of willingness to join an insurance scheme with various sub-groups 
of determinants. Statistical significance was found for categories like economic status, occupation, 
and history of hospitalization in last one year.

Multivariate Analysis
The willingness to participate in insurance programme and average premium was further 

explored through multivariate analysis. Logistic regression was run on variables like gender, 
marital status, education, working status, economic categories, history of hospitalization, 
occupation, number of positive members in the household and duration of HIV infection to check 
their association on willingness to pay for insurance for PLHIV. A linear regression was run using 
the same set of variables to measure the determinants of the average amount that the respondents 
are willing to pay for a health insurance program that covers HIV. The regression results indicate 
that younger, male, currently working, and salaried PLHIV tends to have higher willingness to 
buy such insurance (Table 2).
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Table 2: Determinants of willingness to participate in insurance for PLHIV

Variables Coefficient
[95% Conf.

Interval]

Age -0.03** -0.06 0.00

History of hospitalization 1.11*** 0.49 1.74

Female -0.41 -0.94 0.11

Marital status 0.39 -0.88 0.10

Up to primary education 0.17 -0.55 0.88

Up to secondary education 0.35 -0.32 1.01

Working status 0.70** 0.15 1.24

Low economic category -0.26 -0.86 0.34

Low-moderate economic category -0.04 -0.75 0.67

High-moderate economic category 0.01 -0.63 0.65

Positive members in the Household -0.06 -0.39 0.27

Duration of infection (in months) 0.00 0.00 0.01

Self-employed respondents -0.52** -1.04 -0.01

_cons 2.16 0.75 3.58

The symbols *, ** and *** represent significant at 90, 95 and 99 % confidence interval 
respectively

The willingness to pay in terms of maximum annual premium is strongly associated with 
economic, occupation categories. Similarly, PLHIV from unorganized sector, i.e., who are self-
employed, are likely to pay lesser amount as compared to those working in other sectors (Table 3).

Table 3: Determinants of willingness to pay for insurance for PLHIV: maximum amount that the 
respondents are willing to pay for health insurance for PLHIV (Maximum WTP)

Variables Coefficient [95% Conf. Interval]f

Age -8.1 -18.9 2.7

History of hospitalization 47.1 -148.9 243.1

Female -94.7 -299.4 110.0

Marital status -77.9 -278.0 122.1

Up to primary education 81.2 -213.0 375.4

Up to secondary education 202.3 -45.6 473.5

Working status 277.9** 49.5 506.4

Low economic category -648.6*** -885.6 -411.5

Low-moderate economic category -576.8*** -843.1 -310.4

High-moderate economic category -457.6*** -701.0 -214.3

Positive members in the Household -85.8 -214.7 43.1

Duration of infection (in months) 0.4 -1.8 2.6

Self-employed respondents -383.6*** -575.7 -191.4

_cons 2323.3 1772.3 2874.2

The symbols *, ** and *** represent significant at 90, 95 and 99 % confidence interval respectively
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Summary and Discussion
The discussion on mainstreaming HIV into the commercial insurance sector in India has by 

and large remained constrained within the circles of PLHIV or those working for PLHIV.  Lack of 
data on demand for health insurance among PLHIV has remained a major argument that limited 
the efforts. Also, there had been very little research on the frequencies and the type of illness 
experienced by PLHIV, the financial burden of such illnesses and PLHIV’s willingness to pay for 
alternative financing mechanism. 

The research yielded few useful observations viz. a) around one-fourth needed at least one 
hospitalization, b) there is an OOP of around Rs. 1800 per hospitalization, c) there is considerable 
expenses of hospitalization and its financial burden on PLHIV, and d) there is high willingness 
to participate and pay for health insurance to cover such expenses. The rate of hospitalization 
among surveyed PLHIV corresponds to other surveys among PLHIV and indicates a declining 
trend (Gupta et al., 2011; IAI, 2013; and Sarna et al., 2008). The financial burden of hospitalization 
for PLHIV who are availing free ART is comparable – and relatively lesser - to other studies 
conducted in India and elsewhere (Bhavsarl & Srivastava; Gupta, et al., 2009; Pradhan, et al., 
2006; Riyarto et al., 2010; and Wong, 2013).  Although belonging to various economic strata, many 
PLHIV reported selling of assets due to financial needs, reflecting the potential impoverishing 
effect of the infection. The higher financial burden was felt by the vulnerable respondents, i.e., 
women who are either separated or are unemployed. While respondents indicated willingness to 
join an insurance programme, majority of those unwilling, did so owing to financial constraints, 
reiterating the role of financial protection as poverty alleviating measure. On the other hand, 
willingness for insurance was also higher among the vulnerable subgroups like women, less 
educated, poor and self-employed PLHIV.  Also, most of the surveyed PLHIV were working in 
the unorganized sector has direct policy implications for schemes like RSBY which is meant for 
such workers.  However, limited penetration of RSBY among PLHIV points to huge scope of 
improvement in expansion of coverage.  However, there is a very high willingness to join RSBY 
scheme among all PLHIV. This clearly indicates that such schemes, if popularized and marketed 
well among this sub-population, can be of meaningful coverage use.

There are two important policy lessons for Government from this research. One, there are 
evidences that PLHIV face financial burden of treatment, but they are also willing to pay for 
alternative financing mechanism, if offered. It is up to Government to remove unfair practice of 
exclusion of HIV from health insurance sector in India . Second, majority of PLHIV continue to 
be from poor socio-economic background. Government must continue to fund the poor and other 
vulnerable PLHIV under their mass health insurance scheme at the state and national level.

Limitation of the Study
An important limitation of the research is the fact that the sample for the primary survey 

was drawn from purposeful sampling technique. Within specified time and resources, it was not 
feasible to select the sample using any systemic probability sampling techniques. However, all 
efforts were made to ensure the randomness in the sample wherever possible.

3As positive news in the discourse, The Standing Committee on Health and Family Welfare of the Rajya sabha recently 
submitted its report on the Human Immunodeficiency Virus (HIV) and Acquired Immune Deficiency Syndrome (AIDS) 
(Prevention and Control) Bill, 2014 on April 29, 2015. The bill is now tabled in Lok sabha (Source; http://www.prsindia.
org/uploads/media/HIV/SCR%20HIV%20and%20AIDS%20Prevention%20and%20Control%20Bill,%202014.pdf) . Among 
other things, the bill indicated that there should not be denial or unfair treatment in providing insurance cover to people 
living with HIV (PLHIV). The Committee has overruled this portion and recommended that ‘…all people living with HIV 
should be provided insurance cover without any discrimination, preferably at the normal rate of premium or could be 
slightly higher than normal, but not at exorbitant rates’.   
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