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Abstract
Objective: Economic evaluation studies often neglect the impact of disease and ill health on the social networks of people living with HIV (PLHIV) and the wider community.  An important concern relates to informal care requirements which, for some diseases such as HIV/AIDS, can be substantial.  This study has measured and valued informal care provided to PLHIV in Malawi.  
Methods: A modified diary that divided a day into natural calendar changes was used to measure informal care time. The monetary valuation was undertaken by using four approaches: the opportunity cost method (official minimum wage used to value caregiving time); modified opportunity cost (caregiver’s reservation wage), willingness to pay (amount of money caregiver would pay for care, WTP), and willingness to accept (amount of money caregiver would accept for providing care to someone else, WTA) approaches.  Data were collected from 130 caregivers of PLHIV that were accessing antiretroviral therapy (ART) from six facilities in Phalombe district, South-East of Malawi.  
Results: 62/130 (48%) caregivers provided informal care in the survey week. On average, caregivers provided care of 8 hours/week. The estimated monetary values of informal care provided per week were US$1.4 (opportunity cost approach), US$2.41 (modified opportunity cost), US$0.40 (WTP), and US$2.07 (WTA). 
Conclusion: Exclusion of informal care commitments may be a notable limitation of many applied economic evaluations. This work demonstrates that inclusion of informal care in economic evaluations in a low income context is feasible.


Introduction
Informal care can be defined as a nonmarket composite commodity consisting of heterogeneous parts produced (paid or unpaid) by one or more members of the social environment of the care recipient as a result of the care demands resulting from ill health [] .  Since different healthcare interventions can affect the occurrence and severity of ill health, there have been a number of debates about whether and how informal care effects should be incorporated into economic evaluation studies [1-2].  Whereas significant methodological advancements have been made in the measurement and valuation of informal care in high [3-5] and middle income contexts [], little work has been undertaken to examine whether and, if so, how informal care can be measured and valued in low income countries such as those in sub-Saharan Africa.
The informal care impacts associated with HIV/AIDS in Africa warrant special attention given the widespread prevalence and major development challenges associated with the disease.  In 2014, 25.8 million people in sub-Saharan Africa were living with HIV, amounting to almost 70% of people living with HIV worldwide []. People living with HIV (PLHIV) in Africa are very reliant on informal caregivers in the form of family and friends as well as on volunteers partly because of the high labour demands placed upon very resource constrained healthcare systems [4-6].  As countries consider how to respond to the recent 2016 World Health Organization (WHO) HIV Treatment Guidelines  [] recommendation to provide antiretroviral therapy (ART) to all PLHIV, the role of informal care provision in program decision-making requires special consideration at the present time.
Carers of PLHIV in Africa are motivated both by intrinsic concern to support PLHIV and also in future some hope of receiving material returns for their labour in future. [] Informal caregiving is, however, associated with negative impacts (including financial costs) to the caregiver. [,] The range of services provided by informal caregivers in Africa include encouragement, keeping company, collecting water, washing clothes, preparing meals, collecting drugs from the clinics or hospitals, counselling, cultivation and harvesting of crops and growing vegetables [8-10].  The consequences of HIV can therefore extend well beyond the people living with HIV (PLHIV) themselves [11-13].  As such, they should be considered when decisions are made on resource allocation whenever these are likely to result in different informal care consequences, even if they are not formally incorporated within economic evaluation analyses. 
The exclusion of informal care effects from economic evaluations would, however, appear to underestimate the benefits of averting HIV infection and disease progression where these are associated with increased informal care burdens.  One of the challenges of incorporating informal care effects appears to be a lack of work on the measurement and valuation of informal care provision in low income settings [].  In this paper, we aim to demonstrate how informal care can be measured and valued in low income settings by estimating informal care provisions for PLHIV in Phalombe district in south-east Malawi.  
The Malawian HIV program has pioneered a number of HIV treatment scale up strategies since replicated by other countries, including the ambitious programme to attain universal access to ART started in 2004 [] and the Option B+ approach to PMTCT which commenced in 2011 []. Presently, the program in Malawi is implemented through a public and private healthcare system consisting of 724 HIV testing and counselling (HTC) sites and 713 antiretroviral therapy (ART) sites [].  HIV treatment follows Malawian national guidelines that were most recently revised in 2014 (Government of Malawi, 2014b).  The need for healthcare and in particular HIV treatment is very high with only 71% of adults and 42% of children (<15 years) eligible for HIV treatment accessing ART [].   Delivery of HIV/AIDS services is severely hindered by serious financial and human resource constraints [].  To mitigate these Malawi employs community health worker cadres and works in partnership with NGOs to implement a standardized supportive supervision and mentorship program under the guidance of the Ministry of Health national program []. Many community based organisations and support groups support the needs of PLHIV.
Malawi is currently updating its National Health Operational Plan, which includes planning for HIV/AIDS.  The choice of healthcare interventions in the Malawian health sector is primarily based upon an Essential Healthcare Package (EHP) which lists priority interventions based upon assessment of cost-effectiveness studies, mainly drawn from the international literature [].  These studies rarely consider informal care effects, however, and it appears such effects are also not considered when determining the EHP.  
Methodology
Study design
The study was undertaken in Phalombe district located in the South Eastern Malawi as part of the Lablite ART implementation project [] between November 2013 and August 2014. Data was collected from caregivers of PLHIV who were accessing care at Holy Family Mission Hospital, and five primary care health facilities (Chitekesa, Mpasa, Nkhulambe, Phalombe, and Sukasanje). 
We aimed to recruit 50 PLHIV in each of the following categories: patients who had not had a clinical event more serious than those characterized in WHO stages 1 /2 in the last 3 months; patients with a WHO stage 3 event in the last 3 months; and patients with a WHO stage 4 event in the last 3 months.  We hypothesized that more serious cases would require more care. A research nurse re-staged PLHIV for whom we did not have information about their WHO stage in the last three months. PLHIV were recruited consecutively in each category until the target numbers were reached. All identified PLHIV were requested to identify their primary caregivers (guardians) who were interviewed at their homes. 
The protocol and the data collection tools were approved by the National Health Sciences Research Committee (NHSRC). All individuals consented to participate in the study.
Measuring informal care time
Based on the features of rural African societies; which include low literacy levels and a concept of time based upon natural changes in a day (e.g. sunrise, meals, sunset, etc.), as opposed to the western concept based on a clock [], and the challenges of using the diary and recall methods []; we used a modified diary to measure informal care time.   The modified diary divided the day into natural time periods (e.g. waking time to sunrise, etc.) and respondents were asked to recall their time allocation to different activities within each of the periods during the previous day. This differs from the standard diary that divides the 24-hour day into equal time periods, such as 15 minutes []. Informal care activities included escorting the PLHIV to the hospital, collecting drugs for the PLHIV, encouraging the PLHIV, collecting water, washing clothes for the PLHIV, preparing meals for the PLHIV and keeping the PLHIV company [17-19]. The Malawi HIV/AIDS program formally expects the guardians/informal carers to support patients with most of these activities [,]. Respondents were asked on how many of the last 7 days they had spent any time on each activity. Time allocated by an individual carer to an informal care activity in a week was estimated by assuming that the previous day was typical and multiplying hours spent during that day on an activity by the number of days any time had been spent on the same activity in the previous week. Total informal care hours in a week were estimated by summing time allocated to all informal care activities. 
Valuing informal care
Methods of estimating monetary values of informal care are classified into revealed preference and stated preference []. Revealed preference methods involve the measurement of informal care time and its valuation by using market wages (opportunity cost method) or the market prices of close substitutes, such as paid care workers (the proxy good method) [,]. The opportunity cost method is widely used because it is pretty straightforward to apply but its application is challenging in societies that have a high proportion of self-employed individuals such as small scale farmers who don’t have monetary wages. It is also challenging to apply to full time housewives/husbands and retired persons []. Studies in such situations have used the official minimum wage [,]. However, we expect official minimum wages to bias the opportunity cost of time for individuals that decide not to join the labour market because they perceive the market wage as being lower than their opportunity cost of time. For example, a university graduate that does not accept a job that is offering the official minimum wage would likely have higher opportunity cost of time than the minimum wage. It is reasonable to assume that an individual will accept a job if the wage offer exceeds the reservation wage []. Similarly, if the individual’s education status and assets from which they generate income are very low, their opportunity cost of time may be lower than the official minimum wage. A potential solution would be to use the modified opportunity cost method by using the reservation wage (the wage an individual might expect in line with their qualifications and experience) instead of market wage or official minimum wage [].  
The stated preference methods are used to measure and value respondents’ preferences for nonmarket commodities such as informal care through surveys or interviews (van den Berg, et al., 2004). The contingent valuation method (CVM) is a frequently applied stated preference method.  It values informal care by measuring individuals’ willingness to pay (WTP) and/or willingness to accept (WTA) [,]. These estimate value of informal care provision through asking respondents how much they would pay for care to be provided to a care recipient (WTP) or how much money they would require to be compensated to provide extra care to another individual (WTA).  Theoretically, willingness to pay/accept for informal care is expected to be positively related to the wealth of the caregiver and negatively related to the caregiver’s health, but its relationship with the health of the care recipient is ambiguous []. 
In this study we have valued informal care by using the opportunity cost (minimum wage), modified opportunity cost (reservation wage), WTP and WTA approaches. The official minimum wages in Malawi at the time of the survey was MK16, 530 (~US$40) per month.
The reservation wages were elicited by asking the following question:
Suppose you get a job that is in line with your education, professional qualifications, skills, and experiences, how much money would you minimally expect to receive in a month?
The WTP values were elicited by asking the following question []:
Suppose you become too busy to provide care to your client and you have found somebody who is willing to be paid for him/her to provide care to your client. Your current income has not changed and you are still expected to pay other bills you usually pay, what is the maximum amount of money you would be willing to pay the individual per month?
The WTA estimates were derived by asking the following question:
Suppose there is a possibility for you to provide care to somebody you are not related to for 1 month and the government is willing to pay you for the care you will provide. What is the minimum amount of money you would be willing to accept to provide the care?
The WTA asked the informal carers to value care to a non-related care recipient to address cultural concerns that you are not supposed to be paid when you provide care within social relationships [,]. Hypothetical payment by the government is consistent with Van den Berg et al. [] because it seems a plausible scenario within low income contexts.
Responses to the modified opportunity cost, WTP and WTA questions provide values of informal care per month.  The monetary values of actual informal care provided were calculated by assuming 4 weeks of work per month, an 8.5-hour working day based upon official working hours and a 7-day working week (i.e. 238 working hours per month).  Hourly values were then multiplied by the actual number of informal care hours provided per week to determine the total weekly value of informal care provision to PLHIV. 
Results
Characteristics of the sample
In total, we interviewed 130 PLHIV (48 in WHO stages 1 and 2, 47 in WHO stage 3, and 35 in WHO stage 4) and their caregivers. The PLHIV were recruited from Sukasanje (39), Mpasa (34), Nkhulambe (26), Chitekesa (11) and Phalombe (6) centres and Holy Family Mission Hospital (14). A summary of characteristics of the caregivers and PLHIV is presented in Table 1. 
INSERT TABLE 1
82/130 (63%) of PLHIV and 82/130 (63%) their caregivers were female.  The mean ages were 33 years (PLHIV) and 35 years (caregivers).   102/130 (78%) of caregivers were married although only one third 43/130 (33%) were caring for their spouses.  Caregivers were also likely to provide care to their siblings 40/130 (31%) and their children 20/130 (15%). 121/130 (93%) of PLHIV and 110/130 (84%) of caregivers did not study beyond primary level education. 82/130 (63%) and 85/130 (65%) of PLHIV and their caregivers respectively were farmers.    52/130 (40%) of caregivers reported that they were HIV positive of which 41/130 (32%) were on ART.  50/130 (38%) reported that they were HIV negative while 28/130 (22%) had unknown HIV status.
 Extent of informal care 
Time that was allocated to escorting the patient to the hospital, collecting drugs for the PLHIV, encouraging the PLHIV, collecting water, washing for the PLHIV, preparing meals for the PLHIV and keeping the PLHIV company by caregivers was estimated and these are presented in Table 2a.
INSERT TABLE 2
Of the 130 caregivers identified by the PLHIV, 62 (48%) reported spending time on the caregiving tasks during the survey week   This raises the question as to whether or not the remainder are really caregivers; we consider them as caregivers because they are recognised as such by the PLHIV.  Amongst caregivers that provided care in the survey week 46/62 (74%) were female and 34/62 (55%) were HIV positive. 
On average, informal caregivers provided 8.3 hours (mean) of informal care in a week (across all 130 caregivers). About half of this time was allocated to preparing meals for the PLHIV (mean 3.5 hours/week). Caregivers also allocated substantial time to collecting water for the patient (mean 2.6 hours/week) and washing clothes for the patient (mean 1.3 hours/week).  Amongst only caregivers who provided care in the survey week, 50/62 (81%) prepared meals for PLHIV and 45/62 (73%) collected water for the PLHIV. No caregivers collected drugs for the PLHIV during the survey week and only 2 escorted the PLHIV to the health facility.
Female caregivers provided more informal care (10.5 hours/week) than male caregivers (4.4 hours/week) (p=0.01); across all caregivers (Table 2b).  Informal caregivers that were HIV positive and on ART provided 10.5 hours of informal care compared to 4.7 hours/week provided by caregivers that were HIV positive but not on treatment (p=0.03) and 9.0 hours/week provided by HIV negative informal caregivers (p=0.50). PLHIV in WHO stage 1/2 received 4.7 hours/week of informal care, PLHIV in WHO clinical stage 3 received 13.7 hours/week of informal care while PLHIV in WHO clinical stage 4 received 5.8 hours/week of informal care. 
Value of informal care
Using the four approaches discussed above, we valued informal care and the findings are presented in Table 3.
INSERT TABLE 3
The estimated value of informal care provided to PLHIV in our sample ranged from US$0.40 to US$2.41/week.  Estimates from the alternative approaches were similar although notably the lowest values for all patients were from the WTP approach ($0.40) and the highest from the modified opportunity cost approach ($2.41).   
Across the stratified patient groups, the values of informal care derived increased and declined as we moved from PLHIV defined by WHO clinical stages 1 and 2 to those with recent clinical stage 3 events and then to those with recent clinical stage 4 events, respectively; although confidence intervals were wide. 
Estimates of the value of informal care derived from the modified opportunity cost (reservation wage) approaches are consistently higher than the estimated that were derived from the opportunity cost approaches for all the patient groups. 
Discussion and conclusion
We have outlined the available choice of methods and demonstrated their application in the sub-Saharan African context by measuring informal care time and estimating the monetary values of caregiving to a sample of people living with HIV (PLHIV) in Phalombe, a rural district in Malawi.
To ensure a generally representative sample, we selected PLHIV based upon their having experienced WHO stage-defining clinical events in the last 3 months because we had hypothesized that informal care time and value would positively correlate with these events.  As would be expected, PLHIV that had experienced more serious recent clinical events (WHO stages 3 and 4) received more informal care than PLHIV who hadn’t (WHO clinical stages 1 and 2). However, we did not find that PLHIV with recent WHO stage 4 events received more informal care than those with recent less severe WHO stage 3 events.  A potential explanation is that PLHIV could have more than one caregiver whereas the sickest PLHIV could in fact have multiple caregivers.
The gender distribution in the sample is broadly as we would have expected prior to data collection.  Most of the caregivers in our sample were female (81%) and this is consistent with the limited available literature [,,].  It was also found that female caregivers provide more hours of care (10.5 hours/week) than male caregivers (4.4 hours/week).  Most of the PLHIV (63%) were also female.  This had also been anticipated due to the accelerated roll-out of ‘Option B+’ for the prevention of mother to child HIV transmission of HIV which encourages all HIV positive women that are pregnant/ breastfeeding to receive ART for life irrespective of their WHO clinical stage or CD4 count at initiation [,].  This has also been documented in program reports []. We found that less than half of caregivers reported carrying out caring tasks in the previous week. We expect that as ART rolls out with earlier initiation (including through B+) the proportion of PLHIV who require no care is likely to increase.  However, for the foreseeable future there will remain significant numbers of PLHIV who do require substantial informal care.
We also found that levels of formal education in our sample were very low, with 66% of caregivers having only primarily-level education or below.  This provided justification for the modified diary approach, based upon natural changes in the day, for the measurement of informal care rather than use of diaries relying upon clock time.  The absence of paid wages was a characteristic of the caregiver population – 65% reported their primary economic activity as being farming (most likely subsistence), only 4% stated they were employed and 17% were business people.  This profile of main economic activities, with many being unpaid in cash, makes clear why the use of market and minimum wage in valuing informal care time is limited and may be misleading.  In future, further research on the economic lives of PLHIV, caregivers and others in the villages would be of value.
An important question is what approach to informal care valuation is most appropriate? In the absence of other studies in similar contexts, although the approaches provided similar values, it is difficult to pick an approach that produces the ‘best’ estimates.  From amongst the two revealed preference methods, the opportunity cost approach is particularly challenging to apply when there is lack of engagement in formal labour markets as with this population.  The official minimum wage in Malawi may be a poor proxy that does not necessary well reflect income generating opportunities.  We therefore believe that responses to the modified opportunity cost approach, based upon reservation wages, are a more likely indictor of caregivers’ real opportunity costs of time.  The WTP approach produced the lowest values, which may be the result of respondents having limited means (the ability to pay) for services, particularly given the lack of paid formal employment.  Alternatively, they could point at a preference to provide the informal care themselves especially in comparison with the WTA values as the latter are about providing care to PLHIV outside the social network of the informal carers.  In conclusion, we have shown that that inclusion of informal care in economic evaluations in a low income context is feasible by using a modified diary to measure informal care time and by applying different monetary valuation methods: willingness to pay, willingness to accept, opportunity cost (minimum wage) and modified opportunity cost (reservation wage). The monetary values of informal care could be included as a cost component in economic evaluation studies, in addition to the direct costs and other indirect costs (e.g. travel time).  It is hoped the approaches presented here will inspire further research in this area to avoid underestimations of the benefits of investments in HIV/AIDS interventions, especially targeted towards PLHIV requiring the most informal care.
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Table 1: Characteristics of PLHIV and their caregivers
	Characteristics
	PLHIV
(N=130)
	 
	Caregivers 
(N=130)

	
	n
	Statistic
	
	n
	Statistic

	Sex (%)
	
	
	
	
	

	Male 
	48
	37
	
	48
	37

	Female
	82
	63
	
	82
	63

	Age (Mean, Std Dev)
	
	33 (11)
	
	
	35 (12)

	Marital status (%)
	
	
	
	
	

	Married
	65
	50
	
	102
	78

	Widowed
	14
	11
	
	9
	7

	Separated
	39
	30
	
	17
	13

	Never married
	12
	9
	
	2
	2

	Relationship of caregiver to PLHIV (%)
	
	
	
	

	Parent of PLHIV
	
	-
	
	20
	15

	Child of PLHIV 
	
	-
	
	14
	11

	Spouse of PLHIV
	
	-
	
	43
	33

	Sibling of PLHIV
	
	-
	
	40
	31

	No relationship
	
	-
	
	3
	2

	Other
	
	-
	
	10
	8

	Education level (%)
	
	
	
	
	

	No formal
	21
	16
	
	23
	18

	Primary
	100
	77
	
	87
	67

	Secondary
	9
	7
	
	17
	13

	Post-secondary
	0
	0
	
	3
	2

	Main Economic Activity (%)
	
	
	
	
	

	Employed
	3
	2
	
	5
	4

	Farmer
	82
	63
	
	85
	65

	Business
	24
	18
	
	22
	17

	Student
	6
	5
	
	2
	2

	House worker
	1
	1
	
	2
	2

	Casual work
	7
	5
	
	2
	2

	Other
	7
	5
	
	11
	8

	Missing
	0
	0
	
	1
	1

	Reported HIV Status (%)
	
	
	
	
	

	HIV Positive
	
	-
	
	
	

	On ART
	
	
	
	41
	32

	Not on ART
	
	
	
	11
	8

	HIV Negative
	
	-
	
	50
	38

	Unknown Status
	
	 -
	 
	28
	22





Table 2: Informal care tasks and time provided to PLHIV in a week
	Table 2a: Informal care time by care tasks (N=130)

	Care giving activity
	Number providing care task
	Percent (%)
	Mean care hours
	Std. Dev

	Collecting drugs
	0
	0
	0.0
	0.0

	Escorting PLHIV to health facility
	2
	2
	0.1
	0.8

	Providing encouragement
	26
	20
	0.7
	3.0

	Washing clothes
	19
	15
	1.3
	7.1

	Collecting water for PLHIV
	45
	35
	2.6
	6.8

	Preparing meals for patient
	50
	38
	3.5
	6.0

	
	
	
	
	

	Any caregiving activity (N=130)
	62
	48
	8.3
	17.4





Table 2b: Informal care time by PLHIV and caregiver characteristics
	Characteristic
	Description
	n
	Number providing care (%)
	Mean
care
hours
	Std.  Dev

	 
	 
	
	
	 
	 

	Informal care time by sex of caregiver
	Male
	48
	16 (33)
	4.4
	10.5

	
	Female
	82
	46 (56)
	10.5
	20

	
	
	
	
	
	

	HIV status of caregiver
	Positive
	
	
	
	

	
	On ART
	41
	29 (71)
	10.5
	7.5

	
	Not on ART 
	11
	6 (55)
	4.7
	10.4

	
	Negative
	50
	18 (36)
	9.0
	25.2

	
	Not known
	28
	9 (32)
	5.9
	9

	
	
	
	
	
	

	WHO clinical stage of PLHIV
	Stages 1 & 2
	48
	19 (40)
	4.7
	10.7

	
	Stage 3
	47
	29 (62)
	13.7
	25.1

	 
	Stage 4
	35
	14 (40)
	5.8
	8.2

	Provided informal care in the survey week
	
	62
	62 (100)
	17.3
	21.9

	All informal caregivers (N=130)
	
	130
	62 (48)
	8.3
	17.3







Table 3: Valuation of informal caregiving using willingness to pay, willingness to accept, opportunity cost, and modified opportunity cost methods
	Valuation of time for all caregivers (US$/month) 

	
	WTP
	WTA
	Opportunity cost
	Modified opportunity cost

	All PLHIV (n = 130)
	21.0 (21.1)
	61.2 (66.8)
	40.3
	60.5 (41.9)

	Stages 1 & 2 (n=48)
	24.4(26.8)
	62.9(58.2)
	40.3
	63.0(48.1)

	WHO stage 3 (n=47)
	18.7(17.6)
	47.1(35.4)
	40.3
	57.8(40.5)

	WHO Stage 4 (n=35)
	19.6(15.9)
	77.9(99.9)
	40.3
	60.6(34.9)

	Valuation of time for caregivers who provided care (US$/month)

	
	
	
	
	

	All PLHIV (n = 62)
	16.2 (15.6)
	54.6(49.7)
	40.3
	58.7(42.2)

	Stages 1 & 2 (n=19)
	15.5 (15.6)
	71.0 (67.0)
	40.3
	68.2(42.4)

	WHO stage 3 (n=29)
	16.7(15.4)
	44.8(35.8)
	40.3
	58.8(45.9)

	WHO Stage 4 (n=14)
	16.0(17.2)
	52.6(45.0)
	40.3
	45.6(32.0)

	Informal care values (US$/week) 

	All PLHIV (n=130)
	0.40 (0.75)
	2.07 (6.21)
	1.40 (2.94)
	2.41 (7.35)

	Stages 1 & 2 (n=48)
	0.25 (0.58)
	2.40 (8.81)
	0.80 (1.82)
	1.93 (5.77)

	WHO stage 3 (n=47)
	0.63 (1.00)
	2.46 (5.03)
	2.32 (4.25)
	3.98 (10.57)

	WHO Stage 4 (n=35)
	0.30 (0.43)
	1.09 (1.80)
	0.99 (1.39)
	0.97 (1.49)
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