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Summary 
 
This report presents the experience and findings of a project conducted by STOPAIDS to test a 
set of indicators on HIV-related care and support. This work builds on previous work conducted 
by STOPAIDS in this area, including co-chairing, with UNICEF, the consultative group that 
reviewed the care and support indicators used for monitoring the implementation of the 2001 
UNGASS Declaration of Commitment. 
 
The project was conducted in two phases. The first phase consisted of mapping available care 
and support indicators in two countries – South Africa and Zambia. At the end of this phase, the 
mapping work was considered by an Indicator Review Panel. Following this, a number of 
indicators were identified for further testing. These were structured around a theoretical 
framework concerning the provision of care and support to people living with HIV and OVC (see 
Figure 1). 
 
The second phase consisted of three elements. First, there was consultation about the 
proposed candidate indicators and these were finalised. They were then tested through 
retrospective data collection and, where necessary, prospective testing. Prospective testing was 
largely conducted in Zambia. Indicators of pain management were tested prospectively in both 
South Africa and Zambia. 
 
Based on this testing process, an expanded set of care and support indicators was developed 
(see Figure 10). These were considered by an Indicator Review Panel in July 2013. Detailed 
information about each of the indicators considered by the panel is summarised in Annex 5 of 
this report. The final set of care and support indicators recommended by the Indicator Review 
Panel is shown in Figure 11.  
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Background and Introduction 
 
In 2009, the Care and Support Thematic Group of STOPAIDS conducted a review of national and 
global care and support indicators. Indicators were classified according to five domains of 
comprehensive care and support as defined in the thematic group’s publication “What do we 
really mean by HIV care and support3?” The indicators were assessed using the UNAIDS 
Monitoring and Evaluation Reference Group (MERG) Indicator Standards4. The review found 
that, of the 220 indicators identified, the majority (40%) focused on clinical aspects of care and 
support; 18% on social and economic aspects; 16% on family and community aspects; 11% on 
psychosocial aspects; and 8% on human rights/legal aspects. 
 
Following this project, the thematic group was asked to co-lead, along with the United Nations 
Children’s Fund (UNICEF), the care and support element of the 2010 review of indicators used 
to monitor the 2001 Declaration of Commitment adopted by the United Nations General 
Assembly Special Session (UNGASS) on HIV. This review identified that, despite the large overall 
number of care and support indicators being monitored by agencies at some level, very few 
were of sufficient quality to meet the MERG indicator standards and so be considered viable 
indicators for international level monitoring. This lack of good quality, standardised care and 
support indicators was also confirmed by a web-based survey on current practises in national 
monitoring.  
 
A key recommendation from the UNGASS indicator review process in February 2011 was the 
need for the development and pilot testing of a concise set of standardised care and support 
indicators for national HIV programmes which addresses the essential components of 
comprehensive HIV care and support. In 2011, STOPAIDS received funding from the 
Department for International Development (DFID) and the Diana Fund to take this work 
forward. 
 
  

                                                
3
 See http://stopaids.org.uk/wp-content/uploads/2013/08/CSDocUS2.pdf  

4
 See 

http://www.unaids.org/en/media/unaids/contentassets/documents/document/2010/4_3_MERG_Indicator_Stand
ards.pdf  

http://stopaids.org.uk/wp-content/uploads/2013/08/CSDocUS2.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2010/4_3_MERG_Indicator_Standards.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2010/4_3_MERG_Indicator_Standards.pdf
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Description of Project Implementation 
 
Aim 
 
The aim of this project was to test a small number of care and support indicators in two 
countries.  
 
Country selection 
 
The two countries, South Africa and Zambia, were selected on the basis of considering a 
number of criteria. These included: 
 

 The presence of STOPAIDS partners with large scale care and support programmes 

 The presence of Global Fund care and support programmes 

 The presence of President’s Emergency Plan for AIDS Relief (PEPFAR) programmes 

 The existence of a home-based care policy  

 Prioritising Caregivers Action Network research focus countries  

 Prioritising UNAIDS 22 priority countries  

 Prioritising social protection floor focus countries 

 Prioritising World Food Programme nutrition intervention countries/triple convergence 
countries 

 Prioritising DFID priority countries and those countries where there are engaged staff 
and research partners 

 The existence of government contacts in country, e.g. Kenya and Malawi 
: 
Indicators were considered in the following five domains, as defined in the UNAIDS 2011-2015 
strategy – physical, psychosocial, socio-economic, nutritional and legal.  
 
Phase 1: Indicator mapping 
 
In December 2011, a detailed plan for the project was developed in the form of an inception 
report. The work was divided into two main phases. Phase 1 consisted of an in-depth mapping 
of how the two countries monitor HIV-related care and support with phase 2 focused on 
indicator testing. 
 
In phase 1, STOPAIDS contracted a local consultant to conduct a mapping exercise in each of 
the two countries, South Africa and Zambia. These consultants conducted a mapping exercise in 
their country to identify the care and support indicators currently in use by national 
government, development partners and civil society organisations. Each consultant produced a 
report of the mapping exercise. In addition, they identified a number of civil society 
organisations in each country that could be considered for involvement in piloting of the 
indicator set. 
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In February 2012, this mapping work was reviewed by a five person Indicator Review Panel 
(IRP). In addition to the panel members, the IRP was attended by the national consultants from 
South Africa and Zambia, and representatives of STOPAIDS’ Thematic Group on Care and 
Support. A report summarising the proceedings of the IRP was produced. 
 
Following the IRP, it was proposed that the indicators to be tested were structured around a 
framework (see Figure 1) based on five domains and the three key target groups of care and 
support – people living with HIV (PLHIV); orphans and vulnerable children (OVC); and 
caregivers. Essentially, the framework consists of a theory of change model in which financial 
and material resources support and enable the work of primary and secondary caregivers who 
provide a range of care and support services to PLHIV and OVC. The range of care and support 
services was depicted as five components, physical, psychosocial, socio-economic, nutritional 
and legal. The expected result of providing these services was to be improved quality of life for 
both PLHIV and OVC. 

 
Figure 1 was used to guide the testing process. However, it was not intended to capture 
everything related to care and support. Like all models, it was highly-simplified and aims to 
represent a much more complex reality. As such, it had limitations, such as not clearly 
distinguishing between financial and material resources from within a community and external 
resources, e.g. from donors. As a result, it appeared to some that the model implied that no 
care and support services could be provided without material and financial resources from 
donors. This was not the case. However, it is hard to imagine what care and support services 
could be provided in the absence of any material and financial resources, e.g. from within the 
community, from local and national government or from donors. Key advantages of the model 
as presented are simplicity and clarity. Both these features would have been compromised by 
seeking to capture additional levels of complexity. 
 
The model was based on certain assumptions. For example, it was assumed that provision of 
financial and material support would result in delivery of care and support services. However, 
there could be some circumstances, e.g. outbreaks of war/conflict, in which this might not 
happen. The model therefore assumes that an external environment exists which is conducive 
to the delivery of these services. 

 
Palliative care was not shown as a separate component or element of the model. T The 
members of Care and Support Thematic Group of Stop AIDS have long been aware that there 
are divergent views globally of what constitutes palliative care and how it should be defined. 
However our members agree with and support an understanding of palliative care in resource 
poor settings which maps the key elements of palliative care to the same elements identified 
across the indicator model in Figure 15. The specific issue of pain management was explicitly 
captured in physical care and support services (see Table 1). 

                                                
5
 See STOPAIDS, ‘Care and Support: The Forgotten Pillar of the HIV Response’ 2011, Figure 1: Comprehensive HIV 

Care and Support ,p.7 
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Figure 1: Framework for monitoring HIV-related care and support services as used for testing indicators 
(Numbered red flags correspond to proposed candidate indicators in Table 1) 
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Table 1: Candidate indicators identified in phase 1 of testing 
 

Flag # Ind 
# 

Indicator 

1 1A Annual spending on care and support services for PLHIV 

2 

2A Number of primary/secondary caregivers 

2B 
Questionnaire/instrument to ask caregivers if they have adequate equipment, training, transport and 
financing; if they are able to make referrals when needed; and if they feel valued and supported 

3 

3A 
Number and percentage of people living with HIV enrolled in HIV care and eligible for Cotrimoxazole 
prophylaxis (according to national guidelines) currently receiving Cotrimoxazole prophylaxis 

3B Percentage of people living with HIV diagnosed late 

3C Percentage of people living with HIV screened for TB 

3D Indicator of PLHIV access to appropriate pain management – for indicator options – see Annex 5 

4 
4A Number/percentage of people living with HIV in support groups 

4B Percentage of people living with HIV receiving counselling 

5 
5A Percentage of households affected by HIV with sufficient income to meet their minimum needs 

5B Percentage of people living with HIV in employment 

6 
6A Number of people living with HIV who are clinically malnourished and receive therapeutic food 

6B Percentage of people living with HIV who are undernourished 

7 

7A Number of people accessing legal and social support services 

7B 
Proportion of ever-married or partnered women aged 15-49 who experienced physical or sexual violence 
from a male intimate partner in the past 12 months 

7C Relevant elements of NCPI 

8 8A Self-reported quality of life of people living with HIV 

 
The theory of change model had eight elements. The proposed monitoring framework 
involved measuring each of these with an indicator or one or more evaluation questions. For 
ease of reference, each of these elements is denoted with a numbered flag in Figure 1. 
Table 1 presents the indicators and/or evaluation questions that were proposed for further 
testing in phase 2 of the project. Based on experience in phase 1, some modifications were 
made to the second phase. It became clear that it would not be possible or desirable to 
identify one civil society organisation in each country to pilot all proposed indicators, as had 
been initially planned. Civil society organisations work in different areas and in different 
ways. Few civil society organisations, if any, work in all areas of care and support in which 
the indicators are relevant. As a result, it was considered preferable to involve more than 
one organisation in each country in the piloting process.  

 
IRP members stressed the importance of the concept of ‘retrospective piloting’, that is, 
looking for data that already exists for the identified indicators. This concept was introduced 
as a step in phase 2 of the project. 
 
Phase 2: Three elements 

 
As a result, plans for phase 2 were modified to accommodate a three stage testing process, 
namely:  
 

 Consultation and finalisation of indicators/questions 
 

 Retrospective piloting, that is identifying data currently available for particular 
indicators/questions 
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 Prospective piloting, that is collecting new data for particular indicators  
 

Phase 2a: Consultation and finalisation of candidate indicators 

 
Following phase 1 of the process and the selection of candidate indicators for further testing 
(see Table 1), there was a limited consultation process to finalise the candidate indicators. 
This involved inviting comment from a range of different people including IRP and thematic 
group members, and partners from identified civil society organisations in South Africa and 
Zambia. In addition, IRP and thematic group members were asked to provide comments on 
a number of specific issues including the proposed method for tracking care and support 
spending; proposed questionnaires for use with caregivers; proposals to exclude initial post-
test counselling from the proposed indicator on the percentage of people living with HIV 
receiving counselling; proposed questions from the National Commitments and Policies 
Instrument (NCPI) of relevance to care and support, in general, and legal aspects of care and 
support, in particular; possible options for assessing quality of life; definitions of pain 
management indicators; and the relevance of chest X ray as an acceptable marker of TB 
screening. This consultation process also involved establishing communications with other 
groups, e.g. those working on nutrition indicators and asking some organisations to 
comment on specific indicators, e.g. asking Section 27 in South Africa to comment on 
proposed legal indicators. 
 
Phase 2b: Retrospective piloting 
 
Following finalisation of candidate indicators for further testing (Table 1), these were 
divided into two groups according to whether data was more likely to be available 
internationally or nationally. For the former group, an international consultant sought data 
as follows: 
 

 A desk review of the following data for 11 countries6 – (i) spending on care and 
support; (ii) proportion of ever-married or partnered women aged 15-49 who 
experienced physical or sexual violence from a male intimate partner in the past 12 
months; (iii) care and support elements of NCPI for both 2010 and 2012 
 

 Checking if any household or similar surveys have data on (i) primary caregivers; (ii) 
number/% of households affected by HIV with sufficient income to meet their 
minimum needs; (iii) number/% of people living with HIV in employment 

 

 Assessing the availability of existing questionnaires for assessing work of secondary 
caregivers7 

 

                                                
6
 Proposed based on availability of National AIDS Spending Assessments on UNAIDS website – Botswana; 

Ghana; Kenya; Lesotho; Malawi; Mozambique; Namibia; Swaziland; Tanzania; Zambia plus South Africa 
7
 Feedback from the care and support thematic group suggested that such questionnaires must exist, e.g. in 

Malawi, but no examples were provided/identified. 
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For the latter group, the two national consultants sought data as follows: 
 

 Numbers of secondary caregivers from civil society organisations 
 

 Identifying any questionnaires currently used by civil society organisations for 
assessing secondary caregivers 

 

 Number of PLHIV receiving Cotrimoxazole prophylaxis and any views on (i)  which 
denominator is preferred and/or for which there is data and (ii) how children are 
defined in this context 

 

 CD4 count (i) at time of diagnosis and (ii) at time of starting antiretroviral treatment 
 

 Number of PLHIV having TB screening and views on which denominator is preferred 
and/or for which there is data 

 

 For any of four possible indicators of pain management 
 

 Number of PLHIV in support groups and any views on which denominator is 
preferred and/or for which there is data 

 

 Number of PLHIV receiving counselling subsequent to initial post-test counselling 
 

 Number/% of households affected by HIV with sufficient income to meet their 
minimum needs 

 

 Number/% of people living with HIV in employment 
 

 Number of PLHIV accessing legal and social support services 
 

 Any tools used in country to assess quality of life of PLHIV, OVC and/or carers 
 
The national consultants were also asked to identify how PLHIV support groups are defined 
in country, including whether different types exist; identify what kinds of follow-up 
counselling are provided to PLHIV after initial post-test counselling; how sufficient income 
and minimum needs of households affected by HIV are defined; and how percentage of 
people living with HIV in employment is defined. 
 
Each consultant produced a report of their work. These were used to compile a composite 
table (Table 2) which summarised for each indicator:  
 

 The level at which the indicator  might be measured – national, NGO programmes or 
both 
 

 Whether data was available internationally and in either South Africa or Zambia 
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 An assessment of whether the available data is considered sufficient or not 
 

 An assessment of whether or not the indicator should be included in the next 
element of prospective piloting 

 
In addition, the table captured additional comments from a meeting between the 
international consultant and representatives of STOPAIDS’ Care and Support Thematic 
Group that was held in London in August 2012. This included decisions to: 
 

 Exclude the indicator on number of primary caregivers because of the lack of an 
agreed definition or an agreed way of measuring 
 

 Expand the number of candidate pain management indicators from four to seven 
 

 Add the indicator on external economic support used in Global AIDS Response 
Progress Reporting 

 



 

13 

 

Table 2: Candidate indicators: data available from retrospective piloting 
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Based on this work, three groups of indicators were identified: 
 

 Those for which sufficient data was identified through retrospective piloting. These 
were included in this report and were reviewed by a second Indicator Review Panel 
in July 2013. The UNGASS/Global AIDS Response Progress indicator on external 
economic support to households was included in this group. 
 

 Those for which insufficient data was identified through retrospective piloting but 
which were not recommended for prospective piloting. These indicators were 
dropped as candidate indicators. 

 

 Those for which insufficient data was identified through retrospective piloting and 
which were recommended for prospective piloting. These were the indicators which 
proceeded to prospective testing. 

 
It was also agreed that, in the case of the two candidate nutrition indicators, STOPAIDS’ Care 
and Support Thematic Group would not conduct its own piloting because another group was 
working on these.  

 
Phase 2c: Prospective piloting 
 
The proposed framework for the indicator set remained unchanged from that developed 
initially (see Figure 1). However, the list of candidate indicators was modified slightly based 
on the experience of retrospective piloting (see Table 3). The prospective piloting process 
was divided into three elements – labelled A-C in Table 3. 
 
Element A focused on pain management8 among people living with HIV. Candidate 
indicators included the four identified in phase 1 – number of days in the last month/year 
on which different analgesics (aspirin, codeine, morphine) were available; number of people 
living with HIV treated for pain as assessed by an impeccable pain assessment; number of 
people living with HIV receiving morphine for management of pain in the last month; 
percentage of palliative care patients having access to palliative care drugs. In addition, a 
further three indicators were added that had been identified during retrospective piloting, 
namely percentage reduction in pain measured by clinical audit; number of patients 
assessed using the Africa Palliative Care Association’s Palliative Care Outcome Score 
(APCAPOS); and amount of morphine used for pain relief. In the prospective piloting phase, 
STOPAIDS worked on this element with both the Hospice Palliative Care Association of 
South Africa and the Palliative Care Association of Zambia. Due to limited resources 
available to the testing process, only very limited technical support was provided to these 
Associations through an international consultant hired by STOPAIDS. The Associations 
decided which of the seven pain management indicators they could pilot and how they 
would do this (see Table 4). Five of the seven candidate indicators were piloted in at least 
one country. 
  

                                                
8
 The main focus of these indicators was on pain management although some of them, e.g. the percentage of 

palliative care patients having access to palliative care drugs and the number of patients assessed using 
APCAPOS had a broader focus. 
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Table 3: Candidate indicators for Phase 2 (indicators included in prospective piloting in 
yellow: indicators included on the basis of retrospective piloting in green; indicators being 
piloted by other groups in grey) 
 

Flag 
# 

Ind 
# 

Indicator 
Element of 

prospective pilot 

1 1A Annual spending on care and support services for PLHIV and OVC  

2 

2A Number of secondary caregivers  

2B 
Questionnaire/instrument to ask caregivers if they have adequate 
equipment, training, transport and financing; if they are able to make 
referrals when needed; and if they feel valued and supported 

C 

3 

3A 
Number and percentage of people living with HIV enrolled in HIV care and 
eligible for Cotrimoxazole prophylaxis (according to national guidelines) 
currently receiving Cotrimoxazole prophylaxis 

B 

3C Percentage of people living with HIV screened for TB B 

3D Indicator(s) of PLHIV access to appropriate pain management  A 

4 
4A Number/percentage of people living with HIV in support groups B 

4B Percentage of people living with HIV receiving counselling B 

5 

5B Percentage of people living with HIV in employment  

5C 
Proportion of the poorest households who received external economic 
support in the last 3 months 

 

6 
6A 

Number of people living with HIV who are clinically malnourished and 
receive therapeutic food 

 

6B Percentage of people living with HIV who are undernourished  

7 

7A 
Number of people living with HIV accessing legal and social support 
services 

B 

7B 
Proportion of ever-married or partnered women who experienced 
physical or sexual violence from a male intimate partner in the past 12 
months 

 

7C Relevant elements of NCPI  

8 8A Self-reported quality of life of people living with HIV C 
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Table 4: Pain management indicators tested in South Africa and Zambia 
 
 South 

Africa 
Zambia Comments 

Number of days in the last month/year on 
which different analgesics (aspirin, codeine, 
morphine) were available 

  

There were issues with specific 
analgesics in both countries. It 
would be better to specify different 
levels of analgesics and allow 
countries to identify specific 
indicators at different levels. 

Number of people living with HIV treated for 
pain as assessed by an impeccable pain 
assessment 

  
The term ‘impeccable’ was 
considered problematic and was 
dropped. 

Number of people living with HIV receiving 
morphine for management of pain in the last 
month 

  
 

Percentage of palliative care patients having 
access to palliative care drugs 

  

This indicator proved extremely 
confusing with a lack of clarity over 
what constitutes ‘palliative care 
patients’ and ‘palliative care drugs’. 
It was excluded in South Africa. 

Percentage reduction in pain measured by 
clinical audit;  

  
Not considered feasible to test in 
Zambia. It was also excluded in 
South Africa. 

Number of patients assessed using APCAPOS   
Not considered feasible to test in 
Zambia. It was also excluded in 
South Africa. 

Amount of morphine used for pain relief    

Approach used in South Africa:HPCA approached this work 
through making it a project for four groups of clinical 
medical students. Each group worked in a different HIV 
clinic in Cape Town to detemine: 
 

 The range of analgesics available at the clinic 

 Whether there were stock outs of any analgesics 
at the clinic 

 The number of patients assessed for pain during a 
6 month period 

 Analgesic prescribing for PLHIV at the clinic 

 Which analgesics were available overall and how 
many days they were/were not available in a 
particular month  

 How many people living with HIV were prescribed 
morphine in a month and how much morphine 
was used in a month for people living with HIV 

 
Data was collected over a ten week period from January to 
March 2013. The students reviewed records of 100 patients 
in each clinic and conducted interviews with pharmacists at 
each clinic.The students used two data collection sheets for 
this purpose (see Annex 3) – one was designed to collect 
data from the pharmacy on the availability of analgesics 
and the amount of morphine dispensed. The other was 
designed to collect data from patient records documenting 
pain assessment and treatment. 

Approach used in Zambia: PCAZ agreed to pilot 
the indicators with two organisations – one with 
a focus on palliative care and the other with a 
more general focus. Data was collected from 
palliative care services in Livingstone and 
Solwezi General Hospitals. 
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Element B focused on five indicators for which data was considered likely to be available 
from routine programme monitoring and reporting. These were the number and percentage 
of people living with HIV enrolled in HIV care and eligible for Cotrimoxazole prophylaxis 
currently receiving Cotrimoxazole prophylaxis; the percentage of people living with HIV 
screened for TB; the number and percentage of people living with HIV in support groups; 
the percentage of people living with HIV receiving counseling; and the number of people 
living with HIV accessing legal and social support services. In the prospective piloting phase, 
STOPAIDS worked on this element only with organisations in Zambia – CHAZ, NZP+, PCAZ, 
STEPS OVC and ZEC – because of greater engagement by civil society organisations in phase 
1 of the project in Zambia than in South Africa. The process for four of the organisations 
(CHAZ, NZP+, STEPS OVC and ZEC) was coordinated by the same national consultant as had 
worked on the project’s first phase. Because PCAZ were also monitoring pain management 
indicators, it was agreed that they would report directly to STOPAIDS’ international 
consultant on both elements A and B of the prospective piloting. The five civil society 
organisations decided which of the five indicators they could pilot and how they would do 
this (see Table 5). Data for each of the five indicators was provided by at least one 
organisation in Zambia. 
 
Element C was intended to focus on administering surveys to collect data on (i) the 
experiences and needs of secondary caregivers; (ii) the quality of life of people living with 
HIV; and (iii) the experiences and needs of primary caregivers. However, this element was 
excluded from the project because of insufficient resources. It will not be considered further 
here. 
 
In July 2013, the results of the field testing were reviewed by a five person Indicator Review 
Panel (IRP). This panel was composed of largely the same people as attended the initial 
panel in February 20119. In addition to the panel members, the IRP was attended by 
representatives of STOPAIDS’ Thematic Group on Care and Support. A report summarising 
the proceedings of the IRP has been produced. 
 
Following the IRP, a revised draft of the framework with proposed indicators, agreed by the 
IRP, was produced. This is included in this report as Annex 10.  

                                                
9
 One member (FB) was unable to attend the second meeting and they were replaced by another member (JH). 
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Table 5: ‘Routine’ HIV indicators tested in Zambia 
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CHAZ      

CHAZ supplied data for two quarters (Jul-Sep 2012 and Oct-Dec 2012). However, they 
did not report data for the indicators requested. Rather, they reported data for the 
number of PLHIV receiving antiretroviral treatment; the percentage of people treated 
for TB that are tested for HIV; and the number of people counselled and tested for 
HIV. 

NZP+      

NZP+ supplied data for two quarters (Jul-Sep 2012 and Oct-Dec 2012). For 
Cotrimoxazole, they provided absolute numbers for those PLHIV not yet receiving ART. 
Figures provided on counselling were for the percentage of PLHIV receiving pre- and 
post-test counselling. 

PCAZ      

Data provided for five home care programmes – Human Services Trust Hospice; Flying 
Angels Mobile Hospice; Dove Home Based Care; Roma Ng’ombe Home Based Care; 
and God Our Help Home Based Care. Data provided for all indicators – data for 
provision of social not legal services 

STEPS OVC      Data was provided after the second IRP for the period January to March 2013.  

ZEC      Data provided for four dioceses – Mansa, Mpika, Monze and Solwezi 
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Review of Data Generated 
 
This section of the report presents details of indicators, data collections methods and data 
collected from the various phases of the project related to the different elements of care 
and support (see Figure 1). It also briefly summarises the discussion and conclusions of the 
Indicator Review Panel for each indicator. It starts with element 1 focused on financial 
support to care and support services and concludes with element 8 focused on quality of life 
of PLHIV and OVC. 
 
Element 1: Financial support to care and support services 
 
The approach taken towards this 
element during this project was to use 
available spending data reported by 
countries to UNAIDS as part of 
National AIDS Spending Assessments 
conducted using the UNAIDS National 
Funding Matrix. This was done during 
the retrospective piloting phase of the 
project.  
 
A map was developed (see Annex 1) which showed how to map different line items within 
the National Funding Matrix care and support categories. However, care and treatment are 
joined together as one main category of HIV spending in the funding matrix. There is a sub-
category for antiretroviral therapy (ART). Spending on care and support was calculated by 
subtracting the reported spending on ART from the reported total spending on care and 
treatment. However, it seems that countries may have taken different approaches in what 
they record as ART spending with some, e.g. Ghana including ART support costs under ART, 
while others, e.g. Namibia, reported no spending at all on ART. However, the care and 
treatment category, less ART does not cover all spending on care and support. It does cover 
psychological treatment and support services and nutritional support associated with ART. 
Both of these are specified as sub-categories. The remaining spending in this category was 
categorised as physical care. Additional spending on care and support is included in other 
categories of HIV spending including: 

 
i. Orphans and vulnerable children – as this is shown in the funding matrix as a 

separate funding category, this was analysed this way rather than by domains of 
care and support 
 

ii. Social protection and social services (excluding OVC) – this was considered 
analogous to the socioeconomic support domain of care and support 
 

iii. Enabling environment which was considered analogous to legal support domain of 
care and support 
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This approach does assume that countries categorise HIV spending in the same way and that 
individual countries categorise HIV spending consistently over time. One limitation of this 
approach is that there is evidence that this may not be the case. 
The main advantage of this approach (see Table 6) is the availability of spending data in this 
format for a relatively large number of countries. At the time of conducting the study, such 
spending data was available for 42 countries on the UNAIDS website10. Data for ten 
countries was reviewed11. 
 
This data is reported through a process of national AIDS spending assessments which 
involve agencies and organisations reporting on their HIV-related spending. A limitation of 
this approach is that the accuracy of figures reported by countries depends on the accuracy 
and completeness of figures reported by agencies and organisations (see Table 6). In a 
number of cases, there are demonstrable errors in the figures provided. As a result, figures 
should be interpreted with caution. 
 
In addition, in their discussions, the Indicator Review Panel highlighted some of their 
concerns about these spending assessments. These included concerns over the 
transparency of data on which the analysis is based and the excessive complexity of the line 
items within the national funding matrix. As a result, the matrix is quite intimidating and, in 
many countries, the line items are not considered relevant to their own context. 
 

Table 6: Advantages and limitations of tracking spending on care and support through 
existing data reported by countries to UNAIDS through National AIDS Spending 
Assessments 
 

Advantages Limitations 

 
Availability of data for multiple countries from 
UNAIDS website. 
 

 
Accuracy of figures reported by countries depends on 
the accuracy and completeness of figures reported by 
agencies and organisations 
 
Demonstrable errors in some country figures. 
 
There may be variation in how different countries 
categorise HIV spending and in how an individual 
country does this over time. 
 
Care and treatment are amalgamated as one main 
category in the UNAIDS National Funding Matrix.  
 
Concerns over transparency of some data. 
 
The line items within the national funding matrix are 
over-complex. 

 

                                                
10

 http://www.unaids.org/en/dataanalysis/monitoringcountryprogress/nasacountryreports/  
11

 Botswana 2003-2008; Ghana 2005-2009; Kenya 2006/7-2007/8; Lesotho 2005/6-2006/7; Malawi 2007/8-
2008/9; Mozambique 2004-2008; Namibia 2007/8-2008/9; Swaziland 2005/6-2009/10; Tanzania 2005/6; 
Zambia 2005-2006. 

http://www.unaids.org/en/dataanalysis/monitoringcountryprogress/nasacountryreports/
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Overall, spending on care and support increased over time from 2003 to 2010 (see Figure 2). 
This reflected the increased availability of funds for HIV responses overall. The trend is more 
marked for some countries, e.g. Botswana (see Figure 3), when considered in local currency 
than in US$ because of changes in exchange rate. 
 
A considerable amount of HIV spending in the countries reviewed is focused on care and 
support. On average, this is more than one third (37%) but varies from 4%12 to 64%13. Most 
care and support spending was focused on physical care (average 49%; range 0-90%) and 
orphans and vulnerable children (average 30%; range 0-68%) (see Figure 4). The national 
funding matrix does allow disaggregation of OVC spending to education; basic health care; 
family/home support; community support; social services and administrative costs; 
institutional care; and two ‘other’ categories.  
 

Figure 2: Reported trend in spending on care and support in three African countries: 2003-

2010 (US$) 

 
 
Figure 3: Reported trend in spending on care and support in Botswana: 2003-2008 (Pula 
and US$) 

 
                                                
12

 Ghana, 2007 
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Figure 4: Distribution of care and support spending across domains: Data from ten 
countries 2003-2010 
 

 

There was relatively little spending on other domains of care and support, e.g. nutrition, 
socio-economic and legal. However, spending on nutritional support to ART is a significant 
and growing expenditure in some countries. For example, expenditure on this in 
Mozambique rose from $138,000 in 2004 to $4.3m in 2008. A similar picture was seen for 
socio-economic and legal support in some countries. For example, expenditure on socio-
economic support in Swaziland rose from SZL 5.4m in 2005/6 to SZL 41.5m in 2009/10 and 
expenditure on legal support in Ghana rose from US$214,902 in 2005 to US$1.3m in 2009. 

 
Reported spending on psychosocial support was negligible, accounting for less than 1% of all 
care and support spending on average overall. In general, countries reported very low levels 
of spending for this sub-category. The country with the highest level of reported spending in 
this area was Swaziland who reported spending of between SZL884,679 and SZL4.96m on 
psychosocial support.  
 
The Indicator Review Panel acknowledged that this indicator has been recognised as 
meeting the indicator standards, although there are a number of problems with it. The 
panel agreed that data can be analysed in a way which provides useful information about 
spending on care and support. As a result, it would make a useful contribution to an 
indicator set for care and support. 
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Element 2: Support to primary and secondary caregivers 
 
STOPAIDS distinguishes in its 
publications between primary and 
secondary caregivers (see Box 1). 
 
Number of primary caregivers 
 
In the retrospective phase of this 
project, the international consultant 
explored the availability of data on the 
number of primary caregivers/ primary 
carers in a country.  

 
This proved problematic. There does 
not appear to be any readily available 
data source for the number of primary 
caregivers/ carers in a country.  
 
One challenge in this regard was the 
lack of an agreed definition of primary 
caregiver. Although some authors used 
the term primary caregiver or primary 
carer in a similar way to the way it is 
used by STOPAIDS, others, e.g. 

Giovanetti and Wolff, use the term ‘primary’ to mean the main carer. Other definitional 
issues relate to: 
 

 Who care is being provided to? This may include one or more of the following groups 
– disabled people, older people, the chronically ill and children. In some cases, care 
may be provided to someone in more than one group, e.g. a disabled, older person. 
In others, caring may be defined in terms of a specific illness, e.g. HIV. 
 

 The time period during which care may have been provided. In some cases, e.g. the 
UK census, this is focused on current caring, whereas in other cases, e.g. Munthree 
and Maharaj14, this is focused on ever having provided care to a person living with 
HIV 

 
  

                                                
14

 Munthree, C. and Maharaj, P. (2010) Growing Old in the Era of a High Prevalence of HIV/AIDS: The Impact of 
AIDS on Older Men and Women in KwaZulu-Natal, South Africa Research on Aging, 2010, 32, 155 

 

Box 1: STOPAIDS definitions of caregiver (from Past Due: 

Remuneration and Social Protection for Caregivers in the Context of HIV 
and AIDS: Policy Brief: March 2012) 
 
Primary caregivers are both adults and children who care 
for other family members in their homes. 
 
Secondary caregivers are community caregivers or other 
health workers who work as individuals or staff (paid or 
volunteer) of clinics, non-governmental organisations 
(NGOs) and faith based organisations (FBOs). 
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Some censuses, e.g. the UK 
census, do collect data on the 
number of primary carers in the 
country (see Figure 5). In this 
case, the definition of primary 
carer is giving any help or 
support to a family member, 
friend or neighbour for more 
than one hour per week on the 
basis of ill-health, disability or 
old age provided that this was 
not done as part of paid 
employment. This definition 
excludes caring for children 
unless they are ill or disabled.  
 
Censuses in low- and middle-income countries, e.g. Botswana, Kenya and South Africa do 
not appear to include such questions. In addition, Demographic Health Surveys (DHS) do not 
include such questions. 
 
One study15 in one rural and one urban area in KwaZulu-Natal did determine that 17% of 
people reported ever having cared for a person living with HIV. However, although the 
results might be representative of the two areas studied, methodological limitations16 mean 
that extrapolation of the results to other rural/urban areas of KwaZulu-Natal or South 
Africa, as a whole, is not 
valid. 
 
It may be possible to 
deduce the number of 
carers/caregivers indirectly 
from other available data. 
For example, the South 
African census contained a 
question on health and 
functioning (see Figure 6). 
It might be possible to 
assume that household 
heads in such households 
were carers17. 
 

                                                
15

 Munthree, C. and Maharaj, P. (2010) Growing Old in the Era of a High Prevalence of HIV/AIDS: The Impact of 
AIDS on Older Men and Women in KwaZulu-Natal, South Africa Research on Aging, 2010, 32, 155 
16

 Essentially, this study was conducted in two sites – one rural and one urban. Although these were selected 
‘to ensure representation of an urban area and a rural area’ the method does not provide sufficient statistical 
power to be considered valid for this purpose. 
17

 Although this would be a narrower definition of carer/caregiver than the one used in the UK census and it 
would also exclude caring for children. 

Figure 5: Question on primary caring responsibilities in UK 
census 2011 
 

 

Figure 6: Question on health and functioning in South 
Africa census 2011 
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UNICEF has used a similar approach to DHS and MICS data concerning households with OVC 
by assuming that the household heads in such households act as primary 
carers/caregivers18. However, in this case, the focus was on carers of children and not carers 
of disabled people, the chronically ill or older people. There have been a number of studies 
which have looked at the types and ages of people caring for orphans and vulnerable 
children19,20. 
 
There have also been studies looking at the phenomenon of older people providing care for 
sick relatives, e.g. in Thailand21. This study found that two thirds of adults who died of an 
AIDS-related disease lived with or next to a parent by the terminal stage of illness and a 
parent, usually the mother, acted as the main caregiver for about half. Moreover, for 70% of 
cases, a parent or other older generation relative provided at least some care. 
 
In 2010, Giovanetti and Wolff published a study22 which examined why US studies from 
1992 to 2009 produced widely divergent estimates of the number of caregivers of older, 
disabled adults, from 2.7m to 36.1m.  Reasons included variations in: 
 

 Definitions – including definitions of disability, primary caregiver and caregiving 
tasks. 
 

 Who was asked – in four studies in which disabled people were asked about who 
provided care for them, the average number of caregivers was estimated to be 4.8m. 
In four studies in which people were asked if they acted as caregivers, the average 
number of caregivers was estimated to be 24.4m. 
 

 Sampling frame, e.g. whether those in institutional settings were included or 
excluded. 
 

 Grey areas over what constitutes paid care, e.g. where friends and relatives are paid 
to provide some care 

 
The retrospective testing process concluded that there was no agreed definition of primary 
caregiver and no readily available data source for the number of primary caregivers. As a 
result, this indicator was not considered for prospective testing. Although the Indicator 
Review Panel recognised the relevance and value of this indicator, they agreed that the 

                                                
18

 See UNICEF (2007) The State of the World’s Children: Women and Children – The Double Dividend of Gender 
Equality pp30-31 
19

 For example, Beegle, K., Filmer, D., Stokes, A. and Tiererova, L. (2009) Orphanhood and the Living 
Arrangements of Children in SubSaharan Africa  World Bank, Policy Research Working Paper 4889 
20

 Monasch, R. and Boerma, J.T. (2004) Orphanhood and Childcare Patterns in sub-Saharan Africa: An Analysis 
of National Surveys from 40 Countries AIDS 2004, 18(suppl 2):S55–S65 
21

 See Knodel, J., VanLandingham, M., Saengtienchai, C. and Im-em, W. (2001) Older People and AIDS: 
Quantitative Evidence of the Impact in Thailand Social Science and Medicine, 52, 1313-1327 
22

 Giovanetti, E.R. and Wolff, J.L. (2010) Cross-Survey Differences in National Estimates of Numbers of 
Caregivers of Disabled Older Adults Milbank Quarterly, September,  88(3); 310-349. This appears to be based 
on a PhD submission – Giovanetti, E.R. (2009) Measurement of Informal Caregiving to Older Disabled Adults in 
the United States 
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difficulties identified in retrospective piloting meant that this indicator should not be 
included in the indicator set. 
 
Number of secondary caregivers 
 
In the retrospective phase of this project, the national consultants explored the availability 
of data on the number of secondary caregivers in a country. Data is provided in Box 2. 
 

 
This figure could be useful in terms of giving information about human resources available 
to provide care and support for PLHIV and OVC. It may also be useful for resource planning 
purposes. However, to be understood or compared across countries, the absolute number 
probably needs to be interpreted using some type of denominator, e.g. the total population 
of a country and/or the estimated number of people living with HIV in the country (see 
Table 7). These figures for South Africa and Zambia are provided for illustrative purposes 
only. They are not comparable because the figures are based on different definitions of 
caregivers and were collected using very different methods.  
 
The Indicator Review Panel expressed concern about differences in definition of secondary 
caregiver. Particular concerns were raised about the relatively high numbers reported in 
Zambia based on the number of people trained. Panel members expressed the view that 
there was a movement away from tracking numbers trained and they would want to know 
how many of these people actually practiced. The panel also expressed concern that they 
were only presented with data from two countries. However, members recognised that this 
indicator could make a useful contribution to an indicator set for care and support, 
particularly if data was available from more countries. 
 
 

Box 2: Numbers of secondary caregivers in South Africa and Zambia 
 
In South Africa, the National Department of Health (NDOH) contracts NGOs to provide lay 
counselling and home-based care services. Carers providing those services are paid a stipend and 
the number of these carers is reported to the NDOH. In 2011/12, there were reported to be 38,474 
such carers in South Africa. However, there are also volunteer, unpaid carers who are not reflected 
in these numbers. As a result, these figures probably underestimate the total number of secondary 
caregivers as defined by STOPAIDS (see Box 1). 
 
In Zambia, national figures were not provided but numbers were provided for the number of trained 
secondary caregivers available through four large, national organisations working in the field. This 
was more than 20,000 for CHAZ, 35,000 for STEPS OVC, 5,000 for NZP+ and 16,000 for ZEC, that 
is, a total of more than 76,000 secondary caregivers through these four organisations. 
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Table 7: Reported number of secondary caregivers in South Africa and Zambia 
 

Country 
No. of 
secondary 
caregivers 

Population 
Est. No. 
of PLHIV 

No. of 
caregivers 
per 10000 
population 

No. of 
caregivers 
per 1000 
PLHIV 

Comments 

Definition of secondary 
caregiver 

Data collection method Other  

 
South 
Africa 
 

38,474 51.8m 5.6m 7.4 6.9 
Caregiver receiving a 
stipend 

Date reported by National 
Department of Health 

 

 
Zambia 
 

>76,000 13.1m 970,000 58.0 78.4 Trained caregiver 
Data reported by four national 
NGOs/FBOs 
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Questionnaires for caregivers 
 
During initial planning of the project, some thought was given to designing a questionnaire 
for assessing support to caregivers. However, in discussion with members of STOPAIDS’ Care 
and Support Thematic Group, it was suggested that there were already a number of 
caregiver questionnaires in existence and that it would be better to use or modify one or 
more of these. Therefore, during the retrospective piloting phase, all three consultants 
sought to identify such questionnaires that were already in use. No such questionnaire was 
identified in South Africa or Zambia. The international consultant identified 12 different 
questionnaires. The relative merits of these are presented in Table 8. On balance, the CHW 
AIM Validation Questionnaire covers all the areas that STOPAIDS had identified that it 
wanted such a questionnaire to cover. Consequently, it could form a good basis for the type 
of questionnaire that was envisaged. It was taken from a Community Health Worker 
Assessment and Improvement Matrix toolkit for improving community health worker (CHW) 
programmes and services produced by the USAID Health Care Improvement Project in 2011. 
The questionnaire is included for reference purposes as Annex 2 of this document. 
 
Ideally, STOPAIDS would have liked to have tested this questionnaire as part of the 
prospective testing element of this project. However, resources were insufficient so this 
element of the project is still pending. 
 
The Indicator Review Panel recognised that the proposed questionnaire could be useful in 
the context of HIV care and support. However, it would need to be modified and tested in 
that setting before it could be considered as fully meeting the standards. It was agreed that 
this would be work worth doing. 
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Table 8: Analysis of identified caregiver questionnaires  
 

Questionnaire 
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Area of focus Comments 

PDQ-Carer Survey x x x x x x x Primary caregivers – depression screening 

Parkinson’s Disease Questionnaire – 29 questions 
focused on screening carer for depression. 
Potentially useful but different focus from what we 
envisaged 

AC-QOL x x x x x x  Primary caregivers – quality of life 

Adult Carer Quality of Life. Covers eight areas – 
support for caring; caring choice; caring stress; 
money matters; personal growth; sense of value; 
ability to care; carer satisfaction. Useful material 
especially on value and support. 

APCA Standards Audit 
Tool 

x x  x x x  Organisation  

108 pages with no contents page. Assesses against 
five standards – organisational management; 
holistic care provision; palliative care for children; 
education and training; research and management 
of information. Useful materials on support, feeling 
valued and education and training. 

AMA x x x x x x x Primary caregivers – depression screening 
American Medical Association. Similar to PDQ; fewer 
questions – 18. Validated measure

23
. 

CPLAAC x x x x x x x Caregivers working with children  
Focus on looked after and adopted children – 
particularly focused on the child 

Islington  x  x  x  Primary caregivers 
Covers quite a number of the areas of interest. 
Forward looking, i.e. focused on addressing current 
needs. 

CHW AIM     ?   Community health workers 
Finance only covers financial support from 
community. Overall excellent match with areas 
identified. Quite long. Could need considerable 

                                                
23

 See Epstein- Lubow, G., Gaudiano, B.A., Hinckley, M., Salloway, S. and Miller, I.W. (2010) Evidence for the Validity of the American Medical Association’s Caregiver Self-
assessment Questionnaire as a Screening Measure for Depression JAGS, Vol 58, No. 2, pp 387-8 
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Questionnaire 
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Area of focus Comments 

modification to work with non-CHWs. 

HPCSA self-assessment 
checklist 

x   x x x  Organisation 

Focus on action planning for community home-
based care. Areas covered include organisational; 
human resources; PLHIV rights; CHBC for clients; 
communication; M&E. Covers areas of concern but 
organisational rather than individual focus  

PC Assessment Tool  x  x x   Q4 community health workers 
Quite palliative care focused; very detailed on 
caregiving role 

PCAZ-ISAT x x x x x x x Organisation 
Follows APCA standards audit tool – standard 1 on 
organisational management 

Wiicare x x x x x x x Secondary caregiver This is more of a test – not relevant for our purposes 

TNA x x x x x x x Primary caregiver 
Very similar to PDQ – some of same questions but 
more questions - 50 
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Element 3: Physical care and support services 
 
STOPAIDS reviewed three indicators24 
or groups of indicators in relation to 
the provision of physical care and 
support services (see Table 3). 
 
Provision of Cotrimoxazole prophylaxis 
 
The first of these relates to the 
number and percentage of people 
living with HIV enrolled in HIV care and eligible for Cotrimoxazole prophylaxis (according to 
national guidelines) currently receiving Cotrimoxazole prophylaxis. This indicator is listed on 
the UNAIDS indicator registry25. Indeed, it is listed three times (#540, #764, #920) because 
this indicator appears in a number of different agency publications – e.g. the Global Fund26, 
PEPFAR27 and WHO28. Despite some difference in title, these are essentially the same 
indicator. However, there is some variation/inconsistency in definitions. For example: 
 

 The numerator focuses on the number of people living with HIV receiving 
Cotrimoxazole. However, there is some variation in the time period under 
consideration from ever, in the last year or on the last visit. 
 

 All three definitions include a denominator focused on the number of people living 
with HIV who are eligible, according to national guidelines, to receive Cotrimoxazole 
prophylaxis. In some cases, the definition specifies that: 

 
- This should include both adults and children 

 
- The denominator is limited to those PLHIV ‘enrolled in HIV care’ 

 
- Eligibility needs to be defined according to the last visit 

 
In addition, some definitions include alternate denominators. For example, the 
PEPFAR definition includes a programmatic denominator which is the number of HIV 
positive adults and children receiving at least one clinical service. The Global Fund 
definition also includes as an alternate denominator the total estimated number of 
people living with HIV in the country. 

 

                                                
24

 In addition, both national consultants looked into the availability of data relating to levels of CD4 count at 
time of diagnosis and time of starting ART. No data was obtained in either country. This indicator was 
therefore not considered further as it was considered unlikely that data would be available. The Indicator 
Review Panel did review this decision. Although some panel members believed that this indicator could be 
useful, the panel agreed that it was probably not feasible to track this, particularly in countries of Africa. 
25

 See http://www.indicatorregistry.org/search/apachesolr_search/cotrimoxazole  
26

 See the 2009 Monitoring and Evaluation Toolkit 
27

 See the 2009 Next Generation Indicators’ Reference Guide 
28

 See the 2011 Guide on Indicators for Monitoring and Reporting on the Health Sector Response to HIV/AIDS. 
Also, an updated version from February 2012 was provided to STOPAIDS by WHO. 

 

http://www.indicatorregistry.org/search/apachesolr_search/cotrimoxazole
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As part of the coordination work of the project, this indicator was discussed with WHO staff 
who shared data reported by countries on this indicator in their reporting on the health 
sector response to HIV in 2010 and 2011. In 2010, 76 countries reported quantitative data 
on this indicator and, in 2011, 56 countries did so29. In addition, 41 countries reported 
qualitative data regarding Cotrimoxazole prophylaxis to a WHO survey. Of these, 38 (93%) 
had developed a national policy to provide Cotrimoxazole prophylaxis to people living with 
HIV, but only 66% (25/38) of the countries with a national policy had implemented it on a 
nationwide scale.  
 
WHO has attempted to analyse data reported by countries on this indicator. However, this 
has proved problematic for a number of reasons: 
 

 National eligibility criteria for providing Cotrimoxazole prophylaxis to people living 
with HIV are not always clear. In addition, they vary between countries and within 
countries over time. Also, they may be considered to differ from international norms, 
e.g. WHO guidelines30 (see Figure 7). 
 

 Countries may not have reported all available data. Relatively little of the reported 
data was considered reliable by WHO. 

 

 Changes in numbers in a particular country over time may be due to changes in 
numerator or denominator. 

 

As part of this project, data on this indicator was reported by a number of NGOs/FBOs (see 
Table 9). Some challenges were experienced in establishing precisely the nature of Zambia’s 
national guidelines for Cotrimoxazole prophylaxis. It was not possible to obtain a written 
copy of these guidelines. However, verbally, it was reported by the national consultant that 
Cotrimoxazole prophylaxis was provided to all people living with HIV who had not yet 
started on ART. It was reported to be discontinued among people on ART once their clinical 
condition had improved. As a result, it is not easy to determine the denominator for this 
calculation as it should include all PLHIV not on ART plus a proportion of those who are on 
ART. As a result, it was reported by NZP+ that nationally Zambia tracks the proportion of 
PLHIV not yet on ART that receives Cotrimoxazole prophylaxis (see Table 9). 
 
PCAZ reported data from five home-based care programmes. From these, a total of 126 
people were reported to be receiving Cotrimoxazole prophylaxis. This represents just under 
a quarter (22.4%) of the programmes’ clients. This data is a little difficult to interpret as it is 
unclear how many of the clients needed/were eligible for Cotrimoxazole prophylaxis. 
However, it does appear that the number of people and the percentage of clients receiving 
Cotrimoxazole prophylaxis are relatively low. In reviewing the data, PCAZ commented that 
rates were likely to be higher where a programme had its own clinic, e.g. Human Services 
Trust, compared to where this was not the case, e.g. God our Help. 
 

                                                
29

 Zambia was not among the countries reporting this data to WHO. 
30

 The WHO guidelines are quite complex and, in some places, two or more options are suggested for a 
particular criterion. In all cases, the strength of the recommendations is graded from A (strong) to C 
(conditional) and the quality of evidence for the recommendation is graded from I (high) to IV (very low). 
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Figure 7: WHO criteria for initiating, discontinuing and monitoring co-trimoxazole 
preventive therapy according to the 2006 WHO guidelines (from WHO consolidated 
guidelines on the use of antiretroviral drugs for treating and preventing HIV infection)31 
 

 
 
 
  

                                                
31

 See http://www.who.int/hiv/pub/guidelines/arv2013/download/en/index.html  

http://www.who.int/hiv/pub/guidelines/arv2013/download/en/index.html
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Table 9: Data on Cotrimoxazole prophylaxis reported by NGOs/FBOs in Zambia 
 

NGO/FBO Data 

CHAZ 
CHAZ did not report on this indicator. Instead, it provided data on the number of people 
receiving antiretroviral therapy. 

NZP+ 
24,707 – this is the total number of PLHIV (children and adults) who are in the pre-ART 
phase and are given Cotrimoxazole to prevent opportunistic infections. This is national 
data captured through the health management information system. 

PCAZ  

Human Services 
Trust Hospice 

12 (34%) 

Flying Angels 
Mobile Hospice 

22 (16.3%) 

Dove Home 
Based Care 

63 (100%) 

Roma Ng’ombe 
Home Based Care 

24 (11.8%) 

God Our Help 
Home Based Care 

5 (4%) 

STEPS OVC No data reported 

ZEC  

Mansa diocese 438 (11%) 

Mpika diocese 3584 (35%) 

Monze diocese 2841 (21%) 

Solwezi diocese 986 (46%) 

 

ZEC reported data from four dioceses. In these, a total of 7,849 people were reported to be 
receiving Cotrimoxazole prophylaxis. This varied between 11-46% of those reported to be 
eligible for it. Overall, it would appear that, in these four dioceses, just over one quarter 
(26%) of those eligible for Cotrimoxazole prophylaxis were reported to be receiving it. 
 
The Indicator Review Panel discussed this indicator in some detail. They recognised the 
importance of providing Cotrimoxazole to people living with HIV to prevent opportunistic 
infections and that tracking performance in doing this could be a useful measure. However, 
they were concerned about a number of practical difficulties in doing this. These included 
the following: 
 

 Cotrimoxazole is used for a variety of medical conditions. If use of Cotrimoxazole is 
tracked, this would over-estimate use for prevention of opportunistic infections 
among people living with HIV. 
 

 In some countries, Cotrimoxazole may be provided free to people living with HIV 
whereas other people are expected to pay. If there is a shortage of one form of 
Cotrimoxazole, e.g. the one for which people pay, patients may be provided with the 
other one. This could distort figures if use of a particular form of Cotrimoxazole is 
being tracked. 
 

 It is difficult to track whether individual people living with HIV are actually receiving 
Cotrimoxazole. In some countries, reported figures may be based on the assumption 
that those people who should be receiving Cotrimoxazole are doing so. 
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 Difficulties and complexities in determining who should be receiving Cotrimoxazole 
according to national or international guidelines. A person’s eligibility may change 
over time. As a result, there are significant practical difficulties in measuring the 
denominator. 

 

 The different versions of the indicator, e.g. between Global Fund, PEPFAR and WHO. 
It was reported that the Global Fund and PEPFAR are currently working to harmonise 
their indicator definitions. 

 

Overall, the Indicator Review Panel concluded that this indicator is both needed and useful 
as a measure of physical care and support. It is feasible to measure it and data is available 
from a large number of countries. The main challenge is the multiple definitions of the 
indicator available, e.g. from the indicator registry. On balance, the panel concluded that 
this indicator would make a useful contribution to an indicator set for care and support but 
that it would be ideal if there could be one unified definition of the indicator. 
 

TB screening 
 

The second indicator relates to the proportion of people living with HIV screened for 
tuberculosis. This indicator is listed on the UNAIDS indicator registry32. Indeed, it is listed 
twice (#542, #768) because this indicator appears in a number of different agency 
publications – e.g. the Global Fund33, PEPFAR34 and WHO35. One of the two listings (#768) is 
a combined entry for both Global Fund and WHO. 
 
Despite some difference in title36, these are essentially the same indicator. However, there 
is some variation/inconsistency in definitions. For example: 
 

 There are some minor variations in the description of numerator. For example, #542 
refers to HIV-positive patients while #768 refers to people enrolled in HIV care.  #768 
also specifies that the numerator includes adults and children. #542 refers to TB 
screening while #768 refers to assessing and recording TB status. 
 

 The denominator specified by PEPFAR (#542) is of a programmatic nature, i.e. the 
number of HIV positive adults and children receiving at least one clinical service. The 
denominator specified by the Global Fund and WHO (#768) is the total number of 
adults and children enrolled in HIV care in the reporting period. 

                                                
32

 See http://www.indicatorregistry.org/search/apachesolr_search/tb?page=2  
33

 See the 2009 Monitoring and Evaluation Toolkit. For this indicator, there is also a link to a 2011 indicator map 
34

 See the 2009 Next Generation Indicators’ Reference Guide 
35

 See the 2004 National Guide to Monitoring and Evaluating Programmes for the Prevention of HIV in Infants 
and Young Children. Also, see the 2009 joint WHO, PEPFAR, UNAIDS Guide to Monitoring and Evaluation for 
Collaborative TB/HIV Activities 
36

 The PEPFAR description calls this the ‘percent of HIV-positive patients who were screened for TB in HIV care 
or treatment setting’; the WHO description calls this the ‘percentage of adults and children enrolled in HIV care 
who had TB status assessed and recorded during their last visit’; and the Global Fund description calls this the 
‘number and percentage of adults and children enrolled in HIV care who had TB status assessed and recorded 
during their last visit among all adults and children enrolled in HIV care in the reporting period.’ 

http://www.indicatorregistry.org/search/apachesolr_search/tb?page=2
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One key challenge for this indicator is that there is no single, simple, definitive test for TB 
among people living with HIV, such as an HIV test for screening for HIV among people with 
TB. Rather, TB screening depends on a complex algorithm which may need to be defined 
nationally. Indicator #542 refers to a symptom screening questionnaire and chest x-ray. 
Indicator #768 describes the following steps: 
 

 Identifying whether or not the person is receiving TB treatment 

 If not, they should be asked about the key symptoms of TB disease37 

 Those with symptoms should be investigated for TB38 
 
Zambia’s National TB and Leprosy Programme’s TB Manual contains two algorithms for the 
diagnosis of TB for PLHIV depending on whether or not the person is seriously ill or not (see 
Figure 8). A person is deemed to be seriously ill if they have a respiratory rate > 30 per 
minute; a temperature > 39 degrees; a pulse rate > 120 per minute; or if they are unable to 
stand. From this manual, it appears that TB screening is indicated in people living with HIV 
with a cough of more than 2-3 weeks duration. 
 
Figure 8: Algorithms for diagnosis of TB in PLHIV in Zambia 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
As part of the coordination work of the project, this indicator was discussed with WHO staff 
who shared available data from 2011. A total of 53 countries had reported data on the 
number of people living with HIV screened for TB. However, it is not completely clear what 

                                                
37

 The indicator gives two slightly different lists of these symptoms. The first mentions cough lasting more than 
two weeks; persistent fever; night sweats; unexplained weight loss and lymphadenopathy. The second 
mentions current cough; fever; weight loss and night sweats. 
38

 More detailed information is available in the WHO 2011 Guidelines for Intensified Tuberculosis Case-finding 
and Isoniazid Preventive Therapy for People Living with HIV in Resource-constrained Settings 
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constitutes TB screening in these cases. Of these countries, 43 reported the number of new 
HIV registrations in 2011. From the data, it appears that TB screening was conducted among 
these people with newly-diagnosed HIV. Rates of TB screening among newly-diagnosed 
people living with HIV ranged from <10% in Bangladesh, Botswana, Burkina Faso, Cape 
Verde, Central African Republic, Cyprus, Eritrea, Kazakhstan,  Nicaragua, Saint Vincent and 
the Grenadines and Slovakia, to 100% in Brunei, Croatia, Georgia, Liberia, Malta, Mauritius, 
Mongolia, Palau, Sao Tome and Yemen. 
 
As part of this project, data on this indicator was reported by a number of NGOs/FBOs (see 
Table 10).  
 
Table 10: Data on TB screening reported by NGOs/FBOs in Zambia 

NGO/FBO Data 

CHAZ 
CHAZ did not report on this indicator. Instead, it provided data on the number of people 
with TB testing positive for HIV. 

NZP+ No data reported. Receives this data from NAC. 

PCAZ  

Human Services 
Trust Hospice 

2% 

Flying Angels 
Mobile Hospice 

3.7% 

Dove Home 
Based Care 

34.92% 

Roma Ng’ombe 
Home Based Care 

13.2% 

God Our Help 
Home Based Care 

95% 

STEPS OVC No data reported 

ZEC No data reported 

 

PCAZ reported data from five home-based care programmes. From among these, the range 
for screening for TB among people living with HIV was 2% in Human Services Trust to 95% in 
God Our Help. PCAZ commented that screening rates were higher, e.g. God Our Help, where 
a home care programme was located close to a TB screening facility rather than when they 
are far from each other, e.g. Human Services Trust. 
 
In discussing this indicator, the Indicator Review Panel recognised the importance of TB as a 
significant killer of people living with HIV. As a result, this is a highly relevant indicator. 
However, many countries find it difficult to report this indicator. For example, Kenya is not 
able to report on this because of challenges in collecting data. Overall, the Indicator Review 
Panel concluded that this indicator is both needed and useful as a measure of physical care 
and support. It is feasible to measure it in some countries and data is available from a large 
number of countries. The main challenge is that there are multiple definitions of the 
indicator available, e.g. from the indicator registry. On balance, the panel concluded that 
this indicator would make a useful contribution to an indicator set for care and support but 
that it would be ideal if there could be one unified definition of the indicator. 
 
Pain management indicators 
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The project considered a group of indicators that could potentially be used for monitoring 
the management of pain among people living with HIV. Initially, this group consisted of four 
indicators (see Table 2). In the retrospective stage of the project, national consultants 
attempted to collect and collate data for these indicators. No data was obtained for any of 
these four indicators in Zambia. Data was only available for one indicator in South Africa – 
the number of people living with HIV treated for pain as assessed by an impeccable pain 
assessment. 
 
One possibility was to proceed with detailed testing of this indicator. However, concerns 
were expressed from STOPAIDS’ Thematic Group about the reasonableness of doing this 
given difficulties in defining an ‘impeccable’ pain assessment, particularly beyond palliative 
care settings. In the meeting in which these concerns were expressed, it was also suggested 
that a further three indicators were included in the testing process. This brought the 
number of pain management indicators proposed for prospective testing to seven (see 
Table 4). 
 
In preliminary discussions with HPCA and PCAZ, they raised concerns about the feasibility of 
measuring two of the indicators, namely the percentage reduction in pain measured by 
clinical audit and the number of patients assessed by APCAPOS. As a result, these two 
indicators were not included in the testing process and are not considered further in this 
report. In addition, one indicator, the percentage of palliative care patients having access to 
palliative care drugs was only included for testing in Zambia and not in South Africa. 
 
PCAZ reported data on five indicators from the palliative care services at Livingstone and 
Solwezi General Hospitals (see Table 11). The data reported gave some information about: 
 

 The different types of analgesics available in the two hospitals. PCAZ analysed this in 
terms of WHO’s pain relief ladder (see Figure 9). This ladder distinguishes non-
opiates, such as aspirin and paracetamol (step 1); mild opiates, such as codeine (step 
2); and strong opiates, such as morphine (step 3). In general, Livingstone General 
Hospital reported good availability of analgesics. Solwezi General Hospital reported 
that morphine was not available and there was also a lack of mild opiates (‘step 2’ 
analgesics), such as codeine. 
 

 The number of people living with HIV treated for pain. However, Livingstone General 
Hospital was not able to provide this information. Solwezi General Hospital reported 
that 80 people living with HIV were treated for pain in January 2013. All of these 
were treated with ‘step 1’ analgesics. These 80 people represented 1.5% of all the 
people living with HIV (5,488) receiving care at the hospital. Specifically, the hospitals 
were not able to give information about the number of PLHIV receiving morphine for 
pain relief. In Solwezi General Hospital, this was because morphine was not available. 
Livingstone General Hospital was able to report the number of patients receiving oral 
morphine but they were unable to provide information about those patients’ 
diagnoses. 
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 The amount of morphine used for pain relief in the last month. Solwezi General 
Hospital was not able to provide this information because morphine was not 
available. Livingstone General Hospital reported that they had used 995mls of 
morphine during the last month. It appears that they restricted this report to oral 
morphine only. 
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Table 11: Data on pain management indicators reported by PCAZ 

 Livingstone General Hospital Solwezi General Hospital 

 Data Comments Data Comments 

Number of days analgesics 
were available one full month 

31 days (Jan 2013) 

Analgesics, including opioids 
(pethidine and morphine) are 
available all month round. 
Hospital has a very good and 
constant supply. 

Morphine was not available – 
only aspirin, paracetamol, 
ibuprofen and pethidine 

Morphine is not delivered by 
medical stores but is provided 
by a donor grant. 

Number of people living with 
HIV treated for pain 

No data 

The hospital has no tool to 
collect such information. This 
would require going file by file 
to capture the information. This 
is not possible. 

80 

Total number of PLHIV was 
5488. All patients were treated 
with ‘step 1’ analgesics. There 
was a problem of availability of 
‘step 2’ analgesics, such as 
codeine. 

Number of people living with 
HIV receiving morphine for 
pain 

No data 

Information on morphine 
captured in pharmacy does not 
include the diagnosis. 11 
patients in January 2013 
received oral morphine. 

None 
Morphine not available at the 
facility. 

Percentage of palliative care 
patients with access to 
essential palliative care drugs 

No data 

As a palliative care team we 
have not collected such 
information, and not all patients 
requiring palliative care are 
reviewed by the team

39
. 

80/5488 

Essentially, the number 
reported here was the 
percentage of PLHIV receiving 
analgesics. 

Amount of morphine used for 
pain relief in the last month 

995 mls (1mg/ml) 

According to pharmacy records, 
at a given time they make 
5000ml. Currently have enough 
stock. 

Nil 
Morphine not available at the 
facility. 

 

                                                
39

 They provided details of the number of HIV tests in January 2013 and the proportion of positive tests. 
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Figure 9: WHO’s pain ladder40  
 

 
 
 
 

There was considerable confusion over the indicator ‘percentage of palliative care patients 
with access to essential palliative care drugs’. Livingstone General Hospital reported that 
they did not track this indicator. They reported instead the number of HIV tests in January 
2013 and the proportion of positive tests. For this indicator, Solwezi General Hospital 
reported the percentage of people living with HIV receiving care at the hospital who were 
treated for pain during the month. 
 

HPCA reported data from four ART clinics in Cape Town (see Table 12). In addition, the four 
groups of medical students reviewed available literature relating to pain among people 
living with HIV (see Box 3). From their interviews with pharmacists, they found that there 
had been problems of supply of some drugs, e.g. Diclofenac, over the last six months. There 
were also some reports from one clinic (Vanguard) that Codeine and Morphine could only 
be prescribed by specialists whereas this is not the case. None of the clinics reported any 
person living with HIV being treated with Morphine.  
 
 
 

                                                
40

 (see http://www.who.int/cancer/palliative/painladder/en/) 

http://www.who.int/cancer/palliative/painladder/en/
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Table 12: Data on pain management indicators reported by HPCA 

 Analgesics available
41

 Analgesics out of stock 
No. of PLHIV 

assessed for pain 
No. of PLHIV 

treated for pain 
Comments 

Retreat Clinic 

Paracetamol; Ibuprofen 
Tramadol; Morphine 
Amitryptyline; 
Gabapentin; Duloxetine 
Venlafaxine 

Diclofenac and Codeine 
 
Tramadol had been out of 
stock previously in the 
last six months 

36/100 35/100 

Poor documentation of characteristics of 
pain, e.g. site, radiation, character, 
duration, relieving and aggravating 
factors 

Mitchell’s Plain 
Community Health Centre 

Paracetamol; Ibuprofen; 
Codeine; Oral Morphine; 
Injectable Morphine; 
Amitriptyline 
Carbamazepine 
 

Diclofenac; Tramadol;  
Gabapentin; Duloxetine 
and Venlafaxine 
 
Ibuprofen, Diclofenac and 
Tramadol had been out of 
stock previously in the 
last six months 

23/108 31 
Analgesia prescribed to 12 PLHIV without 
pain assessment. Four people who 
reported pain did not receive analgesia 

Hanover Park Community 
Health Centre 

All named drugs apart 
from Diclofenac; 
Gabapentin; and 
Venlafaxine 

Diclofenac not stocked 
 
Diclofenac, Tramadol and 
Gabapentin were supplied 
irregularly and were 
sometimes out of stock 

47% 84%  

47% of patients documented with pain in 
last six months. Diagnosis in 68% of 
those; 85.2% received some form of 
analgesia on the day. A further 44% of 
the sample prescribed analgesia without 
any documented pain on that day.  

Vanguard Community 
Health Centre 

Ibuprofen Diclofenac 43% 

25% of people 
given pain 

without analgesia 
documented in 

notes 

Severity and nature of pain were poorly 
reported. Site of pain was better 
documented. Many patients are treated 
for pain without any documentation of 
pain. Misunderstanding about who can 
prescribe opioids. 
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 For list of analgesics enquired about – see Annex 3. For this purpose, analgesics included adjuvants, such as amitryptyline 
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There were some challenges with assessing whether or not pain had been assessed from the 
patient records as there is no systematic way of doing this. It appeared that pain was assessed 
in around a quarter to a half of people living with HIV. However, this may be an underestimate 
if an assessment were conducted without being recorded, e.g. if the person reported having no 
pain. Evidence for this would be the prescription of analgesics to people with no record of 
having their pain assessed42. Overall, recording of detail of pain assessment was poor. Site of 
and diagnosis of cause of pain were more often recorded than quality, radiation or severity of 
pain or response of pain to treatment. Most of those with pain were prescribed analgesics but 
some were not. In addition, some people without documented pain were prescribed analgesics. 
 
Based on a review of evidence from the testing process, the Indicator Review Panel were asked 
to consider including the indicators in the care and support indicator set which would: 
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 An alternative explanation is that analgesics may be prescribed to people without pain. 

Box 3: HIV and pain: Findings from literature review conducted by four groups of medical 
students working with HPCA in Cape Town 
 

 Two thirds of adults with HIV in the USA in 2004 reported experiencing pain in the last four 
weeks. Other studies estimate the prevalence of pain among people living with HIV at 
between 30-90%. In 2009, a study of 339 women with CD4 counts below or equal to 200 
found that more than half had experienced pain for six or more days in the last six months. A 
study, published in the British Medical Journal (BMJ), reported that, in France, 30% of 
outpatients with HIV and 62% of inpatients with HIV complained of pain. 
 

 Pain is under-recognised and under-treated in people living with HIV. For example, in the 
BMJ study of PLHIV in France, only 43% of those with pain were treated with analgesics. 
Reasons for such under-recognition and under-treatment are reported to include the lack of 
standard tools to assess pain; lack of agreed treatment regimens for pain in PLHIV; 
reluctance to prescribe opioids; inadequate education of health staff about analgesics; and 
community myths about morphine. 

 

 More than half of PLHIV in the USA, in 2005, reported using complementary and alternative 
medicines, such as herbal remedies, for pain. 

 

 Pain may be related directly to HIV, e.g. peripheral neuropathy or may relate to opportunistic 
infections or associated cancers. It may also occur unrelated to HIV or may be related to HIV 
treatment. 

 

 Effective management of pain in PLHIV involves assessing the site and severity of pain. 
 

 Pain severity and frequency in PLHIV are associated with lower CD4 count; higher viral load; 
clinical AIDS; and duration of clinical AIDS. 

 

 Pain affects the occupational and social functioning of people living with HIV. 
 

 The experience of pain has significant negative effects on the health-related quality of life of 
PLHIV. 

 

 Experiences of pain in PLHIV are associated with mental illness, such as depression and 
anxiety. 
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 Assess what analgesics are available at a health facility and also assess whether there 
have been any stockouts of these over the last six months. 
 

 Assess the extent to which people living with HIV are assessed and treated for pain. This 
requires a limited survey of clinic services provided to PLHIV which could be done 
through a review of records, as was done by HPCA, or through observation, or exit 
interviews of staff and/or clients. 

 
However, the panel continued to have questions about how specific this issue was for HIV, 
particularly the indicator on availability of analgesics as this could perhaps be assessed as part 
of a more general indicator relating to medicine availability. Concerns were also raised that, 
although these two indicators had emerged from the field testing process, they had not 
themselves been thoroughly field-tested. As a result, the panel could not conclude that the 
indicators met the standards. The panel concluded that it would be premature to include these 
indicators within a care and support indicator set. STOPAIDS will consider writing up the 
experiences of testing pain management indicators as a separate report related to pain 
management among PLHIV. 
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Element 4: Psychosocial care and support services 
 
STOPAIDS reviewed two indicators in 
relation to the provision of 
psychosocial care and support services 
(see Table 3). 
 
Support groups for people living with 
HIV 
 
During the retrospective part of this 
project, no quantitative data was reported on this indicator from South Africa as this data is not 
captured by the health information system. However, the report from South Africa did note 
that there were many types of support groups including support groups that meet in a clinic; 
support groups that meet in a church; student groups on a campus; gatherings in houses; 
informal support groups; letter writing and telephone networks; and buddy systems. It may be 
challenging to capture data for all these types of groups and the level of support provided. It 
may also be challenging to define who needs these services. If the total number of PLHIV is 
used as a denominator, it is likely that optimal performance would be less than 100% as some 
PLHIV may not need the services of particular types of support groups.  
 
Data was reported in Zambia from both NZP+ and STEPS OVC. NZP+ reported that there were 
45,000 people in their support groups. STEPS OVC reported that 32,155 of 79,276 people living 
with HIV (41%) were members of support groups. Data reported from Zambia in the 
prospective element of the project is reported in Table 13. 
 
Based on data reported by PCAZ from five home care programmes, between 29-100% of 
programme clients were members of support groups. It was reported that because 
membership of these groups is voluntary, the widely differing rates of membership depended 
largely on the motivation of people to be part of such groups. Overall, more than half (57%) of 
those benefiting from these home care programmes were members of support groups. 
 
Based on data reported by ZEC, there are almost 5,000 PLHIV who are members of support 
groups in the four dioceses submitting reports. The figures reported are difficult to interpret 
because the dioceses appear to use different denominators. For example, Monze diocese 
appears to use the total number of PLHIV as the denominator whereas Mansa diocese appears 
to limit this to those on Cotrimoxazole prophylaxis only. If figures are calculated for the 
percentage of PLHIV in particular dioceses in support groups, these vary widely from 2-3% in 
Mansa and Mpika, 18% in Monze and 100% in Solwezi. Overall, based on figures in all four 
dioceses, the percentage of PLHIV in support groups is 16.4%. 
 
According to figures from STEPS OVC, 21,020 adults with HIV were in support groups in the first 
quarter of 2013. This was said to represent 21.5% of people living with HIV. Both the number 
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and percentage appeared to decline from figures reported in the retrospective piloting phase of 
the project. 
 
According to figures from NZP+, a total of 115,224 PLHIV are members of support groups. 
However, it is not clear if this number is those who have ever registered or whether it only 
includes active members. If the total number of PLHIV in Zambia is 970,000, this would mean 
that around 12% of PLHIV are in support groups. 
 
Table 13: Data on members of support groups reported by NGOs/FBOs in Zambia 

NGO/FBO Data 

CHAZ 
CHAZ did not report on this indicator. Instead, it provided data on the number of people 
living with HIV receiving ART 

NZP+ 
NZP+ reported that, at the beginning of 2013, there were 115,224 people living with HIV 
in support groups 

PCAZ  

Human Services 
Trust Hospice 

12 (33.3%) 

Flying Angels 
Mobile Hospice 

135 (100%) 

Dove Home Based 
Care 

25 (39.68%) 

Roma Ng’ombe 
Home Based Care 

60 (29.4%) 

God Our Help 
Home Based Care 

84 (70%) 

STEPS OVC 

STEPS OVC reported that there were 21,020 people in support groups and that this 
accounted for 21.5% of people living with HIV. This number is said to be a reflection of 
the proportion of HIV positive adults [>18 years] who participated in support groups 
during the reporting period. 

ZEC  

Mansa Diocese 
136 people which is 31% of those PLHIV receiving Cotrimoxazole prophylaxis. Estimated 
3.4% of PLHIV 

Mpika Diocese 240 people
43

. Estimated 2.3% of PLHIV 

Monze Diocese 2391 people which is 18% of PLHIV
44

 

Solwezi Diocese 2136 people. Estimated 100% of PLHIV 

 

The Indicator Review Panel had a number of concerns about this indicator including unclear and 
varying definitions of support groups; concerns about data reliability and lack of clarity over 
how to interpret results. For example, is it desirable for 100% of PLHIV to be in support groups? 
The panel were unanimous in deciding that this indicator does not meet the indicator standards 
and, as a result, should not be included within the care and support indicator set. 
 
 

                                                
43

 Percentage is given as 67.3% but nature of denominator is unclear 
44

 It is assumed that this is what the denominator of 13,283 refers to. This would tally with the denominator used 
for the Cotrimoxazole calculation. 
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Counselling for people living with HIV 
 
During the retrospective part of this project, both South Africa and Zambia reported that they 
did not have data for this indicator apart from data relating to the provision of counselling 
related to HIV testing. For example, in South Africa, the only data routinely available relates to 
pre-test counselling. PEPFAR partners and original hospital initiation sites also collect post-test 
counselling data.   
 
During the prospective part of the project, attempts were made to collect data on counselling 
provided to PLHIV subsequent to any post-test counselling provision (see Table 14). However, 
this data is difficult to interpret. Data from NZP+ relates only to the proportion of PLHIV 
receiving post-test counselling. ZEC reported data from four dioceses but, in most cases, these 
numbers were the same as those reported as members of support groups for PLHIV. PCAZ 
reported that the percentage of PLHIV receiving home care who received counselling varied 
from 16-100%. STEPS OVC reported that 40% of HIV positive adults received ART adherence 
assessment and counselling in the first quarter of 2013. 
 

Table 14: Data on provision of counselling to PLHIV by NGOs/FBOs in Zambia 

NGO/FBO Data 

CHAZ 
CHAZ did not report on this indicator. Instead, it provided data on the number of people 
counselled and tested for HIV 

NZP+ 
Based on data from the stigma index, NZP+ reports that 90% of people receive post-test 
counselling 

PCAZ  

Human Services 
Trust Hospice 

15.7% 

Flying Angels 
Mobile Hospice 

80% 

Dove Home Based 
Care 

100% 

Roma Ng’ombe 
Home Based Care 

18.1% 

God Our Help 
Home Based Care 

95% 

STEPS OVC 
40% - this percentage is the proportion of HIV positive adults [>18 years] who received 
ART adherence assessment and counseling. 

ZEC  

Mansa Diocese 136 people which is 100% of PLHIV in support groups 

Mpika Diocese 3584 people which is 100% of PLHIV receiving Cotrimoxazole prophylaxis 

Monze Diocese 2391 which is 100% of PLHIV in support groups 

Solwezi Diocese 2136 which is 100% of PLHIV in support groups 

 

Because of the problems encountered with data collection in both the retrospective and 
prospective parts of the second phase of the project, this indicator was not recommended to 
the Indicator Review Panel for inclusion in the indicator set. However, the panel did review the 
exclusion of this indicator. There was considerable discussion of this among the panel because 
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of the importance of counselling for people living with HIV as a form of psychosocial support, 
the recognition that psychosocial support may be overlooked within the provision of care and 
support and that it is difficult to measure the provision of psychosocial support. Some NGOs, 
e.g. IPPF do track the number of counselling sessions they provide. However, on balance, panel 
members recognised the difficulty of getting data for this indicator and did not recommend 
restoring this to the care and support indicator set. 
 
The panel did note with concern the continued absence of any indicators that meet the 
standards, within the psychosocial domain of care and support. This is a significant gap 
although it is mitigated to some extent by the fact that NCPI data does provide some 
information on psychosocial care and support services. Similarly, some tools to assess quality of 
life can provide information on need for and provision of psychosocial support. 
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Element 5: Socio-economic care and support services 
 
STOPAIDS reviewed two indicators in 
relation to the provision of socio-
economic care and support services 
(see Table 3).  
 
External economic support to the 
poorest households 
 
One of these was the existing indicator 
on external economic support that is used for Global AIDS Response Progress Reporting. This 
indicator was not specifically tested in this project. 
 
Rather, it was decided, at a meeting between the international consultant and representatives 
of STOPAIDS Care and Support Thematic Group that was held in London in August 2012, simply 
to include this indicator within the care and support indicator set.  
 
The Indicator Review Panel recognised that there are a number of ongoing concerns about this 
indicator despite it being in the Global AIDS Response Progress Reporting set. These include 
difficulties in collecting the data; relevance of the revised indicator to HIV as opposed to social 
protection, in general, and the failure of UNAIDS to report on this data last year. Some of these 
issues were discussed in some detail. For example, ongoing tensions with DHS over collecting 
this data were noted. Nevertheless, given that it is part of the Global AIDS Response Progress 
reporting set, the panel concluded that it should be included in an indicator set for care and 
support 
 
Percentage of households affected by HIV with sufficient income to meet their minimum needs 
 
In addition, the retrospective piloting process looked for data related to the percentage of 
households affected by HIV with sufficient income to meet their minimum needs. The 
international consultant reported that there does not appear to be any readily available source 
of data for this indicator. In particular, Demographic Health Surveys (DHS) do not include 
questions on household income or expenditure45. 
 
A number of publications do contain data of this sort. For example: 
 

                                                
45

 They do collect basic data about housing conditions, educational attainments, and employment patterns. They 
can be used to calculate household wealth and carry out important poverty diagnostics (see Coudouel, A., 
Hentschel, J.S. and Wodon, Q.T. (2002) Poverty Measurement and 
Analysis in Jeni Klugman (ed.), A Sourcebook for Poverty Reduction Strategies World Bank) 
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 The claim that in 2008 13% of the population in Latin America lived in households with 
incomes insufficient to satisfy their basic nutritional needs46 
 

 A study from Zambia which stated that ‘more than 50% of the population live in 
households that lack sufficient income to meet their basic needs’47 
 

 Irish Aid state that 43.4% of the population of Lesotho are classified as ‘very poor’ 
without sufficient income to meet even their basic needs48. 

 
However, the source of their primary data is not always clear. There are various studies which 
have used different methods to measure poverty among HIV-affected communities, such as the 
use of an Individual Household Model by Save the Children in Malawi, Mozambique and 
Swaziland in 200549. There is also available guidance on how governments define sufficient 
levels of income50. Such information has been used to assess if certain groups of people, e.g. 
pensioners have sufficient income to meet their basic needs51. 
 
In South Africa, no data was available that was specific to HIV-affected households. Data was 
available from the 2011 General Household Survey on the percentage of individuals and 
households receiving social grants and the source of household income. The annual threshold 
incomes for single and married persons to qualify for social grants are illustrated in Table 15. 
South Africa has a poverty line based on minimum food needs for daily energy requirements, 
plus essential non-food items52 and two additional thresholds below and above the poverty line 
as indicators of extreme poverty and of a broader level of household income adequacy. This is 
updated every 5 years53. Access to food is measured using the Household Food Insecurity 
Access Scale to calculate the percentage of households that experienced hunger.54  
 
  

                                                
46

 UNICEF (2010) Child Poverty: A Priority Challenge Challenges, Number 10, May 2010. This study references 
Economic Commission for Latin America and the Caribbean (2009) Social Panorama of Latin America 
47

 Nsutebu, E.F., Walley, J.D., Mataka, E. and Simon, C.F. (2001) Scaling-up HIV/AIDS and TB Home-based Care: 
Lessons from Zambia Health Policy and Planning: 16(3): 240-247 This study references the Strategies for Hope book 
‘Under the Mupundu Tree’ as the source for this information 
48

 See http://www.irishaid.gov.ie/lesotho.html  
49

 Seaman, J., Petty, C. and Acidri, J. (2005) The Impact of HIV/AIDS on Household Economy in Two Villages in Salima 
District  
50

 Veit-Wilson, J. (1998) Setting Adequacy Standards: How Governments Define Minimum Incomes 
51

 Pensions Policy Institute (2009) Do Pensioners Have Sufficient Income to Meet their Needs? PPI Briefing Note No. 
51 
52

 This is set at R283 (based on 2008 prices) per person per month. Budget 2011. 
http://www.treasury.gov.za/documents/national%20budget/2011/review/chapter%201.pdf  
53

 http://www.treasury.gov.za/publications/other/povertyline/default.aspx 
54

 Statistics South Africa. General Household Survey 2011. Statistical Release P0318. 
https://www.statssa.gov.za/Publications/P0318/P0318April2012.pdf  

http://www.irishaid.gov.ie/lesotho.html
http://www.treasury.gov.za/documents/national%20budget/2011/review/chapter%201.pdf
http://www.treasury.gov.za/publications/other/povertyline/default.aspx
https://www.statssa.gov.za/Publications/P0318/P0318April2012.pdf
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Table 15: Income thresholds for social grants in South Africa 
 

Type of Grant 
Income Threshold  

Single person Married person 

Grants for older persons, disabled 
and war veterans  

R44 880 R89 760 

Child Support Grants R31 200 R62 400 

Care Dependency Grants R136 800 R273 600 

 
In Zambia, STEPS OVC reported that 9.3% of PLHIV are in a position where the combination of 
any income and support received is insufficient to meet their basic needs. It was reported from 
Zambia that a child was considered to have had its basic needs met if it had a pair of shoes, two 
sets of clothes and a blanket. 
 
The retrospective piloting process concluded that this indicator is broadly similar to the existing 
indicator being tracked for Global AIDS Response Progress Reporting and there is no 
mechanism to currently collect data for this indicator. As a result, this indicator was not 
considered for prospective testing. The Indicator Review Panel concurred with this decision. 
 
Employment among people living with HIV 
 
The retrospective piloting process looked for data related to the percentage of PLHIV in 
employment. The international consultant reported that, in countries55 where Demographic 
Health Surveys have included HIV testing, these surveys can classify people who test positive 
for HIV according to their employment status. However, not all these people know their HIV 
status. Employment is defined as having been employed in the last 12 months and not current 
status. Table 16 presents latest DHS data on this indicator for six countries56. This analysis 
shows little, if any, difference in employment status between PLHIV and the overall population 
in the six countries for which data was considered.  
 
Table 16: Employment status of PLHIV according to DHS data 
 

 
 

                                                
55

 Approximately 30 
56

 No DHS data is available for Botswana or South Africa; Last DHS data for Ghana is from 2003; Last DHS in Namibia 
and Tanzania did not seem to include HIV testing. 
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However, a study from Spain57 showed that employment probability is lower among people 
living with HIV than among others. Employment probability is further reduced among 
symptomatic HIV patients and among those with AIDS. 
 
In South Africa, no data was available regarding PLHIV in employment. Reference was made to 
South Africa’s Bill of Rights which includes the right to privacy and implies that employees have 
the right to keep confidential information to themselves. In general, the Employment Equity Act 
prohibits medical testing of an employee except in certain circumstances. There is a quarterly 
Labour Force Survey but this does not provide information on HIV status. The South Africa 
Business Coalition against HIV/AIDS reports that the majority of companies offer HIV testing 
and counselling with some offering ART services. However, they do not provide information 
about the number of HIV positive employees.  
 
In Zambia, STEPS OVC reported a baseline survey from 2011 which showed that 36.6% of PLHIV 
were in ‘gainful employment’. This is lower than the national average for PLHIV in Zambia based 
on DHS data (see Table 16). This may be because PLHIV in contact with STEPS OVC have more 
advanced disease than the national average.  
 

The Indicator Review Panel recognised that this data is available in countries that conduct DHS 
that includes HIV testing. The panel concluded that it could make a useful contribution to an 
indicator set for care and support. 
 

  

                                                
57

 Garcia-Gómez, P., Labeaga, J.M. and Oliva, J. (2012) Employment and Wages of People Living with HIV/AIDS 
United Nations University, Working Paper Series 
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Element 6: Nutritional care and support services 
 
As explained previously, STOPAIDS 
decided not to work directly on 
nutrition indicators but to draw on 
work being conducted by another 
group. They suggested two nutrition 
indicators for inclusion in the care and 
support indicator set. These were: 
 

 Provision of therapeutic or 
supplementary food to undernourished PLHIV 

 Undernutrition among people living with HIV58 
 

Detailed descriptions of these indicators were provided by the nutrition group. These have 
been included in Annex 5.  
 
The nutrition group also provided some preliminary data related to these indicators. 
 
Provision of therapeutic or supplementary food to undernourished PLHIV 
 
This indicator is termed 'essential reported', by PEPFAR. This means that most countries with 
programmes supported by PEPFAR must report this data to OGAC, even if the number is 
zero.  Data available from PEPFAR is presented in Table 17. 
 

The nutrition group reported a number challenges with this data: 
 

 Data is not reported to PEPFAR concerning the number of malnourished PLHIV. As a 
result, there is information about the numerator for this indicator but not the 
denominator. It is expected that information on the denominator will be reported to 
PEPFAR from this year. 
 

 Results can fluctuate significantly based on the presence of and funding for PEPFAR 
nutrition programmes within any given country. PEPFAR country programmes are not 
mandated to spend money on nutrition as a technical area, therefore resources 
dedicated to a nutrition portfolio can vary each year as the individual Country 
Operational Plans are developed. 

 

 Data integrity and availability depend largely on the data collection and reporting 
capacity of implementing partners in the field, as well as national governments to whom 
they report.   

                                                
58

 This indicator provides the denominator for the indicator which measures provision of therapeutic or 
supplementary food to undernourished PLHIV. 
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Table 17: Data from PEPFAR on number of HIV-positive, clinically malnourished clients who 
receive therapeutic or supplementary food. 
 

Country FY 2010  FY 2011  FY 2012  

Botswana 480 506 102 

Cambodia 4,197 330 187 

Cote d'Ivoire 1,715 1,338 3,086 

DRC 1,089 1,482 1,626 

Ethiopia 20,509 44,127 56,923 

Ghana 0 452 816 

Haiti 11,345 3,360 3,265 

India 21 0 0 

Kenya 26,604 13,505 52,723 

Lesotho 87 171 0 

Malawi 1,604 3,069 1,883 

Mozambique 8,016 3,841 6,702 

Namibia 0 203 4,421 

Nigeria 37,192 38,330 33,712 

Rwanda 7,448 1,331 2,765 

South Africa 113,734 59,373 20,685 

Swaziland 405 2,370 417 

Tanzania 13,200 11,583 15,930 

Uganda 8,599 3,193 6,916 

Zambia 457 2,237 4,830 

Totals 256,702 190,801 216,989 

 

Undernutrition among PLHIV 
PEPFAR were able to provide data for this indicator from a nutrition and HIV programme (NHP) 
in Kenya. NHP are the main implementing partner in Kenya for nutrition and HIV services, 
working closely with the National AIDS and STI programme. They also play a coordinating role. 
 
Harmonized national tools were recently released that capture the 'nutrition cascade' (number 
assessed; number malnourished; and number receiving therapeutic and supplementary 
feeding).  However, these tools have not yet been introduced at all service levels and data 
reporting on these elements is somewhat incomplete.  Nevertheless, some implementing 
partners have been collecting data.  Table 18  
 

Table 18: Data supplied to Nutrition and HIV programme in Kenya by Eastern Deanery AIDS 
Relief project for 13 facilities: July 2012 to March 2013  
 

Number of individuals enrolled in care 4691 adults 

Number of individuals assessed 4691 adults 

Number of individuals categorized as undernourished 
(Defined as BMI < 18.5) 

729 adults 

Number of individuals categorized as severely undernourished 
(Defined as BMI  <  17.0) 
*This number is a subset of the number of total malnourished      

281 adults 
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The nutrition group reported that one challenge with this data relates to difficulties in reporting 
this on a timely, routine basis.  They also reported that they hoped to have data available for 
Ethiopia and Uganda quite soon. 
 

The Indicator Review Panel commended the indicators provided by the nutrition group as 
extremely well-defined and assessed. They agreed that they were extremely relevant for the 
nutrition element of care and support. The only issue raised was that they are focused on the 
most severe forms of under-nutrition. A question was raised about the provision of food to 
PLHIV on ART. The nutrition group were known to have indicators related to referral to and 
receipt of food security services but it was not known if they have an indicator specifically 
related to provision of food to those on ART. The panel agreed that the two nutrition indicators 
presented to it met the indicator standards and should be included within the care and support 
set59. 
 

  

                                                
59

 They also agreed to approach the nutrition group to see if there were other relevant nutrition indicators that 
might be included in the set. Details were provided of two further indicators related to referral to and provision of 
food security services. These were discussed among the STOPAIDS team managing the testing project and it was 
agreed not to add these to the indicator set at this stage. 



 

56 

 

Element 7: Legal care and support services 
 
STOPAIDS reviewed three indicators in 
relation to the provision of legal care 
and support services (see Table 3). 
 
PLHIV accessing legal and social 
support services 
 
During the retrospective phase of this 
project, no specific data on this 
indicator was obtained for South Africa. Some general information was obtained concerning the 
provision of social assistance in South Africa including grants for older persons; disability grants; 
war veterans grants; care dependency grants; foster child grants; child support grants; grants-
in-aid; and Social Relief of Distress (for persons in such dire need that they are unable to meet 
their or their families’ most basic needs). In Zambia, STEPS OVC reported that 10,414 PLHIV 
were provided with protection and legal aid services. It was also reported that qualitative data 
is also available from the Zambia AIDS, Research and Advocacy Network (ZARAN). Data from 
Zambia collected during the prospective phase of this project is presented in Table 19. STEPS 
OVC reported that 24,206 adults with HIV received protection and legal aid services during the 
first quarter of 2013. The only other data reported for this indicator was for the provision of 
social services by five home care programmes supported by PCAZ. The numbers reported were 
higher than for those PLHIV enrolled in the programmes and the reasons for this are unclear. 

 

Table 19: Data on provision of social and legal support to PLHIV by NGOs/FBOs in Zambia 
 

NGO/FBO Data 

CHAZ CHAZ did not report on this indicator.  

NZP+ NZP+ did not report on this indicator 

PCAZ 
PCAZ reported on the number of PLHIV accessing social services from home care 
programmes 

Human Services 
Trust Hospice 

68 

Flying Angels 
Mobile Hospice 

135 

Dove Home Based 
Care 

100 

Roma Ng’ombe 
Home Based Care 

100 

God Our Help 
Home Based Care 

120 

STEPS OVC 
24,206 adults living with HIV received protection and legal aid services during the 
reporting period. This would be approximately one quarter of all adults with HIV. 
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It proved difficult to obtain data relating to the number of PLHIV accessing legal services in both 
the retrospective and prospective parts of the second phase of the project. Consequently, it 
was not recommended for inclusion in the indicator set. However, the Indicator Review Panel 
reviewed this decision. The panel felt the indicator was too general and wondered why it had 
been expanded to also include social support, given that it was intended to measure provision 
of legal care and support, as social care is included within socio-economic care and support 
services. On balance, the panel agreed that data on many relevant legal issues was available 
through responses to NCPI. The panel recognised that this indicator had been dropped from the 
indicator set for valid reasons and did not recommend restoring it to the care and support 
indicator set. 
 
Intimate partner violence 
 
This indicator was introduced into the Global AIDS Progress Reporting set for 2011. During the 
retrospective phase of this project, the international consultant collected data for 11 countries 
from their narrative reports (see Table 20). Three countries60 reported that they had no 
quantitative data for this indicator although some had other qualitative and quantitative data 
(see Table 20 and Box 4). Reported rates of intimate partner violence varied markedly from 
0.6% in Mozambique to 41.2% in Kenya. In some cases, e.g. in Kenya, it appeared that the 
figures might relate to those who had ever experienced intimate partner violence rather than 
those who had experienced it in the last year. 
 
  

                                                
60

 Lesotho, South Africa and Zambia 
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Table 20: Country data on proportion of ever-married or partnered women aged 15-49 who 
experienced physical or sexual violence from a male intimate partner in the past 12 months 
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Box 4: Qualitative data on intimate partner violence from South Africa 

The principle of gender equality is enshrined as a fundamental right in the Constitution of South Africa(1996) 
and since 1994 there have been major advances for women in certain areas, most notably in the political 
and legal spheres (ICRW, 2008). In South Africa, the gender hierarchy and dominant constructions of South 
African masculinities legitimate the control of women (Jewkes et al., 2009).  
 
It is increasingly recognised that intimate partner violence has significant impact on women‘s physical, 
reproductive and sexual, and mental health (Campbell, 2002; Garcia-Moreno et al., 2006). Refusing sex, 
inquiring about other partners, or suggesting condom use have all been described as triggers for intimate 
partner violence; yet all are intimately connected to the behavioural cornerstones of HIV prevention (e.g. 
Maman et al., 2000). Perpetrators of violence themselves are an unlikely but crucially vulnerable group, 
many of whom live in wider contexts of risk, such as substance abuse (Jewkes et al., 2006).  
 
Due to prevalent violence, young people in South Africa are exposed to a culture of sexual violence. The 
number of HIV infections transmitted during rape per annum in South Africa has been estimated at 100-300 
(Jewkes et al., 2009). This estimate assumes an annual number of rape cases of 28 228 adults and 17 597 
children (extrapolated figure from case report register), and an HIV transmission probability of 0.003 in the 
absence of genital injury, and 0.1-0.03 in the presence of a genital injury). The number appears small in an 
epidemic of about 400 000 new infections (2008 estimate by Spectrum), but the South African Police 
Service estimates that only one in every 35 raped women actually report the rape and that most report to 
clinics or hospitals, not police. At the individual level, a positive relationship has been identified between 
perpetration of violence and HIV infection (Dunkle et al. 2004).  
 
The Victims of Crime Survey (2011) contains questions about victims of assault and sexual offences 
knowing their perpetrators. The data shows that a large proportion (29.9%) of the victims (from selected 
individuals) of assault was attacked by a known community member(s) from the area, followed by those 
attacked by their spouse or partner (20.9%), while only 10.5% stated that the perpetrators were an unknown 
community member. 9.4% were assaulted by a relative. When it comes to sexual offences, 38.4% of victims 
were victimised by a known community member.  
 
The South Africa Police Services (SAPS) Crime Report (2011) covers data on sexual offences, but the 
figures not disaggregated further and therefore do not provide a clear picture of intimate partner violence40. 
The Report notes a ratio decrease of -4.4%, from 138.5 sexual offences per 100 000 of the RSA population 
in 2009/2010 to 132.4 per 100 000 in 2010/2011. This represents a decrease of 2 136 cases, from 68 332 to 
66 196. This is an exact repeat of the -4.4%ratio decrease recorded in 2009/201041.  
 
The number of social contact or violent crimes committed against adult women and children of both genders 
under the age of 18 (meaning up to the age of 17 years, 364 days, 23 hours and 59 minutes) are provided in 
Table 7. With the exception of the murder of adult women and sexual offences against children (younger 
than 18 years) all the other social contact crimes against women and children decreased. This is in quite 
sharp contrast to 2009/2010, when in most cases significant increases in social contact crimes against 
women and children were recorded.  
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The Indicator Review Panel recognised that this indicator is now included within the set for 
Global AIDS Response Progress Reporting, and that many countries have reported on it. 
However, the main rationale for its inclusion in this set was that it was central to HIV 
prevention. The panel were less clear of its relevance to care and support. As a result, the panel 
recommended that it was not included in the care and support indicator set currently. 
 
National Commitments and Policies Instrument (NCPI) 
 

The National Commitments and Policies Instrument (NCPI) is completed every two years by 
national governments and representatives of civil society as part of Global AIDS Response 
Progress Reporting. Questions cover a wide range of topics. This project tried to establish if 
these NCPI reports contained useful information related to care and support, in general, and 
legal aspects of care and support, in particular. 
 
The first step was to identify those questions within the NCPI of relevance to care and support. 
The NCPI is divided into two main parts. Part A is completed by national government and Part B 
by civil society. Annex 4 identifies those questions within the NCPI that are of relevance to care 
and support61. These questions cover three main areas: 
 

 The country’s legal and human rights environment in which the national response to HIV 
is provided. These questions cover issues such as the extent to which the national HIV 
strategy and development plans address important issues of human rights, stigma and 
discrimination; the provision of legal protection for key populations and vulnerable 
groups; and the extent to which laws and policies act as obstacles to an effective HIV 
response. There are more questions of this type for civil society than for government. 
 

 The provision of treatment, care and support in the country. Questions include an 
assessment of the extent to which specific care and support services are implemented. 
They also allow both government and civil society opportunity to rate national 
treatment, care and support services overall. 

 

 The provision of services for orphans and vulnerable children 
 
During the retrospective phase of the project, the international consultant analysed data for 
1162 countries for 2010 and for 1063 countries for 2012. In general: 
 

 All countries had a wide range of policies in place related to HIV care and support.  
However, there were some blind spots in most countries in terms of restrictive laws and 
policies relating to some key populations, particularly men who have sex with men.  

                                                
61

 This work is based on the 2012 NCPI. There are some variations between the NCPI questionnaire for 2012 and 
previous years which makes trend analysis more difficult. STOPAIDS remains concerns that some important aspects 
of care and support, such as palliative care and home-based care, have been dropped from the NCPI. 
62

 Botswana, Ghana, Kenya, Lesotho, Malawi, Mozambique, Namibia, South Africa, Swaziland, Tanzania and Zambia 
63

 Data for Zambia was not available from UNAIDS at the time of conducting the analysis. 
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 There was a gap between having human rights policies in place and ensuring these were 
implemented. For example, when asked to rank policies, laws and regulations and their 
implementation on a ten point scale, civil society respondents gave an average ranking 
of 6.60 and 5.22 respectively in 2012 (as compared to 5.64 and 4.45 in 2010). Although 
most countries had independent national institutions for the promotion and protection 
of human rights, very few had performance indicators or benchmarks for human rights. 

 

 There was variation in the availability of key care and support services across countries, 
by year and by respondent. Overall, services that were commonly available included HIV 
testing and counselling for TB patients and Cotrimoxazole prophylaxis for people living 
with HIV. Services that were less commonly available included nutritional support for 
people receiving ART, psychosocial support for PLHIV and their families and HIV care and 
support in the workplace. 

 

 On average, reported coverage for OVC programmes was around 40%, although there 
was wide inter-country variation, e.g. between 7 and 95% for government respondents 
in 2010. 
 

 Average ranking on a ten point scale for provision of HIV-related care and support rose 
slightly from 2010 to 2012 for both government (7.82 in 2010 to 8.00 in 2012) and civil 
society respondents (7.50 in 2010 to 7.60 in 2012). 

 

 Average ranking on a ten point scale for provision of OVC services fell slightly from 2010 
to 2012 for both government (6.80 in 2010 to 6.56 in 2012) and civil society respondents 
(6.50 in 2010 to 6.40 in 2012). 

 
The Indicator Review Panel were extremely positive about data from NCPI to give information 
about countries’ legal environment; care and support services and services for OVC. The panel’s 
main concern was that NCPI data is not fully utilised. The panel concluded that NCPI is 
extremely relevant to care and support, and that this support goes beyond the legal domain. 
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Element 8: Quality of Life of PLHIV and OVC 
 
Based on the framework for monitoring 
HIV-related care and support services, 
developed by STOPAIDS for this project 
(see Figure 1), the purpose of providing 
care and support services is to improve 
the quality of life for people living with 
HIV and OVC. 
 
During the first phase of this project, a 
number of possible tools for assessing quality of life among PLHIV and OVC were identified. 
These included: 
 

 EQ-5D64,65 
 

 WHO-QOL66,67,68 
 

 The CAFOD “batteries” tool69,70 
 

 The African Palliative Outcome Score (APCAPOS)71,72,73 
 

                                                
64

 See http://www.euroqol.org/  
65

 Robberstad, B and Olsen, J.A. (2010) The Health-related Quality of Life of People Living with HIV/AIDS in Sub-
Saharan Africa: A Literature Review and Focus Group Study See http://www.resource-allocation.com/content/8/1/5 
66

 See http://www.who.int/mental_health/publications/whoqol/en/  
67

 For a specific description of WHOQOL BREF see 
http://www.who.int/substance_abuse/research_tools/en/english_whoqol.pdf  
68

 One member of the IRP provided extensive information on how WHOQOL had been adapted for use in Estonia – 
see Rüütel, K. (2009) HIV Epidemic in Estonia: Injecting Drug Use and Quality of Life of People Living with HIV 
Doctorate Dissertation, Tartu University Press, 162; Rüütel, K., Uusküla, A., Minossenko, A. and Loit, H-M. (2008) 
Quality of Life of People Living with HIV and AIDS in Estonia Central European Journal of Public Health 2008; 16(3), 
pp111-115; Rüütel, K., Pisarev, H., Loit, H-M. and Uusküla, A. (2009) Factors Influencing Quality of Life of People 
Living with HIV in Estonia: A Cross-Sectional Survey Journal of the International AIDS Society 2009; 12:13 
69

 CAFOD (2010) Assessing the Quality of Life of People Living with and Affected by HIV: A Participatory Approach: 
Batteries Methodology 
70

 Drew, R. (2011) Thematic Review: CAFOD’s International Work in HIV-related Care and Mitigation 
71

 See http://www.africanpalliativecare.org/index.php?option=com_content&view=article&id=135&Itemid=41  
72

 Harding, R., Selman, L., Agupio, G., Dinat, N., Downing, J., Gwyther, L., Mashao, T., Mmoledi, K., Moll, T., 
Sebuyira, L.M., Panjatovic, B. and Higginson, I.J. (2010) Validation of a Core Outcome Measure for Palliative Care in 
Africa: the APCA African Palliative Outcome Scale Health and Quality of Life Outcomes 2010, 8:10 
http://www.hqlo.com/content/8/1/10  
73

 APCAPOS was also considered as a potential indicator in the section on pain management (see p36). However, it 
was discounted from this section because it was considered too complex for prospective testing in South Africa and 
Zambia, and has a much broader focus than pain management only. 

 

http://www.euroqol.org/
http://www.resource-allocation.com/content/8/1/5
http://www.who.int/mental_health/publications/whoqol/en/
http://www.who.int/substance_abuse/research_tools/en/english_whoqol.pdf
http://www.africanpalliativecare.org/index.php?option=com_content&view=article&id=135&Itemid=41
http://www.hqlo.com/content/8/1/10
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Brief descriptions of these tools, and pros and cons of their use, are presented in Table 21. 
References, which include detailed descriptions of these tools, their use and their validation, 
are presented here as footnotes. 
 
The intention of the project was to test a number of these tools prospectively to assess which 
were most suitable for assessing quality of life of PLHIV and OVC in the context of providing 
care and support in selected African countries. However, this has not yet been possible because 
of limited financial resources for the project.  
 
The Indicator Review Panel recognised that quality of life tools could be used more to assess 
the value of care and support to people living with HIV. However, it was not possible to 
distinguish between the different options for assessing quality of life as it had not been possible 
to test these in this project. However, the panel agreed that it was useful to highlight the 
existence of various tools for assessing quality of life in the care and support indicator set.  
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Table 21: Possible Quality of Life Assessment Tools 
 

Name Description Pros  Cons 

EQ-5D 

A quality of life tool, widely used in 
Europe, which assesses health-
related QoL in five dimensions – 
mobility; self-care; usual activities; 
pain/discomfort and anxiety/ 
depression. Uses scale of 0-100 

Widely used in Europe 
Experience well-documented 
Detailed health assessment 

Analysis of QoL limited to health 
Requires use of abstract numerical 
scales 
Relatively resource intensive 

WHO QOL 

A quality of life tool which asks more 
than 25 questions which are 
answered using a five point scale. 
Scores then calculated for six health 
domains - physical; psychological; 
level of independence; social 
relationships; environment; and 
spirituality, religion and personal 
beliefs. 

Widely used 
Broader approach to health than EQ-
5D 
Specific questions on some sensitive 
topics 
Adapted version for HIV 

Requires use of abstract numerical 
scales 
More limited approach to QoL than 
CAFOD tool 
Complex IT-based analysis required 
Relatively resource intensive 

CAFOD batteries tool 

A quality of life tool based on the 
metaphor of a rechargeable battery. 
Assesses quality of life in four 
domains – health; psychosocial; 
social relationships and livelihood 
security – on a 0-10 scale 

Goes beyond physical health 
Broad, open questions – allows 
respondents to express own views 
Does not require high levels of 
numeracy/literacy 
Based on readily-understandable 
metaphor 
Less time to complete 
Conversational, less interrogatory 

Not widely used beyond CAFOD 
Experience and use not yet 
documented in peer-reviewed 
journals 
Risk of influence by group and/or 
interviewer 
Difficult to classify and analyse 

APCAPOS African Palliative Outcome 
Score 

A quality of life tool based on 10 
items addressing physical and 
psychological symptoms, spiritual, 
practical and emotional concerns, 
and psychosocial needs of the patient 
and family. Completed by staff using 
a 0-5 numerical scale 

Validated 
Quick and easy to use 
Well understood 
Specifically developed for African 
context 

Limited to palliative care contexts 
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Conclusions 
 
Figure 10 presents the indicators and tools which were proposed by STOPAIDS to the Indicator 
Review Panel for monitoring of care and support services. However, the panel considered that 
some indicators did not yet meet the indicator standards and would require considerable 
further work to do this. These were removed from the figure. A modified version of the theory 
of change diagram has been produced showing the indicators selected for inclusion in a care 
and support indicator set. This is shown in Figure 11. STOPAIDS will produce a short paper 
introducing this monitoring framework and the relevant indicators.  
 
It is recognised that, apart from data that might be available from NCPI, there are gaps in the 
legal and psychosocial domains. These are important elements of care and support but it is 
difficult to find simple indicators to measure progress in these areas. Further work may be 
needed including looking at metrics other than conventional indicators. 
 
 
 

  



 

66 
 

Figure 10: Framework and proposed indicators for monitoring HIV-related care and support services (as proposed to second IRP 
meeting in July 2013) 
 

 

  

Financial and material 

support to care and 

support services 

PLHIV and OVC receive 

physical care and 

support services 

PLHIV and OVC receive 

psychosocial care and 

support services 

PLHIV and OVC receive 

socio-economic care 

and support services 

PLHIV and OVC receive 

nutritional care and 

support services 

PLHIV and OVC receive 

legal care and support 

services 

Primary and secondary 

caregivers receive 

support they need to 

conduct their activities 

Improved quality of life 

of PLHIV and OVC 

Annual spending on 

care and support 

services for PLHIV and 

OVC 

Number of secondary 

caregivers AND Support 

provided to caregivers 

Cotrimoxazole prophylaxis 
Screening for TB 
Availability of analgesics AND assessment and 
management of pain among PLHIV 
 

Participation of PLHIV in 
support groups 
 

Number/% of PLHIV in 
employment AND external 
economic support to the poorest 
households 
 

Nutrition indicators? 
 

Prevalence of recent intimate 
partner violence AND 
Care and support elements of 
NCPI 
 

QoL tools 
 



 

67 
 

Figure 11: Framework and proposed indicators for monitoring HIV-related care and support services (following second IRP meeting 
in July 2013) 
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Annex 1: Approach used to map data from the UNAIDS National Funding Matrix to care and 
support categories 
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Annex 2: CHW-AIM Questionnaire 
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74 
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Annex 3: Data collection sheets used by HPCA to assess pain management in four clinics 
 
Worksheet 1: Availability of analgesics at clinic 

 

Drug name  Not on code 
(N); on 
specialist code 
(S) 

On EDL but not 
stocked 

Strength of 
drug (mgs) 

Currently stocked 
in pharmacy 

Stock out within 
past 6 months 

Paracetamol      

NSAID
74

 
Name NSAID1 
Name NSAID 2 
Name NSAID 3 

     

Codeine      

Tramadol      

Morphine HCL to 
dispense mist 
morphine 

     

Morphine 
sulphate 

     

Amitriptyline      

Gabapentin  
(or Pregabalin) 

     

SNRI
75

 (duloxetine 
or vanlafaxine) 

     

 
1. Number of PLHIV receiving morphine for pain control in the past month (or month of November) 

 
2. Total amount of morphine dispensed in 1 month 

 
3. To be completed by student: 

3.1 How accessible was this information?  
 

3.2 Would it be practical for the pharmacists to report on: 
 

 1) availability of analgesics 
 2) number of PLHIV receiving morphine for pain control 
 3) total amount of morphine dispensed 
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 Non-Steroidal Anti-inflammatory Drug 
75

 Serotonin-Norepinephrine Reuptake Inhibitor  
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Worksheet 2: Review of patient records 

 

Folder number 

Gender:   Male/ female 

Age: 

Residential area  

Please review the patient file for ARV clinic visits during the past 6 months and complete the following: 

 Yes No 

Is there an indication that pain was asked about e.g. ̊pain, complaints of 
pain, pain diagnosis, pain description? 

  

Is site of pain documented?   

Is quality of pain documented e.g. sharp, stabbing, tingling, burning?   

Is radiation of pain documented?   

Is severity of pain documented?   

Is date of onset of pain documented (how long has the patient been 
experiencing this pain? 

  

Has relief of previously reported pain been documented?   

Has a diagnosis/cause of pain been documented e.g. sensory peripheral 
neuropathy, sinusitis, herpes zoster 

  

Have analgesics been prescribed for the date the pain assessment was 
documented? 

  

Have analgesics been prescribed on dates where there has been no 
documented pain assessment? 

  

Has morphine been prescribed to this patient any time during the past 6 
months? 

  

 
To be completed by student: 

 
1) How accessible was this information? 
2) Would it be practical for the doctor to report on: 

i. Whether pain was assessed? 
ii. What medication was prescribed for pain? 
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Proposed guide health workers to enquire about pain among PLHIV  
(designed by students working with HPCA who conducted interviews at Hanover Park clinic) 
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Annex 4: NCPI questions relevant to provision of legal, care and support services 
Based on 2012 NCPI76 

 
Directed to Government 
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 As there is slight variation between NCPI 2010 and 2012, a ‘crosswalk’ will need to be developed comparing the 
two versions if data from both years is to be collected and analysed. 
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Directed to Civil Society 
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Annex 5: Information material about proposed care and support indicators 
 

 Annual spending on care and support services for PLHIV and OVC 

 Number of secondary caregivers 

 Support provided to secondary caregivers 

 Cotrimoxazole prophylaxis 

 Screening for TB 

 Availability of analgesics 

 Assessment and management of pain among people living with HIV 

 Participation of people living with HIV in support groups 

 Number/percentage of people living with HIV in employment 

 External economic support to the poorest households 

 Nutrition indicators 

 Prevalence of recent intimate partner violence 

 Care and support elements of the National Commitments and Policies Instrument 

 Quality of life of people living with HIV and orphans and vulnerable children 
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ANNUAL SPENDING ON CARE AND SUPPORT SERVICES FOR PEOPLE LIVING WITH HIV (PLHIV) AND ORPHANS 
AND VULNERABLE CHILDREN (OVC) 
 
Detailed Description 
 
Title: Annual spending on care and support services for people living with HIV (PLHIV) and orphans 

and vulnerable children (OVC) 
 

Definition: This indicator is a sub-set of the existing AIDS spending indicator that is part of the indicator 
set (#6.1) for Global AIDS Response Progress Reporting. Full details of this indicator are 
avilable in the guidelines for Global AIDS Response Progress Reporting (see 
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC221
5_Global_AIDS_Response_Progress_Reporting_en.pdf) 
 
Details of how spending is allocated to care and support is presented in Annex 1 of this 
report. 
 

Purpose and 
rationale 

To allow analysis of national AIDS spending on care and support services. 
 
 

Method of 
measurement 

See description of AIDS spending indicator 
 
 

Measurement 
frequency 

Annual 
 
 

Disaggregation Five domains of care and support – physical; psychosocial; nutritional; socioeconomic; and 
legal.  
Spending on OVC can be disaggregated to education; basic health care; family/home 
support; community support; social services and administrative costs; institutional care; and 
other. 
 

Interpretation Caution is needed in making comparisons between countries and within a country over time 
as differences in allocation of costs witll affect the results greatly. However, if methods are 
constant, figures will allow understanding of the proportion of HIV spending on care and 
support. It will also allow understanding of the extent to which different domains of care 
and support are funded. 
 

Strengths Data is readily available from multiple countries from the UNAIDS website. See 
http://www.unaids.org/en/dataanalysis/knowyourresponse/nasacountryreports/  
 

Weaknesses The accuracy of figures reported by countries depends on the accuracy and completeness of 
figures reported by agencies and organisations. There are demonstrable errors in some 
country figures. There may be variation in how different countries categorise HIV spending 
and in how an individual country does this over time. Care and treatment are amalgamated 
as one main category in the UNAIDS National Funding Matrix. 
 

Sources of 
information for the 
indicator 

The main sources of information and data about the AIDS spending indicator are presented 
above.  

 
  

http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/dataanalysis/knowyourresponse/nasacountryreports/
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How will data be used? 

 
The main use of this data will be to assess the level of inputs into care and support services within and across 
countries. Such data would be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
This is not a new indicator but is a sub-analysis of an existing indicator that is within the set for Global AIDS 
Response Progress Reporting. As a result, it is fully harmonised with that process. 
 
What process has been followed to ensure the technical value of this indicator? 
 
As this indicator is a sub-analysis of the AIDS Spending indicator, its technical value is the same as for that 
indicator. 
 
What evidence is there that it will be feasible to track this indicator? 
 
Essentially, the data is being collected and is freely available on the UNAIDS website. The only resources needed 
are the skills and time to conduct the sub-analysis. The piloting process conducted by STOPAIDS has demonstrated 
that it is feasible to do this analysis. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
At the time of the retrospective piloting, data was available on the UNAIDS website for 42 countries. Currently, 
data is available for 46 countries. As part of this project, this care and support sub-analysis has been done for ten 
African countries – Botswana, Ghana, Kenya, Lesotho. Malawi, Mozambique, Namibia, Swaziland, Tanzania and 
Zambia. 
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NUMBER OF SECONDARY CAREGIVERS 
 
Detailed Description 
 
Title: Number of secondary caregivers 

 
Definition: A secondary caregiver is defined as “a community caregiver or other health worker who 

works as an individual or staff (paid or volunteer) of clinics, non-governmental organisations 
(NGOs) and faith based organisations (FBOs).” 
 
The indicator measures the total number of secondary caregivers in a country. The indicator 
could also be used to assess the number of secondary caregivers in other geographical areas, 
such as districts, regions or provinces. The number could also be assessed within a particular 
programme or organisation. 
 
Possible denominators for the indicator at national level could be (i) the total population of 
the country; (ii) the estimated number of people living with HIV in the country. 
 

Purpose and 
rationale 

To provide information on available human resources for the delivery of care and support 
services.  
 

Method of 
measurement 

All organisations that provide HIV-related care and support services need to be identified. 
These should include clinics , NGOs and FBOs. They could be invited to report the number of 
secondary caregivers available to their organisation.  
 

Measurement 
frequency 

Annual 
 
 

Disaggregation No specific disaggregation of data was included in the testing of this indicator. Disaggregated 
data by sex and by age bands (<25; >25) could be requested. However, this would increase 
reporting burden. 
 

Interpretation In order to interpret data from this indicator, it would be useful to compare it with either the 
population of the country or the estimated number of people living with HIV in the country. 
However, there are currently no norms or standards for these ratios. Need for number of 
secondary caregivers will depend on a wide variety of factors including the nature of their 
role; the amount of time each caregiver can give to the role etc. 
 

Strengths This indicator will provide a simple indication of the availability of human resources to 
provide care and support services. 
 

Weaknesses This indicator does not capture the role played by primary caregivers who are defined as 
“both adults and children who care for other family members in their homes”. There may be 
differences in how secondary caregivers are defined between and within countries. Some 
caregivers may provide care and support services for PLHIV or OVC whereas, for other 
people, this is just part of a broader role. There could be double counting of caregivers if one 
person acts as a caregiver for more than one responding organisation.  
 

Sources of 
information for the 
indicator 

For definitions of primary and secondary caregivers – see STOPAIDS Past Due: Remuneration 
and Social Protection for Caregivers in the Context of HIV and AIDS: Policy Brief: March 2012 
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How will data be used? 

 
The main use of this data will be to assess the level of human resources available to provide care and support 
services. It will also be useful for resource planning purposes. Such data would be useful for national governments 
and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify if other organisations were using this or similar indicators. STOPAIDS also assessed 
whether this indicator or something similar was being monitored in either South Africa or Zambia. The definitions 
of caregivers used here are as defined in a STOPAIDS publication. 
 
What process has been followed to ensure the technical value of this indicator? 
 
This indicator has been reviewed twice by an independent Indicator Review Panel. It has been retrospectively 
tested in both South Africa and Zambia. There has been consultation about the indicator among members of 
STOPAIDS’ Thematic Group on Care and Support. 
 
What evidence is there that it will be feasible to track this indicator? 
 
Based on the retrospective piloting work conducted for this project, it appears that some data is available for this 
indicator in both South Africa and Zambia. However, the data varies between countries. In South Africa, this is a 
national level figure of those who receive a stipend as a carer. In Zambia, this is the number of trained caregivers 
reported by four large national-level NGOs/FBOs. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
Data on the number of carers that receive a stipend is collected and used in South Africa. This project tested this 
indicator retrospectively in both South Africa and Zambia. Data was reported as follows: 
 

 In South Africa, the National Department of Health (NDOH) contracts NGOs to provide lay counselling and 
home-based care services. Carers providing those services are paid a stipend and the number of these 
carers is reported to the NDOH. In 2011/12, there were reported to be 38,474 such carers in South Africa. 
However, there are also volunteer, unpaid carers who are not reflected in these numbers. As a result, 
these figures probably underestimate the total number of secondary caregivers as defined by STOPAIDS. 
 

 In Zambia, national figures were not provided but numbers were provided for the number of trained 
secondary caregivers available through different organisations. This was more than 20,000 for CHAZ, 
35,000 for STEPS OVC, 5,000 for NZP+ and 16,000 for ZEC, that is, a total of more than 76,000 secondary 
caregivers through these four organisations. 
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SUPPORT PROVIDED TO SECONDARY CAREGIVERS 
 
Detailed Description 
 
Title: Level of support provided to secondary caregivers 

 
Definition: A secondary caregiver is defined as “a community caregiver or other health worker who 

works as an individual or staff (paid or volunteer) of clinics, non-governmental organisations 
(NGOs) and faith based organisations (FBOs).” 
 
This is not an indicator as such but consists of a questionnaire administered to caregivers 
which enquires about what they do and the type of support available to them. 
 
Many different questionnaires of this nature are available. From a review of 12 of these, 
STOPAIDS has identified the CHW AIM Validation Questionnaire as most closely aligned to 
identified data needs. Details of this questionnaire are provided in Annex 2 of this 
document. 
 

Purpose and 
rationale 

To provide information on the work of secondary caregivers and the level of support 
provided to them.  
 

Method of 
measurement 

Data is collected by secondary caregivers completing a questionnaire. This could be done by 
the caregiver themselves or by an interviewer. The method of selection of caregivers would 
depend on the precise purpose of the process. If this process was done nationally, there 
would be a need for a nationally-representative sample. However, the process could also be 
useful for a particular organisation or programme. 
 

Measurement 
frequency 

Depends on purpose – perhaps every one to five years 
 
 

Disaggregation No specific disaggregation of data has been identified. Disaggregated data by sex and by age 
bands (<25; >25) could be requested.  
 

Interpretation Interpretation of this data would require a mix of quantitative and qualitative approaches. 
 

Strengths A questionnaire of this nature would provide information about the work of secondary 
caregivers and the support they need. The CHW AIM Validation Questionnaire covers most 
items of importanc eidentified by STOPAIDS. 
 

Weaknesses The CHW AIM Validation Questionnaire was deevloped for use with community health 
workers. Its relevance for secondary caregivers in the context of HIV has not been tested. 
 

Sources of 
information for the 
indicator 

http://www.who.int/workforcealliance/knowledge/toolkit/50.pdf  

 
  

http://www.who.int/workforcealliance/knowledge/toolkit/50.pdf
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How will data be used? 

 
The main use of this data will be to assess the work of secondary caregivers and the level of support they receive 
for that work. It could be used to identify gaps and to identify areas where more support is needed.  Such data 
would be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify questionnaires that were used among caregivers. Members of STOPAIDS’ Care 
and Support Thematic Group reported that such questionnaires were available but they were unable to provide 
any examples of such questionnaires used by their own organisations. Twelve questionnaires were identified 
through Internet-based searching (see Table 3). These were assessed as to the extent they addressed issues 
identified as important by STOPAIDS, including caregiving role; provision of equipment; provision of training; 
provision of transport; financial support; ability to make referrals; and the extent to which the caregiver feels 
valued. Questionnaires were also assessed as to whether they focused mainly on primary or secondary caregivers. 
 
What process has been followed to ensure the technical value of this indicator? 
 
The areas of enquiry for a questionnaire of this nature were suggested and reviewed by members of STOPAIDS’ 
Care and Support Thematic Group. They were also considered by an independent IRP. The thematic group 
provided a strong steer that it would be better to identify and use an existing questionnaire rather than develop a 
new one. However, lack of financial resources has meant that the selected questionnaire has not be prospectively 
tested as planned. 
 
What evidence is there that it will be feasible to track this indicator? 
 
This is currently limited. It appears that it was feasible to use this questionnaire among community health workers 
in a USAID-supported project. However, administering this questionnaire would require some human and/or 
financial resources to do this. It proved not to be feasible to do this as part of this project. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
This questionnaire was developed by USAID for a specific project. The extent of its use is not clear. It has not been 
specifically pilot tested for use with secondary caregivers in an HIV-related context. 
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COTRIMOXAZOLE PROPHYLAXIS 
 
Detailed Description 
 
Title: Number and percentage of people living with HIV enrolled in HIV care and eligible for 

Cotrimoxazole (according to national guidelines) currently receiving Cotrimoxazole 
prophylaxis. 
 

Definition: Currently, there are three different definitions of this indicator in the UNAIDS indicator 
registry (#540; #764 and #920). This is because the indicator is listed in the publications of 
three organisations/programmes – the Global Fund, PEPFAR and WHO. 
 
Numerator: The number of people living with HIV receiving Cotrimoxazole. However, there 
is some variation as to whether this is ever received, received in the last year or received at 
the last visit. 
 
Denominator: The number of people living with HIV who are eligible, according to national 
guidelines, to receive Cotrimoxazole prophylaxis. This includes both adults and children. 
Some of the definitions limit the denominator to those ‘enrolled in HIV care’. Some 
definitions require eligibility to be defined as of the last visit. 
 
In addition, some definitions have alternate denominators. For example, the PEPFAR 
definition includes a programmatic denominator which is the number of HIV positive adults 
and children receiving at least one clinical service. The Global Fund definition also includes 
as an alternate denominator the total estimated number of people living with HIV in the 
country. 
 

Purpose and 
rationale 

Provision of Cotrimoxazole prophylaxis is an important part of the clinical care of PLHIV. This 
indicator will provide information on the extent to which this care is provided. 
 

Method of 
measurement 

Ideally, data should be collectable through the routine health management information 
system. 
 

Measurement 
frequency 

Monthly 
 
 

Disaggregation No specific disaggregation of data has been identified. Disaggregated data by sex and by age 
bands could be requested.  
 

Interpretation Interpreting this data requires a clear understanding of both the numerator and the 
denominator. If the denominator is the number of PLHIV who should receive Cotrimoxazole 
according to national guidelines, the percentage receiving Cotrimoxazole should be as close 
to 100% as possible. 
 

Strengths Ideally, this indicator would give a simple measure of the extent of provision of a important 
element of clinical care. Many countries do report on this indicator to WHO. 
 

Weaknesses There is currently no single agreed definition of this indicator across agencies. National 
eligibility criteria for providing Cotrimoxazole prophylaxis to people living with HIV are not 
always clear. In addition, they vary between countries and within countries over time. Also, 
they may differ from international norms, e.g. WHO guidelines. Countries may not have 
reported all available data. Relatively little of the reported data is considered reliable by 
WHO. Changes in numbers in a particular country over time may be due to changes in 
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numerator or denominator. 
Sources of 
information for the 
indicator 

http://www.indicatorregistry.org/search/apachesolr_search/cotrimoxazole 
 
Global Fund’s 2009 Monitoring and Evaluation Toolkit 
 
PEPFAR’s 2009 Next Generation Indicators’ Reference Guide 
 
WHO’s 2011 Guide on Indicators for Monitoring and Reporting on the Health Sector 
Response to HIV/AIDS 

 
How will data be used? 

 
The main use of this data will be to assess the extent to which an a key element of clinical care is provided.  Such 
data would be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify the definitive definition of this indicator using the UNAIDS indicator registry. 
However, there is a problem because this contains three slightly different definitions, each of which emanates 
from a different agency. This definition cross references these three different definitions.  
 
What process has been followed to ensure the technical value of this indicator? 
 
Definitions have been drawn from the UNAIDS Indicator Registry. The indicator has been reviewed twice by an 
Independent Indicator Review Panel. It has also been discussed within STOPAIDS’ Care and Support Thematic 
Group and with a representative of WHO. 
 
What evidence is there that it will be feasible to track this indicator? 
 
Between 50-80 countries report on this indicator to WHO. However, there are concerns about the reliability and 
comparability of this data. In Zambia, it seems to be feasible to track this indicator for those PLHIV not yet 
receiving ART because, it is reported that, all of them should be receiving Cotrimoxazole. It is more difficult to 
assess those receiving ART because Cotrimoxazole is discontinued once clinical condition improves so not all 
people on ART in Zambia would be expected to be receiving Cotrimoxazole prophylaxis. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
Data for this indicator was reported to WHO by 76 countries in 2010 and by 56 countries in 2011. In this project, 
data was prospectively reported by three major NGOs in Zambia. This proved somewhat difficult to interpret 
because of difficulties in determining whether the denominator used accurately reflects those needing 
Cotrimoxazole. If it is assumed that it does, only around a quarter of those needing Cotrimoxazole prophylaxis 
received it. It is not possible to compare this figure with national figures for Zambia as reported to WHO as the 
country did not report in 2010 or 2011. 

 

 

 

 

 

http://www.indicatorregistry.org/search/apachesolr_search/cotrimoxazole
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SCREENING FOR TB 
 
Detailed Description 
 
Title: Percentage of people living with HIV screened for TB 

 
Definition: Currently, there are two different definitions of this indicator in the UNAIDS indicator 

registry (#542 and #768). This is because the indicator is listed in the publications of three 
organisations/programmes – the Global Fund, PEPFAR and WHO. One of the two listings 
(#768) is a combined entry for both Global Fund and WHO. 
 
Numerator: The number of people living with HIV screened for TB. However, there is some 
variation in the description of numerator. For example, #542 refers to HIV-positive patients 
while #768 refers to people enrolled in HIV care.  #768 also specifies that the numerator 
includes adults and children. #542 refers to TB screening while #768 refers to assessing and 
recording TB status. 
 
Denominator: The denominator specified by PEPFAR (#542) is of a programmatic nature, i.e. 
the number of HIV positive adults and children receiving at least one clinical service. The 
denominator specified by the Global Fund and WHO (#768) is the total number of adults and 
children enrolled in HIV care in the reporting period. It is unclear if ‘enrolled in HIV care in 
the reporting period’ means only those newly enrolled during the reporting period or also 
includes those previously enrolled. From WHO data, it appears that most countries consider 
the denominator to be those newly-diagnosed with HIV infection. 
 
One key challenge for this indicator is that there is no single, simple, definitive test for TB 
among people living with HIV, such as an HIV test for screening for HIV among people with 
TB. Rather, TB screening depends on a complex algorithm which may need to be defined 
nationally. Indicator #542 refers to a symptom screening questionnaire and chest x-ray. 
Indicator #768 describes the following steps: 
 

 Identifying whether or not the person is receiving TB treatment 

 If not, they should be asked about the key symptoms of TB disease
77

 

 Those with symptoms should be investigated for TB
78 

 
Purpose and 
rationale 

TB is a major cause of death and illness among PLHIV. All PLHIV should have their TB status 
assessed and recorded. This indicator should provide information as to the extent to which 
this happens. 
 

Method of 
measurement 

Ideally, data should be collectable through the routine health management information 
system. 
 

Measurement 
frequency 

Monthly 
 
 

Disaggregation No specific disaggregation of data has been identified. Disaggregated data by sex and by age 
bands could be requested.  

                                                
77

 The indicator gives two slightly different lists of these symptoms. The first mentions cough lasting more 
than two weeks; persistent fever; night sweats; unexplained weight loss and lymphadenopathy. The 
second mentions current cough; fever; weight loss and night sweats. 
78

 More detailed information is available in the WHO 2011 Guidelines for Intensified Tuberculosis Case-
finding and Isoniazid Preventive Therapy for People Living with HIV in Resource-constrained Settings 
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Interpretation Interpreting this data requires a clear understanding of both the numerator and the 

denominator. To understand the numerator requires an understanding of TB screening and 
diagnosis in a particular country.  
 

Strengths Ideally, this indicator would give a simple measure of the extent of provision of a important 
element of clinical care. Many countries do report on this indicator to WHO. 
 

Weaknesses There is no single definitive test for TB screening among PLHIV. National guidelines for TB 
screening among people living with HIV are not always clear. In addition, they vary between 
countries and within countries over time. Also, they may differ from international norms, 
e.g. WHO guidelines.  

Sources of 
information for the 
indicator 

http://www.indicatorregistry.org/search/apachesolr_search/tb?page=2  
 
Global Fund’s 2009 Monitoring and Evaluation Toolkit 
 
PEPFAR’s 2009 Next Generation Indicators’ Reference Guide 
 
WHO’s 2004 National Guide to Monitoring and Evaluating Programmes for the Prevention of 
HIV in Infants and Young Children 
 
The 2009 joint WHO, PEPFAR, UNAIDS Guide to Monitoring and Evaluation for Collaborative 
TB/HIV Activities 
 
WHO 2011 Guidelines for Intensified Tuberculosis Case-finding and Isoniazid Preventive 
Therapy for People Living with HIV in Resource-constrained Settings 

 
How will data be used? 

 
The main use of this data will be to assess the extent to which an a key element of clinical care is provided.  Such 
data would be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify the definitive definition of this indicator using the UNAIDS indicator registry. 
However, there is a problem because this contains two slightly different definitions, emanating from different 
agencies. This definition cross references these different definitions.  
 
What process has been followed to ensure the technical value of this indicator? 
 
Definitions have been drawn from the UNAIDS Indicator Registry. The indicator has been reviewed twice by an 
Independent Indicator Review Panel. It has also been discussed within STOPAIDS’ Care and Support Thematic 
Group and with a representative of WHO. 
 
What evidence is there that it will be feasible to track this indicator? 
 
53 countries reported on this indicator to WHO in 2011. However, there are concerns about the reliability and 
comparability of this data. In Zambia, it seemed to be feasible for home care programmes to report the proportion 
of their clients who had been screened for TB. 
  
Where is this indicator currently being used? Where has it been field-tested? 
 

http://www.indicatorregistry.org/search/apachesolr_search/tb?page=2
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Data for this indicator was reported to WHO by 53 countries in 2011. In this project, data was prospectively 
reported by one NGO in Zambia based on data from five home care programmes. Rates of TB screening in these 
programmes varied widely from 2 to 95% and were reported to relate to the proximity of the home care 
programme to a TB screening facility.  
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AVAILABILTY OF ANALGESICS 
 
Detailed Description 
 
Title: Availability of analgesics at health facilities 

 
Definition: This indicator identifies which analgesics are available at health facilities, which are currently 

out-of-stock and which have been out-of-stock in the last six months. 
 
The indicator is structured around WHO’s pain ladder which identifies three steps of pain 
management. Step 1 uses non-opioid analgesics. Step 2 uses mild opioids. Step 3 uses strong 
opioids. Adjuvants can be used at any of the three steps. To collect data for this indicator, a 
list should be compiled of all drugs in each of the following categories that would be 
expected to be available at health facilities (i) non-opioid analgesics; (ii) mild opioids; (iii) 
strong opioids; and (iv) adjuvants. These medicines should be on the Essential Medicine List 
of the country in question. 
 
For each of the identified drugs, the health facility is asked if the drug is available and if it 
has been continuously available over the last six months. 
 

Purpose and 
rationale 

The main reason for including this indicator is that pain is an under-recognised and under-
treated symptom among PLHIV. Effective treatment of pain is only possible if an appropriate 
range of analgesics is available. 
 
However, the extent to which pain is a major symptom among PLHIV is contested so the 
evidence is presented in some detail here. 
 
PLHIV experience significant levels of pain 
 
Two thirds of adults with HIV in the USA in 2004 reported experiencing pain in the last four 
weeks. Other studies estimate the prevalence of pain among people living with HIV at 
between 30-90%. In 2009, a study of 339 women with CD4 counts below or equal to 200 
found that more than half had experienced pain for six or more days in the last six months. A 
study, published in the British Medical Journal (BMJ), reported that, in France, 30% of 
outpatients with HIV and 62% of inpatients with HIV complained of pain. 
 
Pain is under-recognised and under-treated in PLHIV 
 
For example, in the BMJ study of PLHIV in France, only 43% of those with pain were treated 
with analgesics. Reasons for such under-recognition and under-treatment are reported to 
include the lack of standard tools to assess pain; lack of agreed treatment regimens for pain 
in PLHIV; reluctance to prescribe opioids; inadequate education of health staff about 
analgesics; and community myths about morphine. 
 
PLHIV often use complementary and alternative medicines to manage their pain 
 
More than half of PLHIV in the USA, in 2005, reported using complementary and alternative 
medicines, such as herbal remedies, for pain. 
 
PLHIV experience pain for a variety of reasons 
 
Pain may be related directly to HIV, e.g. peripheral neuropathy or may relate to 
opportunistic infections or associated cancers. It may also occur unrelated to HIV or may be 
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related to HIV treatment. Effective management of pain in PLHIV involves assessing the site 
and severity of pain. 
 
Pain is more severe and more frequent among PLHIV with more advanced HIV disease 
 
Pain severity and frequency in PLHIV are associated with lower CD4 count; higher viral load; 
clinical AIDS; and duration of clinical AIDS. 
 
Pain affects PLHIV’s quality of life 
 
Pain affects the occupational and social functioning of people living with HIV. The experience 
of pain has significant negative effects on the health-related quality of life of PLHIV. 
Experiences of pain in PLHIV are associated with mental illness, such as depression and 
anxiety. 
 

Method of 
measurement 

Data is collected by interviewing a representative of the health facility that has responsibility 
for management of medicines, e.g. a pharmacist. Alternatively, this data could be collected 
through a regular questionnaire – perhaps annually.  
 

Measurement 
frequency 

Irregular – special study 
 
 

Disaggregation No specific disaggregation of data has been identified. Data could be disaggregated by type 
and location of health facility. 
 

Interpretation Assuming a definitive list of what analgesics should be available can be compiled, 
interpretation of the data is relatively straightforward where stockouts are reported. 
However, understanding the reasons for the stockouts may require further qualitative 
questioning. 
 

Strengths This indicator will give an indication of the types of analgesics available nationally and in 
individual health facilities.  
 

Weaknesses Requires a special survey. Shortages of a medicine may occur without there being stockouts. 
 

Sources of 
information for the 
indicator 

see http://www.who.int/cancer/palliative/painladder/en/ 

 
How will data be used? 

 
The main use of this data will be to assess the extent to which analgesics for different steps of the WHO pain 
ladder are available.  Such data could be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify indicators of pain management used by organisations providing palliative care. 
However, it proved difficult to identify definitive indicators. This indicator is a slightly modified version of an 
indicator proposed for testing (see Table 4). However, that indicator focused on three drugs only – aspirin, codeine 
and morphine and also focused on the last month only. Testing demonstrated that it was more relevant in some 

http://www.who.int/cancer/palliative/painladder/en/
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countries, e.g. South Africa, to enquire about a broader rnage of medicines and to examine the issue of stockouts 
over a period longer than one month. 
 
What process has been followed to ensure the technical value of this indicator? 
 
Candidate indicators were proposed by members of STOPAIDS Care and Support Thematic Group with experience 
of pain management and palliative care.This indicator has been prospectively tested in both South Africa and 
Zambia. The indicator has been reviewed twice by an Independent Indicator Review Panel. It has also been 
discussed within STOPAIDS’ Care and Support Thematic Group. 
 
What evidence is there that it will be feasible to track this indicator? 
 
It is unclear the extent to which this indicator could be tracked routinely. However, it proved possible to measure 
this indicator through a focused special study. Although this used medical students in South Africa, it could, for 
example, be done through a supervisory visit to a health facility. 
  
Where is this indicator currently being used? Where has it been field-tested? 
 
This indicator is not currently being used. In this project, the indicator was piloted in two hospitals in Zambia and in 
four clinics in South Africa. The indicator showed that there was a problem of availability of mild opioids and 
morphine in at least one hospital in Zambia. It also showed that there had been a national shortage of Diclofenac 
in South Africa. The approach of interviewing pharmacists also identified other problems, such as inappropriate 
restrictions on who can prescribe mild and strong opioids in one clinic in South Africa. 
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ASSESSMENT AND MANAGEMENT OF PAIN AMONG PEOPLE LIVING WITH HIV 
 
Detailed Description 
 
Title: Number and percentage of people living with HIV who had their pain assessed and 

managed. 
 

Definition: This indicator records the number and percentage of people living with HIV who had their 
pain assessed and managed. 
 
For the purpose of this indicator: 
 

 Pain refers to the unpleasant sensory and emotional experience described by the 
patient as pain. 

 

 Pain assessment refers to the evaluation of the reported pain and the factors that 
alleviate or exacerbate it, as well as the response to treatment of pain. It requires 
detailed description of pain and the response to treatment – pharmacological and 
non-pharmacological measures. 

 
For each identified client, the following questions need to be answered for the previous six 
months. 
 

 Was the person asked if they have had any pain? 
 

 If yes... 
 
o Were they asked about 
 

- The site of pain? 
- The quality of pain? 
- Any radiation of the pain? 
- The severity of pain? 
- When the pain started? How long the person has been experiencing 

pain? 
- Any factors (including medicines) which make the pain better or 

worse? 
 

 Has the cause of pain been diagnosed? 
 

 Has the person been given any analgesics over the last six months? If yes, please 
document which analgesics were prescribed. 

 
Purpose and 
rationale 

The main reason for including this indicator is that pain is an under-recognised and under-
treated symptom among PLHIV. Effective treatment of pain requires proper assessment of 
pain among PLHIV and appropriate management measures.. 
 
However, the extent to which pain is a major symptom among PLHIV is contested so the 
evidence is presented in some detail here. 
 
PLHIV experience significant levels of pain 
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Two thirds of adults with HIV in the USA in 2004 reported experiencing pain in the last four 
weeks. Other studies estimate the prevalence of pain among people living with HIV at 
between 30-90%. In 2009, a study of 339 women with CD4 counts below or equal to 200 
found that more than half had experienced pain for six or more days in the last six months. A 
study, published in the British Medical Journal (BMJ), reported that, in France, 30% of 
outpatients with HIV and 62% of inpatients with HIV complained of pain. 
 
Pain is under-recognised and under-treated in PLHIV 
 
For example, in the BMJ study of PLHIV in France, only 43% of those with pain were treated 
with analgesics. Reasons for such under-recognition and under-treatment are reported to 
include the lack of standard tools to assess pain; lack of agreed treatment regimens for pain 
in PLHIV; reluctance to prescribe opioids; inadequate education of health staff about 
analgesics; and community myths about morphine. 
 
PLHIV often use complementary and alternative medicines to manage their pain 
 
More than half of PLHIV in the USA, in 2005, reported using complementary and alternative 
medicines, such as herbal remedies, for pain. 
 
PLHIV experience pain for a variety of reasons 
 
Pain may be related directly to HIV, e.g. peripheral neuropathy or may relate to 
opportunistic infections or associated cancers. It may also occur unrelated to HIV or may be 
related to HIV treatment. Effective management of pain in PLHIV involves assessing the site 
and severity of pain. 
 
Pain is more severe and more frequent among PLHIV with more advanced HIV disease 
 
Pain severity and frequency in PLHIV are associated with lower CD4 count; higher viral load; 
clinical AIDS; and duration of clinical AIDS. 
 
Pain affects PLHIV’s quality of life 
 
Pain affects the occupational and social functioning of people living with HIV. The experience 
of pain has significant negative effects on the health-related quality of life of PLHIV. 
Experiences of pain in PLHIV are associated with mental illness, such as depression and 
anxiety. 
 

Method of 
measurement 

Currently, collecting this data would require a special survey, e.g. of 100 clients within a 
particular health facility. Data could be collected in a variety of different ways including: 
 

 Retrospective review of patient records. This was the method used in the South 
African pilot study described below. The main advantage of this approach is that it is 
relatively low cost and limited effort. But, it relies heavily on the quality of existing 
patient documentation. 
 

 Conducting interviews with clients and/or health workers. This would require more 
time and effort but might yield more accurate and reliable information, particularly 
if client and health worker interviews were both conducted and combined with 
review of patient documentation. 
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 Direct observation of client consultations. 
 

Measurement 
frequency 

Irregular – special study 
 
 

Disaggregation By gender and age group (0-10; 11-20; 21-30; 31-40; 41-50; 51-60; 61-70) 
 

Interpretation Where data is collected from record review, it is difficult to interpret whether findings 
reflect actual practice or just the documentation of that practice. However, data gathered 
will give information into whether PLHIV are asked about pain and how thorough any 
assessment of reported pain is. It will also provide information into how well management 
of pain corresponds to these pain assessments. 
 

Strengths This indicator will give an indication of the extent to which the assessment and management 
of pain among PLHIV is appropriate.  
 

Weaknesses Requires a special survey with review of patient records and/or interviews with 
clients/health workers. If based on record review, the data depends heavily on the quality of 
those documents.  
 

Sources of 
information for the 
indicator 

 

 
How will data be used? 

 
The main use of this data will be to assess the extent to which PLHIV are assessed and treated for pain.  Such data 
could be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify indicators of pain management used by organisations providing palliative care. 
However, it proved difficult to identify definitive indicators. This indicator is a slightly modified version of an 
indicator proposed for testing (see Table 4). However, that indicator focused on the concept of an ‘impeccable’ 
pain assessment. The testing process identified significant confusion about this term so it has been dropped. 
 
What process has been followed to ensure the technical value of this indicator? 
 
Candidate indicators were proposed by members of STOPAIDS’ Care and Support Thematic Group with experience 
of pain management and palliative care.This indicator has been prospectively tested in both South Africa and 
Zambia. The indicator has been reviewed twice by an Independent Indicator Review Panel. It has also been 
discussed within STOPAIDS’ Care and Support Thematic Group. 
 
What evidence is there that it will be feasible to track this indicator? 
 
It is unclear the extent to which this indicator could be tracked routinely. It would require a special study with 
either review of patient records and/or interviews with clients/health workers. It proved possible to measure this 
indicator through a focused special study conducted by medical students in South Africa. 
  
Where is this indicator currently being used? Where has it been field-tested? 
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This indicator does not currently appear to be being used. In this project, the indicator was piloted in four ART 
clinics in Cape Town, South Africa. The indicator showed that between a quarter and a half of PLHIV receiving ART 
had had a documented pain assessment. There was some disconnect between such pain assessments and 
treatment with analgesics. For example, some people with documented pain did not appear to receive analgesics 
while some without a documented pain assessment did. Overall, recording of the detail of pain assessment was 
considered poor. Site of pain and diagnosis of its cause were more often recorded than quality, radiation or 
severity of pain or response of pain to treatment. 



 

117 
 

PARTICIPATION OF PEOPLE LIVING WITH HIV IN SUPPORT GROUPS 
 
Detailed Description 
 
Title: Number and percentage of people living with HIV in support groups. 

 
Definition: This indicator records the number and percentage of people living with HIV who are in 

support groups. 
 
In order to measure this indicator, there will need to be a working definition of ‘support 
group’. Consultations in South Africa have shown that there are a very wide range of support 
groups including support groups that meet in a clinic; support groups that meet in a church; 
student groups on a campus; gatherings in houses; informal support groups; letter writing 
and telephone networks; and buddy systems. In practice, it will probably be easier to track 
membership of the more formal support groups, e.g. those affiliated to a national network 
of people living with HIV. 
 

Purpose and 
rationale 

The main reason for including this indicator is to gain an understanding of the provision of 
psychosocial support to PLHIV through being a member of a support group. 
 

Method of 
measurement 

Through programme reports from a national network of people living with HIV. 
 

Numerator: Number of people living with HIV who are members of a support group 
 
Denominator: Estimated/known number of people living with HIV nationally 
 

Measurement 
frequency 

Quarterly 
 

Disaggregation By gender and age. 
 

Interpretation In order to aid interpretation, it would be helpful to understand what being a member of a 
support group involves. Does this include all those ever registered or does it require a 
minimum level of engagement or involvement? In order to intepret the data, it is helpful to 
have a denominator. This could be the number of people known to be living with HIV or 
could be the estimated number. Whichever number is used, it is unlikely that the percentage 
of PLHIV in support groups would ever be expected to reach 100% as not all PLHIV would 
need services offered by support groups. 
 

Strengths This indicator will give an indication of the extent to which PLHIV are receiving psychosocial 
support through support groups. It should be relatively easy to measure and report this 
data.  
 

Weaknesses The figure alone gives little information about the nature of psychosocial support received 
by PLHIV through support groups. PLHIV may be members of support groups for other 
reasons apart from receiving psychosocial support. Numbers reported by national networks 
may not be independently verified. There are incentives for national networks to maximise 
their reported membership. 
 

Sources of 
information for the 
indicator 

 



 

118 
 

 
How will data be used? 

 
The main use of this data will be to assess the extent to which PLHIV receive psychosocial support through being 
members of support groups.  Such data could be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify indicators of psychosocial support for PLHIV through consulting members of 
STOPAIDS’ Thematic Group on care and support, in general, and networks of PLHIV, in particular. This indicator is 
based on data currently tracked and reported by national networks of PLHIV, e.g. in Zambia. 
 
What process has been followed to ensure the technical value of this indicator? 
 
Candidate indicators were proposed by members of STOPAIDS’ Care and Support Thematic Group.This indicator 
has been prospectively tested in Zambia. The indicator has been reviewed twice by an Independent Indicator 
Review Panel. It has also been discussed within STOPAIDS’ Care and Support Thematic Group. 
 
What evidence is there that it will be feasible to track this indicator? 
 
This indicator could be tracked routinely as it utilises data that would be available to a national network of PLHIV. It 
proved possible for ZNP+ to report this indicator in Zambia. 
  
Where is this indicator currently being used? Where has it been field-tested? 
 
This indicator is currently tracked by national networks of PLHIV, e.g. ZNP+ in Zambia. Based on data reported in 
Zambia, it appears that around 12% of the estimated 970,000 PLHIV in Zambia are members of support groups 
affiliated to ZNP+. 
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NUMBER/PERCENTAGE OF PEOPLE LIVING WITH HIV IN EMPLOYMENT 
 
Detailed Description 
 
Title: Number and percentage of people living with HIV in employment. 

 
Definition: This indicator records the number and percentage of people living with HIV who have been 

employed within the last six months. 
 

Purpose and 
rationale 

The main reason for including this indicator is to gain an understanding of the extent to 
which PLHIV are in employment in comparions to the general population. 
 

Method of 
measurement 

This data is available through Demographic Health Surveys (DHS) that include HIV testing. 
The DHS includes questions about emplyoment status over the last 12 months and this can 
be correlated with HIV status. However, those who are HIV positive includes those who do 
not yet know their status. 

 
Measurement 
frequency 

Every five years 
 

Disaggregation By gender. 
 

Interpretation This data would allow comparison of employment status between PLHIV and the enitre 
population within a representative sample of the population. It is important to understand 
that those who are HIV positive includes those who do not know their status. As a result, this 
approach differs from one which might assess employment status among those who know 
their HIV status and/or those who have experienced clinical symptoms as a result of HIV. 
 

Strengths This indicator is readily available from existing data in countries that conduct a DHS with HIV 
testing.  
 

Weaknesses This indicator requires a DHS with HIV testing. As a result, it will only be available every five 
years or so and only in those countries which conduct a DHS with HIV testing. Because the 
indicator includes PLHIV who do not know their HIV status, this indicator may overlook 
reduced employment opportunities among people known to have HIV either as a result of 
poor health and/or discrimination in the workplace. 
 

Sources of 
information for the 
indicator 

http://www.measuredhs.com/What-We-Do/Survey-Types/DHS.cfm  

 
How will data be used? 

 
The main use of this data will be to assess the extent to which people living with HIV are in employment as 
compared to the population overall.  Such data could be useful for national governments and civil society 
organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
This indicator is based on data currently gathered through Demographic Health Surveys. 
 
  

http://www.measuredhs.com/What-We-Do/Survey-Types/DHS.cfm
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What process has been followed to ensure the technical value of this indicator? 
 
The technical value of this indictor is strong as it is based on existing data gathered through Demographic Health 
Surveys. 
 
What evidence is there that it will be feasible to track this indicator? 
 
This indicator uses existing DHS data. It is reported that relevant data is currently available from around 30 
countries. 
  
Where is this indicator currently being used? Where has it been field-tested? 
 
It is reported that Demographic Health Surveys with HIV testing have been conducted in around 30 countries. In 
the retrospective part of this project, data was reviewed for six African countries – Kenya, Lesotho, Malawi, 
Mozambique, Swaziland and Zambia. This showed little, if any, difference between the employment status of 
PLHIV and the population as a whole. This finding is at variance with other studies, e.g. from Spain, which showed 
employment probability is lower among people living with HIV than among others and that employment 
probability is further reduced among symptomatic HIV patients and among those with AIDS. A key issue with the 
DHS data is that includes people with HIV who have not yet been diagnosed.  
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EXTERNAL ECONOMIC SUPPORT TO THE POOREST HOUSEHOLDS 
 
Detailed Description 
 
Title: Proportion of the poorest households who received external economic support in the last 3 

months 
 

 This is an existing and unchanged indicator within the Global AIDS Response Progress 
Reporting dataset. It is described as Indicator 7.4 on pp 89-91 of the UNAIDS guidelines. See  
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC221
5_Global_AIDS_Response_Progress_Reporting_en.pdf  

 
How will data be used? 

 
The main use of this data will be to assess the extent to which the poorest households in a country receive external 
economic support.  Such data could be useful for national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
This indicator is an existing indicator within the Global AIDS Response Progress Reporting dataset. 
 
What process has been followed to ensure the technical value of this indicator? 
 
The technical value of this indicator is assumed to be strong as it is an existing indicator within the Global AIDS 
Response Progress Reporting dataset. 
 
What evidence is there that it will be feasible to track this indicator? 
 
This is unclear. The UNAIDS report on the Global AIDS Epidemic 2012 (see 
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAI
DS_Global_Report_2012_en.pdf) does not appear to refer to this indicator nor provide information on how many 
countries reported data for it.  
  
Where is this indicator currently being used? Where has it been field-tested? 
 
This indicator is an existing indicator within the Global AIDS Response Progress Reporting dataset. 
  

http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAIDS_Global_Report_2012_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAIDS_Global_Report_2012_en.pdf
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PROVISION OF THERAPEUTIC OR SUPPLEMENTARY FOOD TO UNDERNOURISHED PLHIV 
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UNDERNUTRITION AMONG PLHIV 
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PREVALENCE OF RECENT INTIMATE PARTNER VIOLENCE 
 
Detailed Description 
 
Title: Proportion of ever-married or partnered women aged 15-49 who experienced physical or 

sexual violence from a male intimate partner in the past 12 months. 
 

 This is a new indicator within the Global AIDS Response Progress Reporting dataset. It is 
described as Indicator 7.2 on pp 84-86 of the UNAIDS guidelines. See  
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC221
5_Global_AIDS_Response_Progress_Reporting_en.pdf  

 
How will data be used? 

 
The main use of this data will be to assess the extent to which women have experienced violence from an intimate 
male partner in the last 12 months.  Such data could be useful for national governments and civil society 
organisations. 
 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
This indicator is an existing indicator within the Global AIDS Response Progress Reporting dataset. 
 
What process has been followed to ensure the technical value of this indicator? 
 
The technical value of this indicator is assumed to be strong as it is an existing indicator within the Global AIDS 
Response Progress Reporting dataset. 

 
What evidence is there that it will be feasible to track this indicator? 
 
Multiple countries reported on this indicator in the last round of Global AIDS Response Progress Reporting (see 
Figure 7.4, p74 in the UNAIDS report on the Global AIDS Epidemic 2012 see 
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAI
DS_Global_Report_2012_en.pdf).  
  
Where is this indicator currently being used? Where has it been field-tested? 
 
This indicator is an existing indicator within the Global AIDS Response Progress Reporting dataset. As part of the 
retrospective element of this project, data for this indicator was collected from the narrative reports from 11 
countries – Botswana, Ghana, Kenya, Lesotho, Malawi, Mozambique, Namibia, South Africa, Swaziland, Tanzania 
and Zambia. In addition to quantitative data, these reports included useful qualitative data about experiences of 
intimate partner violence in these countries. 
  

http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAIDS_Global_Report_2012_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/gr2012/20121120_UNAIDS_Global_Report_2012_en.pdf
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CARE AND SUPPORT ELEMENTS OF THE NATIONAL COMMITMENTS AND POLICIES INSTRUMENT (NCPI) 
 
Detailed Description 
 
Title: National Commitments and Policies Instrument: findings relevant to care and support 

services for people living with HIV (PLHIV) and orphans and vulnerable children (OVC) 
 

Definition: This indicator is a sub-set of the existing AIDS spending indicator that is part of the indicator 
set (#7.1) for Global AIDS Response Progress Reporting. Full details of this indicator are 
avilable in the guidelines for Global AIDS Response Progress Reporting (see 
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC221
5_Global_AIDS_Response_Progress_Reporting_en.pdf) 
 
Details of the questions from the NCPI of relevance to care and support are presented in 
Annex 4 of this report. They cover three main areas: 
 

 The country’s legal and human rights environment 

 The provision of care and support services for people living with HIV 

 The provision of services for orphans and vulnerable chidlren 
 

Purpose and 
rationale 

To allow analysis of the legal and human rights environment in which care and support 
services are provided and to provide insight into perceptions about the nature of care and 
support services provided to PLHIV and OVC. 
 

Method of 
measurement 

See description of NCPI 
 
 

Measurement 
frequency 

Every two years 
 
 

Disaggregation Not described 
 

Interpretation NCPI responses provide a rich dataset which allows analysis of care and support services and 
the legal and human rights environment in which they are provided. 
 

Strengths Data is readily available from 160 countries from the UNAIDS website. See 
http://www.unaids.org/en/dataanalysis/knowyourresponse/ncpi/2012countries/ Date 
reflects both government and civil society responses. 
 

Weaknesses There are some differences between the questions asked to government and to civil society. 
NCPI questions have been modified over time meaning that comparisons between years are 
more difficult.  
 

Sources of 
information for the 
indicator 

The main sources of information and data about NCPI are presented above.  

 

http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/document/2011/JC2215_Global_AIDS_Response_Progress_Reporting_en.pdf
http://www.unaids.org/en/dataanalysis/knowyourresponse/ncpi/2012countries/
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How will data be used? 

Data can be used to analyse the legal and human rights environment in which national HIV responses are provided. 
Data also gives valuable insights into the perceptions of government and civil society of care and support services 
provided to PLHIV and OVC. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
This is not a new indicator but is a sub-analysis of an existing indicator that is within the set for Global AIDS 
Response Progress Reporting. As a result, it is fully harmonised with that process. 
 
What process has been followed to ensure the technical value of this indicator? 
 
As this indicator is a sub-analysis of the NCPI, its technical value is the same as for that indicator. 
 
What evidence is there that it will be feasible to track this indicator? 
 
Essentially, the data is being collected and is freely available on the UNAIDS website. Country response rate to the 
NCPI is very high. The only resources needed are the skills and time to conduct the sub-analysis. The piloting 
process conducted by STOPAIDS has demonstrated that it is feasible to do this analysis. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
Currently, data is available on the UNAIDS website for 160 countries. As part of this project, this care and support 
sub-analysis was done for 11 African countries – Botswana, Ghana, Kenya, Lesotho. Malawi, Mozambique, 
Namibia, South Africa, Swaziland, Tanzania and Zambia. Summary findings were that: 
 

 All countries had a wide range of policies in place related to HIV care and support.  However, there were 
some blind spots in most countries in terms of restrictive laws and policies relating to some key 
populations, particularly men who have sex with men.  
 

 There was a gap between having human rights policies in place and ensuring these were implemented. For 
example, when asked to rank policies, laws and regulations and their implementation on a ten point scale, 
civil society respondents gave an average ranking of 6.60 and 5.22 respectively in 2012 (as compared to 
5.64 and 4.45 in 2010). Although most countries had independent national institutions for the promotion 
and protection of human rights, very few had performance indicators or benchmarks for human rights. 

 

 There was variation in the availability of key care and support services across countries, by year and by 
respondent. Overall, services that were commonly available included HIV testing and counselling for TB 
patients and Cotrimoxazole prophylaxis for people living with HIV. Services that were less commonly 
available included nutritional support for people receiving ART, psychosocial support for PLHIV and their 
families and HIV care and support in the workplace. 

 

 On average, reported coverage for OVC programmes was around 40%, although there was wide inter-
country variation, e.g. between 7 and 95% for government respondents in 2010. 
 

 Average ranking on a ten point scale for provision of HIV-related care and support rose slightly from 2010 
to 2012 for both government (7.82 in 2010 to 8.00 in 2012) and civil society respondents (7.50 in 2010 to 
7.60 in 2012). 

 

 Average ranking on a ten point scale for provision of OVC services fell slightly from 2010 to 2012 for both 
government (6.80 in 2010 to 6.56 in 2012) and civil society respondents (6.50 in 2010 to 6.40 in 2012). 
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QUALITY OF LIFE OF PEOPLE LIVING WITH HIV (PLHIV) AND ORPHANS AND VULNERABLE CHILDREN (OVC) 
 
Detailed Description 
 
Title: Quality of Life of PLHIV and OVC 

 
Definition: This is not an indicator as such but consists of a questionnaire administered to PLHIV and 

OVC which assess their quality of life.  
 
Many different questionnaires of this nature are available. Four options include: 
 

 EQ-5D 

 WHO-QOL 

 The CAFOD batteries tool 

 The African Palliative Outcome Score (APCAPOS) 
 

Purpose and 
rationale 

To provide information on the quality of life of PLHIV and OVC.  
 

Method of 
measurement 

Data is collected by clients completing a questionnaire. This could be done by the caregiver 
themselves or by an interviewer. The method of selection of clients would depend on the 
precise purpose of the process. If this process was done nationally, there would be a need 
for a nationally-representative sample. However, the process could also be useful for a 
particular organisation or programme. 
 

Measurement 
frequency 

Depends on purpose – perhaps every five years 
 
 

Disaggregation No specific disaggregation of data has been identified. Disaggregated data by sex and by age 
bands (<25; >25) could be requested.  
 

Interpretation Interpretation of this data would require a mix of quantitative and qualitative approaches 
and would depend on which tool was used. 
 

Strengths A questionnaire of this nature would provide information about the ultimate purpose of care 
and support programmes. 
 

Weaknesses This would require a special survey among PLHIV/OVC. 
 

Sources of 
information for the 
indicator 

http://www.euroqol.org/ 
 
Robberstad, B and Olsen, J.A. (2010) The Health-related Quality of Life of People Living with 
HIV/AIDS in Sub-Saharan Africa: A Literature Review and Focus Group Study See 
http://www.resource-allocation.com/content/8/1/5 
 
http://www.who.int/mental_health/publications/whoqol/en/  
 
For a specific description of WHOQOL BREF see 
http://www.who.int/substance_abuse/research_tools/en/english_whoqol.pdf 
 
Rüütel, K. (2009) HIV Epidemic in Estonia: Injecting Drug Use and Quality of Life of People 
Living with HIV Doctorate Dissertation, Tartu University Press, 162;  
 

http://www.euroqol.org/
http://www.resource-allocation.com/content/8/1/5
http://www.who.int/mental_health/publications/whoqol/en/
http://www.who.int/substance_abuse/research_tools/en/english_whoqol.pdf
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Rüütel, K., Uusküla, A., Minossenko, A. and Loit, H-M. (2008) Quality of Life of People Living 
with HIV and AIDS in Estonia Central European Journal of Public Health 2008; 16(3), pp111-
115;  
 
Rüütel, K., Pisarev, H., Loit, H-M. and Uusküla, A. (2009) Factors Influencing Quality of Life of 
People Living with HIV in Estonia: A Cross-Sectional Survey Journal of the International AIDS 
Society 2009; 12:13 
 
CAFOD (2010) Assessing the Quality of Life of People Living with and Affected by HIV: A 
Participatory Approach: Batteries Methodology 
 
Drew, R. (2011) Thematic Review: CAFOD’s International Work in HIV-related Care and 
Mitigation 
 
http://www.africanpalliativecare.org/index.php?option=com_content&view=article&id=135
&Itemid=41 
 
Harding, R., Selman, L., Agupio, G., Dinat, N., Downing, J., Gwyther, L., Mashao, T., Mmoledi, 
K., Moll, T., Sebuyira, L.M., Panjatovic, B. and Higginson, I.J. (2010) Validation of a Core 
Outcome Measure for Palliative Care in Africa: the APCA African Palliative Outcome Scale 
Health and Quality of Life Outcomes 2010, 8:10 http://www.hqlo.com/content/8/1/10 

 
How will data be used? 

The main use of this data will be to assess the quality of life of PLHIV and OVC.  Such data would be useful for 
national governments and civil society organisations. 

 
What steps have been taken to ensure this indicator is harmonised with other indicators? 
 
Attempts were made to identify tools/questionnaires that were used to assess quality of life among PLHIV and 
OVC. 
 
What process has been followed to ensure the technical value of this indicator? 
 
All of the tools identified are existing tools which have been used elsewhere for assessing quality of life. 
 
What evidence is there that it will be feasible to track this indicator? 
 
This is currently limited. Clearly, it has been feasible to use each of these tools in different settings. However, it 
proved not to be feasible to use these in the context of this project because of limited resources. 
 
Where is this indicator currently being used? Where has it been field-tested? 
 
The intention of this project was to test and compare these different tools for assessing quality of life. However, 
this was not possible because of limited financial resources. 

 

 
 

http://www.africanpalliativecare.org/index.php?option=com_content&view=article&id=135&Itemid=41
http://www.africanpalliativecare.org/index.php?option=com_content&view=article&id=135&Itemid=41
http://www.hqlo.com/content/8/1/10

