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The Standardized Use of Customized Indicators to 

Improve the Monitoring of Key Populations Clinical 

Cascade 

The LINKAGES project, PEPFAR and USAID’s largest global project dedicated to key populations, has 

developed a set of standardized, custom indicators for the KP clinical cascade. These indicators make it 

more accurately account for the number of key populations living with HIV supported by PEPFAR funds. 

PEPFAR, national government, and civil society organizations use the indicators to support data-based 

decision-making and resource allocation in the effort to control the HIV/AIDS epidemic. 

WHAT WAS THE PROBLEM? 

Key Populations (KP) access services along the cascade through different service delivery mechanisms. 

KPs typically access prevention and testing services though KP specialized non-governmental 

organizations (NGO) service delivery partners, while treatment in the majority of cases can only be 

accessed at government facilities. Despite the fact that these NGOs are often the ones responsible in 

ensuring KPHLIV are enrolled in these clinical services, they are unable to formally report on their 

achievements in advancing antiretroviral therapy (ART) enrollment and retention of KPLHIV within the 

existing PEPFAR MER construct. In the event where PEPFAR partner can report PEPFAR MER clinical 

indicators using KP disaggregations, this often does not take place and the KPs linked are lost within the 

reporting of the general population. While PEPFAR MER indicators are essential in tracking 95-95-95 

progress, they do not capture the broad array of interventions and linkages that are implemented to 

identify HIV positive KPs and ensure that they are enrolled into (and retained on) treatment.  

WHAT IS THE SOLUTION? 

The PEPFAR-funded KP project: Linkages across the Continuum of HIV Services for Key Populations 

Affected by HIV (also known as LINKAGES) rolled out a set of standardized customized indicators along 

the KP cascade in fiscal year 2017 (FY17) to improve the monitoring of these non-clinical based activities 

that are directly improving the engagement of KPLHIV in the cascade (starting mostly in Q4 in Angola, 

ARP, India and Indonesia, with a few exceptions like South Sudan and Haiti which started earlier).  Other 

non-STAR countries (i.e. South Sudan, Malawi, Haiti) that are supported by LINKAGES are also rolling out 

these customized indicators. The customized indicators used to monitor KP program progress along the 

cascade for LINKAGES supported programs are described in Figure 1 below, showing how these standard 

(on x-axis) and custom indicators (in text bubbles) work together to monitor the project’s achievements. 

These custom indicators are not only simple, but they fill gaps that are created if programs only use the 

PEPFAR MER indicators for KP program monitoring.  
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Figure 1: List of custom indicators and their relationship to the cascade 

 

Example:  

When reviewing the PEPFAR MER reported data in the Partner Progress Report (see Figure 2), this 

PEPFAR supported KP program is perceived as a “poor performance” because this program only enrolled 

50 KPLHIV into ART (TX_NEW) at the end of the 6-month period (for an annual target of 505, a 10% 

achievement). 

  

POP SIZE REACH 
(KP_PREV)

TEST 
ELIGIBILITY

TESTED 
(HTS_TST)

HIV POSITIVE 
(HTS_TST_POS)

NEW ON 
TREATMENT 

(TX_NEW)

N
u

m
b

re
 o

f 
K

P
s

Eligible Known positive Recently tested Declined

TX_LINK_NEW

TX_LINK_RETURN

COMM_SUPP_RET

HTS_LINK 

Lost space 



PEPFAR SOLUTIONS 

PLATFORM (BETA) 

Page 3 of 7 
 

Figure 2: FY17 Q2 Performance for IM X in City Y: 

 

However, the inclusion of the customized indicator tracking “HIV positive persons provided with care in 

the community (outside of health facility) to ensure they are linked and retained on ART” (last column 

labeled as “enrolled in community care” in Figure 3) demonstrated that an additional 450 KPLHIV who 

were previously not enrolled in this PEPFAR project were reached and enrolled into their community 

support intervention that ensured their enrollment of ART at the end of the reporting period (490 

KPLHIV enrolled in community care minus 50 TX_NEW).  However, because these 450 individuals were 

not enrolled in PEPFAR-supported facilities for their ART services, they were “left out” in the PEPFAR 

MER-specific clinical cascade.   

Further disaggregation of these KPLHIV who are newly initiated on ART vs. previously lost to follow up 

but are now relinked into treatment (data not shown) are additional recommended indicators listed in 

this solution and could help better delineate the number of KPLHIV who were newly initiated on 

treatment as a result of this type of community support and linkage.   

The use of KP-specific customized indicators can demonstrate more accurately the number of KPLHIV 

PEPFAR is supporting.  But more importantly, customized indicators provide critical information on the 

number of KPLHIV who are captured in the population-specific clinical cascade within the programmatic 

catchment area from the community-perspective—as KP disaggregation in the clinical setting is often 

limited and incomplete. In this specific example, the collection of this customized indicator 

demonstrated that there was a relatively large number of KPLHIV who already knew their status but  
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were not enrolled in clinical services (Figure 3). This information allowed the OU to increase their focus 

and resources on linking known positives into enrollment in the subsequent quarter, and demonstrated 

real-time data use for program improvement. 

 

Figure 3: Inclusion of KPHLIV ART enrollment customized indicator  

 

WHAT WAS THE IMPACT? 

In Thailand, several of these customized indicators will be critical in showing that community-based 

organizations are essential in navigating key populations to obtain early ART, even if they are not 

directly providing it. These “link” indicators will thus better capture actual work performed and 

outcomes. Previous definitions of providing direct ART or TA-assisted ARVT were not appropriate for 

these community-based organizations since their peer navigation leading to ART services did not match 

the indicator definition. The revised customized indicators are more indicative of service provision 

provided by these CSOs. 
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HOW DOES IT WORK? 

INDIVIDUAL LEVEL 

Key field staff from USAID, LINKAGES, and PEPFAR headquarters staff discussed the common gaps 

described in the PEPFAR MER guidance and developed a list of draft customized indicators for countries 

to pilot. Inputs from selected countries (including CSOs serving KPs) were incorporated in terms of utility 

and feasibility of these indicators. The time it required to finalize the customized indicators and 

integrate them into the standard reporting process (including pilot phase) was approximately six 

months.    

The selection of which customized indicator(s) to use or create is contingent on the scope of the existing 

KP program in country. Because PEPFAR MER indicators often do not represent the full scale of the 

package of services provided by KP programs, the following illustrative activities that are performed by 

KP CSOs to improve access and coverage of the KP cascade are often not captured:  

• CSO linkages and referral to clinical services, including testing and ART enrollment 

• KPLHIV case management 

• Adherence support and retention 

• Relinking of LTFU KPLHIV 

Whenever a CSO is conducting individual level activities (i.e. peer outreach worker accompanying a KP to 

a non-PEPFAR supported site for testing and know the KP had received their testing result; or when a 

peer navigator accompanies KPLHIV for monthly ART prescription pick-up) that are directly impacting 

the KP clinical cascade but are not being captured in the PEPFAR MER should consider supplementing 

their program monitoring system with these indicators.   

SYSTEMS AND SERVICES LEVEL  

These indicators provide an inexpensive and simple approach to understanding key populations and 

tracking interventions aimed at identifying KPLHIV and getting them into treatment in the absence of 

direct support to ART programs. They also help fill a gap in understanding the contribution of prevention 

and testing projects to the identification of HIV positive KPs and enrolling them on ART.  When 

appropriate, these indicators can be connected with benchmarks and milestones listed in the FOIT to 

better quantify and describe progress made among KP and their access to clinical services. 

If proven to be useful, these indicators can also be rolled out and be integrated into the national 

reporting system in order to better advocate for resources (improve resource allocation) for community-

based programs serving key populations. 
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PEPFAR OPERATING MODEL 

These indicators were developed in Q4 of FY 17 and are currently being rolled out across LINAKGES 

programs where direct services are being delivered in country (TA-only countries such as the Caribbean 

are excluded from this roll out). They were scaled up relatively quickly across countries as they are 

simple and can be collected with very minor changes to the existing SI tools. 

Data collection for these indicators require minimum effort but produce large returns, as they provide a 

more holistic view of the contribution towards the identification of HIV positive persons and enrollment 

into treatment. These indicators will be collected at the CSO/community level as the interventions 

described are conducted by non-clinical/facility staff. Data collection forms for the CSOs will need to be 

updated to reflect the inclusion of these indicators.   

LOCAL ENVIRONMENT 

The use of customized indicators provides data, which can be used to guide HIV program 

implementation and planning. By using the data staff are able to make more informed decisions 

regarding the scope and content of HIV programs targeting KPs.  In the future, it would also help CSOs 

serving key populations to better advocate for resources for their programs—which are often under-

funded. 

NATIONAL ENVIRONMENT 

No policy changes were needed at this implementation phase, as these indicators are now only being 

collected by KP CSOs supported by LINKAGES (although other CSOs are welcome to adopt this best 

practice and the indicator reference sheets have been disseminated and shared with non-LINKAGES KP 

partners). It is anticipated that the customized indicators will be adopted by other donors, and then 

subsequently by national programs to track the contribution of different implementing agencies. 

SCALE UP 

This intervention is still in the initial stages as these indicators were developed in Q4 of FY 17 and are 

currently being rolled out across LINAKGES. They were scaled up relatively quickly as they are simple and 

can be collected with very minor changes to the existing data management tools. Implementation is 

rather inexpensive, as investment is only needed for adjusting data collection tools to include these 

indicators, and training M&E focal points and program staff to use the indicators. 

In the future, more resources might be needed for advocacy purposes (to scale up to national and GF 

programs) and for the minor modification of existing national data collection tools and national data 

management systems. One potential challenge might be the lack of political will for the national 

government to formally adopt these indicators in settings with a deteriorating enabling environment for 

KP.  
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KP CSOs were eager to champion and adopt this as it was perceived that their work was not being 

recognized or “valued” due to the focus on clinical indicators by both the host country government 

programs and PEPFAR. The recognition of these indicators by the national HIV program may pose a 

challenge in the future, especially in countries were KPs are highly marginalized.   

PEPFAR TEAM INVOLVEMENT 

PEPFAR Team members took the initiative to incorporate these “customized indicators” into their 

POART calls (i.e. South Sudan and Haiti were the pilot indicators were rolled out earlier in FY17) and 

believed that it enabled them to articulate a better “story” of their KP program and what PEPFAR was 

“buying” for their investment in their KP programs. 

IMPLEMENTING PARTNER 

It is relatively easy to incorporate these custom indicators into existing SI systems for IPs.  Projects using 

them have found them to be useful as they help to tell the “whole story” of their programs.  For 

successful implementation, there should be buy-in from staff working at all levels. Prior to 

implementation, staff were sensitized about the utility of the indicators and how they fit into the overall 

cascade. Prior to implementation existing frontline tools should be modified to ensure that the required 

data is collected. After buy-in, scale occurs relatively quickly due to the minimal data collection burden. 

MONITORING 

Newly collected customized indicators were analyzed (i.e. does the new “cascade” mapped with these 

new indicators make sense at the site level?  Or at the aggregated OU level?) and used (i.e. plan to 

incorporate into POART discussions in OUs that have rolled out these indicators).  Minor modifications 

may be needed in the future.  

COST 

Investment needed is generally only for adjusting data collection tools to include these indicators and 

training M&E focal points and program staff to use the indicators.  No retrospective cost analysis was 

conducted for this pilot activity, but it is expected to be an inexpensive intervention.  

 

 


