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Introduction

This report outlines the background, achievements and lessons learned 
during the start up, implementation and close out of the Alliance’s three-year 
United States Agency for International Development (USAID)-funded project, 
Expanding the Role of Networks of People Living with HIV/AIDS in Uganda 
(the Networks Model project). 

The report aims to support learning across the Alliance’s programmes and 
the wider HIV response. We hope the innovative approach of the project, 
and the lessons learned and documented in this report, will be a useful and 
inspirational aid to those working on community responses to HIV in Uganda 
and elsewhere. We also urge donors and policymakers to act on the evidence 
of the success of the Networks Project in realising national targets, and 
increase support for community-led HIV responses that put people living with 
HIV at the heart of project delivery.

NSAs receive their certificates and uniforms © 2009 International HIV/AIDS Alliance in Uganda
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Andre Kaggwa, Secretary of ‘Te Mpauro Talikabe AIDS Group’.  
“Fishermen are nomads. They follow the movement of the fish, and the virus follows along with them.”  
© 2008 Nell Freeman for the Alliance
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Background
Uganda has been one of the countries 
most affected by the HIV epidemic, with a 
prevalence rate of 30% among 15–49 year-
olds in 1999. By 2006 Uganda had made 
impressive progress, with HIV prevalence 
falling dramatically to 6.7%. But with 
increases in HIV incidence between 2003 
and 2005, and HIV prevalence among 
pregnant women levelling off at nearly 7%, 
there was concern of an HIV resurgence. The 
number of people in need of HIV treatment 
was also growing each year and projected 
to far outstrip the capacity of the national 
healthcare system and district governments 
to respond.

Expanding the Role of Networks of People 
Living with HIV/AIDS in Uganda was a three-
year, US$7.6 million USAID-funded project 
in Uganda, implemented by the Alliance 
between July 2006 and July 2009. The 
project’s main objective was to use networks 
of people living with HIV to increase access 
to HIV and wrap-around services. The project 
did this by building the capacity of groups of 
people living with HIV (PLHIV groups) to link 
communities and people living with HIV with 
their local health services. It also gave people 
living with HIV an important role in supporting 
the delivery of HIV services in health facilities 
and the community.

Starting in seven districts of Uganda, the 
project rapidly expanded to cover 40 districts 
nationwide, and was replicated in a further 12 
districts by Alliance partners.

Project achievements
During its three-year life:

•	 The project dramatically increased access 
of people living with HIV to prevention, 
care, treatment and support services. Over 
1.3 million people accessed HIV services 
through the project. 

Executive summary

•	 The project improved access of people 
living with HIV and their families to other 
wrap-around services. It referred 19,832 
orphans and vulnerable children for wrap-
around services, and more than 2,200 
orphans and vulnerable children were 
identified and registered through the 
project for direct food, education, care and 
psychosocial support. 

•	 The project strengthened the organisational 
capacity of networks and PLHIV groups. It 
provided training to 120 PLHIV groups and, 
through the project’s model of network 
clusters, this training was passed on by 
these lead groups to another 630 groups. 
Over 1,300 people living with HIV were also 
trained as Network Support Agents (NSAs), 
providing community- and health facility-
based HIV service support. 

•	 The project empowered and trained 
people living with HIV to deliver services 
themselves, and ensured their involvement 
in management and policymaking at a 
national level. The project has been a rare 
example of putting the widely endorsed 
principles of greater and meaningful 
involvement of people living with HIV into 
practice in a systematic manner and on a 
countrywide basis.

Lessons and 
recommendations
•	 The project demonstrates that by putting 

people living with HIV and communities 
at the heart of project delivery you can 
achieve rapid scale-up and national impact 
on universal access targets. 

•	 Communities can play a critical role in 
supporting and strengthening health 
systems by providing skilled people able to 
carry out essential healthcare tasks. 

•	 Building the capacity of PLHIV groups (a 
type of civil society organisation) was a 
fundamental requirement for the project’s 
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success, rapid scale-up and impact. 
Support for this and other types of civil 
society strengthening is critical to sustain 
successful HIV responses.

•	 The Networks Model, which underpinned 
the whole project, is an effective way to 
implement and build a lead role for people 
living with HIV in tackling the HIV response.

•	 The success of the project showed to 
people living with HIV and communities 
throughout Uganda the important role they 
play in increasing access to services and 
achieving national targets, as well as in 
service delivery. 

•	 The work of the NSAs in particular shows 
that by strengthening links and referrals 
between health services, it is possible to 
rapidly increase access to HIV, sexual and 
reproductive health, tuberculosis (TB), and 
other health and wrap-around support 
services.

•	 The project demonstrates that recruiting 
people living with HIV as lay counsellors 
can dramatically increase adherence to 
antiretroviral and TB treatment. Providing 
better support for treatment also improves 
uptake of testing and HIV prevention 
services. 

•	 Creating positive role models through 
NSAs, who also rolled out stigma training 
and community activities, is an effective 
way of breaking down HIV stigma and 
discrimination. 

•	 Evidence from the project also highlights 
weaknesses in the Ugandan response that 
need to be urgently addressed:

> Regular stock shortages of 
antiretrovirals (ARVs), Septrin and drugs 
for TB treatment threaten to undermine 
the increased demand for treatment, 
and increase drug resistance.

> Services for orphans and vulnerable 
children (OVC) are under-developed in 

most areas, limiting the value of referral 
systems.

> There is a shortage of human capacity 
and resources across the health 
system to deal with the real needs 
and demands for HIV and other health 
services that the project has highlighted. 
Greater investment in health systems 
strengthening, HIV and community 
responses needs to be a priority. 

•	 A number of issues were also highlighted 
for future Alliance programming:

> New demands generated by successful 
community mobilisation and involvement 
of people living with HIV can cause 
programme capacity issues. Similar 
projects in the future should plan for 
a rapid increase in demand, and work 
with government and non-governmental 
organisation (NGO) partners to prepare 
for it.

> New projects should ensure that 
effective data collection systems are in 
place from the start, with appropriate 
emphasis on qualitative and quantitative 
data. 

> There is an important advocacy role for 
people living with HIV at the district level 
to maintain links and partnerships with 
district health officers, among others. 
These are important to ensure ongoing 
success. 

> Rapid project expansion stretches 
human and financial resources and 
can threaten to compromise the quality 
and consolidation of a project. Careful 
consideration needs to be given 
to balance the competing goals of 
expansion and quality. 
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Conclusion
There is convincing evidence from the Networks Project of the need for and effectiveness of 

investing in community HIV responses led by people living with HIV. It is disappointing that 

despite the strong evidence of project success, USAID funding for the Networks Project has  

not continued.

International donors and the Government of Uganda need to act soon to follow up the 
achievements of the Networks Project, otherwise the human capacity built by the project is in 
danger of being lost. NSAs have been one of the most successful components of the project, 
with over 1,300 working in health facilities by the end of the project. But without continued 
financial and personal support it will be hard for this group of NSAs to survive – with a 
detrimental impact on community cohesion and the loss of an important support pillar for  
over-stretched health workers.

Peter Lugudde, the head of a child headed household, Bugolobe Village, Uganda © 2008 Nell Freeman for the Alliance
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2: History

1.1 HIV in Uganda 
The first clinical case of AIDS in Uganda 
was reported in 1982. By the end of 2005 
an estimated 2 million Ugandans had been 
infected with HIV. Of these, approximately  
1 million were still living with HIV, and almost  
1 million had died from AIDS-related illnesses.1 

In the 1990s Uganda was one of the 
countries most affected by the HIV 
epidemic, with a prevalence rate of 30% 
among 15–49 year-olds in 1999. By 2006 
Uganda had made impressive progress, 
with HIV prevalence falling dramatically to a 
reported 6.7%. HIV prevalence among key 
populations, such as sex workers, men who 
have sex with men, and drug users, was also 
reported to have fallen, from 35% in 1999 to 
between 12% and 15% in 2003. 

Despite these reassuring trends, a 
resurgence of the HIV epidemic could (and 
still cannot) be ruled out. In 2006 the Uganda 
AIDS Commission (UAC) reported increases 
in HIV incidence from 70,000 cases in 2003 
to 130,000 cases in 2005. Reductions in 
HIV prevalence had also levelled off among 
pregnant women, remaining at 6.5% since 
2000. Transmission rates were also shifting 
from youth to adults aged 30–40, with HIV 
prevalence at 6.4% within the latter age 
group.

UAC also estimated in 2006 that more than 
70% of people infected with HIV did not 
know their HIV status, and only 23% of the 
population had access to HIV counselling 
and testing (HCT) services.2

Although 42% of those in need of 
antiretroviral treatment (ART) received it in 
2005, the number of people in need was 
continuing to grow each year and was 
projected to reach 238,000 in 2012 – far 
outstripping the capacity of the national 
healthcare system and district government 
to respond. The number of Ugandans living 
with HIV was also estimated to increase to 
1.3 million by 2012 and possibly 1.7 million 
in 2020. If these trends continued and the 
HIV response weakened, the numbers of new 
cases of HIV, people living with HIV, people 
needing ART, and deaths due to AIDS-related 
illnesses would all increase significantly.

1.2 The needs of the HIV 
response
There was a pressing need to reinforce and 

sustain successful HIV efforts and to mount 

new and better-coordinated approaches 

to a changing HIV epidemic. By 2006, with 

support from the donor community, both 

the Government of Uganda and its diverse 

civil society partners had already mounted 

an impressive range of prevention, care, 

support and treatment initiatives reaching a 

large number of vulnerable people, including 

those already living with HIV. For six years up 

to 2006, the Ugandan government had been 

increasingly integrating care and treatment 

services into what was formerly a prevention-

focused national programme.

However, despite these efforts, and an 
increase in availability and access to HIV 
care and treatment services, there were still 

Section 1

History and 
background



THE NETWORKS PROJECT (2006–2009): PROJECT-END REPORT 8 International HIV/AIDS Alliance

many challenges for the HIV response in 
Uganda. Many people who needed services 
were still not accessing them due to a lack 
of awareness of where and how they could 
do this, ignorance of their HIV status, long 
distances to ART sites, lack of money to pay 
for health services, and fear of stigma and 
discrimination.

The Uganda HIV/AIDS Sero-Behavioural 
Survey 2004-053 found that HIV stigma and 
discrimination was still pervasive. It was no 
longer the explicit discrimination seen in the 
past in Uganda, where people living with 
HIV were insulted, overtly denied access 
to services and isolated by neighbours, 
but social attitudes still created a barrier to 
participation and access, and reduced the 
quality of life of people living with HIV. 

For many, poverty also made it impossible 
to afford transport costs to get to a clinic, to 
purchase food and to provide for vulnerable 
children, and so threatened the uptake 
of services and adherence to treatment. 
Indeed, limited access to food and nutritional 
resources, income generation and education 
for people living with HIV and their families, 
was limiting the gains that could be made 
in preventing onward HIV transmission and 
mitigating the impact of the epidemic on 
families, OVC, communities and the nation 
as a whole. Healthcare workers were also 
overburdened with low worker-to-patient 
ratios, and faced the challenge of scaling 
up services as well as providing support for 
treatment adherence to limit the development 
of resistant TB and HIV strains.

Various approaches had been used to 
increase access to care and to address 
barriers to use of HIV services. One approach 
was employing social and community-based 
support mechanisms. But while community-
based groups and other organisations were 
able to provide vital support to people living 

with HIV, their organisational and technical 
capacities were limited, and they frequently 
operated in isolation from PLHIV groups. 
PLHIV groups also had limited organisational 
and technical capacity and lacked funding to 
carry out community-based HIV work. It was 
clear that scale-up of HIV care and treatment 
needed to be coupled with support to ensure 
adherence and to strengthen communities, 
PLHIV groups and health systems.
Following a US government request for 
applications, in collaboration with the 
Ugandan government, the Networks Project 
was developed to fill a strong and clear need 
for a strategically coordinated and networked 
continuum of care, where people living with 
HIV, their families and communities played 
a central role in influencing, participating in 
and supporting the delivery of services. This 
could significantly enhance the effective 
use of health and community services 
by the most affected and vulnerable 
groups. Capacity building of networks and 
organisations of people living with HIV and 
OVC was also vital in order to respond to the 
high unmet demand for services and care. 

1.3 The Alliance in Uganda 
The Alliance is a global partnership of 

nationally-based organisations working 

to support community action on HIV. The 

Alliance’s aims and values are set out in 

IMPACT 20104, its global strategic framework 

and in its Africa Strategy 2008–20105. These 

include a particular commitment to expand 

access to and use of HIV prevention, care 

and treatment services in the most affected 

communities. 

The Alliance has been working in Uganda 
since January 2005 to increase access to 
HIV prevention, care, support and treatment 
services, including support for OVC. 
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The Alliance in Uganda has been part of 
the CORE (Communities Responding to 
the HIV/AIDS Epidemic) Initiative led by 
CARE International with the International 
Centre on Research for Women and John 
Hopkins University. CORE was a five-year 
project supporting the Ministry of Gender, 
Labour and Social Development’s efforts to 
lead, manage and coordinate the national 
response to OVC and HIV prevention among 
youth, which ended on 30 September 2009.

In July 2006 the Alliance began implementing 
the Networks Project to Expand the Role 
of Networks of People Living With HIV 
in Uganda, funded by USAID working in 
partnership with the Ugandan Ministry 
of Health and UAC. The project began in 
seven districts in 2006, but with increased 
support from USAID from September 2007 
had expanded to 40 districts by its end. 
The project was also replicated by partner 
organisations in a further 12 districts in 
northern Uganda. 

1.4 USAID in Uganda
While several donors have contributed to 

Uganda’s HIV efforts, the major support that 

has enabled the achievements in care and 

treatment services has come from the US 

Government’s President’s Emergency Plan 

for AIDS Relief (PEPFAR).

Through PEPFAR, USAID in Uganda has 
supported Ugandan and international 
organisations to develop and strengthen 
service delivery networks to enhance access 
to comprehensive HIV services for people 
living with HIV and their families. These 
networks aim to create links that facilitate 
access to a full continuum of HIV services, 
delivered through NGOs, faith-based 
organisations and public sector institutions.6

USAID’s support for the HIV response 
in Uganda has been based on a wider 

integrated strategic plan to assist the country 
to reduce mass poverty through three 
strategic objectives: expanding sustainable 
economic opportunities for rural sector 
growth; improving human capacity; and 
developing more effective and participatory 
governance. HIV is a multi-sectoral problem, 
linked to the viability of enterprises, 
agricultural production, quality of life, human 
rights and dignity, and conflict. So while 
Uganda has effectively reduced the HIV 
prevalence rate in recent years, this success 
is fragile and vulnerable, and each USAID 
strategic objective responds to HIV issues.

USAID awarded the Alliance US$2.9 million in 
July 2006 for its three-year Networks Project. 
Based on its rapid initial success, a further 
$4.7 million was awarded in 2007 to expand 
the coverage of the project. 
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2.1 Overview
The Alliance implemented the three-year 

project: Expanding the Role of Networks of 

People Living with HIV/AIDS in Uganda from 

July 2006 until July 2009, with support from 

USAID through PEPFAR. 

The project was based on the realisation 
that there were significant gaps, not only in 
access to HIV services by people living with 
HIV and their families but also, and most 
critically, in the involvement of people living 
with HIV in the delivery of those services 
and in formulating the national response 
to the HIV epidemic in general. The project 
therefore aimed to increase the involvement 
of people living with HIV both in service 
delivery and in policy formulation processes, 
in order to contribute to nationally set 
universal access targets.

The project has used the Networks Model 
(see page 11) to create links between people 
living with HIV, their families, health services 
and organisations at community and district 
levels, in order to increase access to a 
comprehensive package of HIV prevention, 
care, treatment and support services that 
can improve people’s quality of life.

Under the model, people living openly with 
HIV are selected from their own communities 
and trained to become NSAs based at health 
facilities and in communities. They engage 
communities in the HIV response, strengthen 
referral systems, promote HCT, reduce 
stigma and discrimination, and increase 
access to HIV services. The project was one 

of the first in the world to formally support, 
on a large scale, people living with HIV as 
service providers in their own right as well  
as beneficiaries.7 

The key project goal was to strengthen the 
capacity of PLHIV groups to participate in 
prevention, care, treatment and support 
services, narrow gaps in access, and address 
barriers to take-up of comprehensive HIV 
services. 

2.2 The Networks Model
Project objectives

1 To increase access of people living 
with HIV to prevention, care and 
treatment services.

2 To improve access of people living 
with HIV and their families to other 
wrap-around support services, 
such as support for OVC, food and 
nutrition, and income-generating 
activities.

3 To strengthen the organisational 
capacity of networks and PLHIV 
groups.

4 To support innovative approaches 
by PLHIV groups at community 
level that can enhance the 
implementation of the Networks 
Model. 

Project overview

Section 2
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The project used the Networks Model to 

create a national response to HIV in which 

networks and PLHIV groups could effectively 

influence and form part of the response to 

HIV, and establish sustainable organisations.

The model emphasises strengthening referral 
systems and links in HIV service delivery, 
reducing stigma, and bringing services 
closer to the community. Through the 
model, the Alliance has built the capacity of 
PLHIV groups to act as community service 
delivery points, coordinating with health 
facilities through NSAs to provide access to 
integrated HIV services. Grants and material 
inputs have been provided to the groups to 
carry out HIV activities, and organisational 

and technical support provided to build their 
capacity to act as key ‘brokers’ in the HIV 
service delivery network. 

The model acknowledges the importance 
of addressing the wellbeing of people living 
with HIV and strengthening the institutional 
and technical capacity of groups and 
associations. The project has worked 
towards empowering people living with HIV 
and PLHIV groups by providing financial 
support (through mini-grants), material 
support (through rapid inputs such as 
motorbikes) and technical support to PLHIV 
groups to facilitate their active involvement 
in HIV service delivery. The project also 
supported groups to access HIV basic care 
commodities.

Figure 1: The Networks Model
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Under the model, PLHIV groups were 
organised into network clusters, with an 
average of eight groups in each cluster. 
Alliance staff members worked directly with 
one lead group in each cluster to build its 
capacity to offer services. Each lead group 
in turn was then responsible for building 
the capacity of the other groups in its 
cluster. The groups acted as community 
service delivery points for a range of HIV 
services, including home-based palliative 
care, adherence counselling, HIV prevention 
activities, and patient tracking. They also 
conducted community-based activities, 
including the provision of material support 
to people living with HIV and OVC, income-
generation activities, male involvement 
activities, and sensitisation in schools. 

The model also focuses on building skills and 
creating space for individual NSAs – men 
and women openly living with HIV – to deliver 
quality counselling services, and promote 
links and referral services in areas of HIV 
prevention, care, treatment and support. 

The model embraces broader community 
participation through its community 
engagement approach. The Alliance defines 
community engagement as ”promoting the 
participation of a large section of society 
in the response and for all to be well 
informed and actively engaged”. Community 
engagement provides a sustainable approach 
of training key stakeholders, including health 
personnel, in supporting scaled-up HIV 
service delivery in both the health sector 
and other sectors that provide vital services 
to individuals and families living with and 
affected by HIV. This approach is the basis 
for the community interaction with health 
facility services and is vital for strengthening 
links between the different providers of 
services for HIV prevention, treatment, care 
and support.

The model also recognises the importance 
of addressing stigma and discrimination 
within communities, which act as a barrier to 
access to HIV services. 

Aloysius Rural Mission School, Mukono, Uganda © 2008 Nell Freeman for the Alliance
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2.3 Network Support Agents – 
the hub of the model 
Certain members of the PLHIV groups have 

played a special role in the project as NSAs. 

These NSAs were selected from people living 

openly with HIV in their communities who 

have been taking ARVs for at least one year. 

To ensure their suitability for the role, they 

were interviewed and set a short test of basic 

writing skills. They then received special 

(basic) training to support them in their NSA 

role. Based at health facilities for two to three 

days a week and in communities on the other 

days, these NSAs engage communities in 

the response to HIV, strengthening referral 

systems, reducing stigma and discrimination, 

and increasing access to HIV services for 

people living with HIV, their families and 

communities. Through the Networks Project, 

over 1,300 NSAs were working in 643 health 

facilities in 40 districts by the close of the 

project. 

The NSAs link communities to services that 
include ART; preventive and palliative care 
packages; HTC; treatment of opportunistic 
infections, including TB; prevention of 
mother-to-child transmission (PMTCT); 
support for OVC; livelihoods and nutrition 
support; income-generating activities; 
psychosocial support; and reproductive 
health and other services.

NSAs work closely with PLHIV group 
members to coordinate referrals for 
services to health facilities, NGOs and 
other community organisations. They 
volunteer at health facilities, where they 
work alongside healthcare workers to 
support the delivery of services by receiving 
clients and informing them where to go for 
particular services. They also conduct client 
education and counselling, and assist with 

“One woman was not taking drugs properly. 
She was on Triomune 30 and was taking it 
only once a day. She thought Septrin was for 
the morning and antiretrovirals for the evening. 
The health worker sent the client to the 
Network Support Agent to advise her how to 
take her drugs well. Following education and 
counselling, she is now taking her drugs well.”

Network Support Agent, Katakwi district

patient registration and records. Back in the 
community, they counsel clients on drug 
adherence and positive living. 

Before starting work at a health facility, NSAs 
received five days of training on counselling, 
nutrition, TB/HIV co-infection, home-based 
care, ART, adherence counselling and 
education, and conducting referrals. Twice-
yearly refresher courses covered counselling 
skills, issues related to gender, home-based 
care, disclosure, TB/HIV co-infection, 
OVC care, basic care packages, caring for 
caregivers, sexual and reproductive health 
services, and integration of sanitation in HIV 
management. 

Members of Nabitende emberi ekuba mwino PLHIV group  
© 2008 International HIV/AIDS Alliance in Uganda
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Upon completion of training each NSA was 
provided with a bicycle for travel to health 
facilities, community activities, counselling 
adherence visits, and coordination/referral 
meetings. 

“Health workers trust us because 
we know much about antiretroviral 
treatment, and we are cooperating 
with them. There are days when the 
trained nurse counsellor is off duty, 
so we the Network Support Agents 
take up counselling of patients in  
the facility.” 

Network Support Agent, Luweero 
district

NSAs receiving their certificates and bicycles © 2008 International HIV/AIDS Alliance in Uganda
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2.4 Project coverage
During its first year the project rolled out 

activities in seven districts located in the 

eastern and central parts of the country: 

Luweero, Mukono, Kalangala, Jinja, Iganga, 

Mbale and Katakwi. 

Following promising results in these initial 
target districts, USAID increased funding by 
US$4.7 million in September 2007 in order 
to expand project coverage to 40 districts. 
Additional districts included: Manafwa, 
Sironko, Bududa, Pallisa, Budaka, Butaleja, 
Kamuli, Mayuge, Bugiri, Namutumba, Kaliro, 
Busia, Nakaseke, Nakasongola, Kayunga, 
Kabale, Kanungu, Mityana, Mubende, Kisoro, 
Rukungiri, Hoima, Buliisa, Masindi, Kiboga, 
Kibale, Kamwenge, Kyenjojo, Bundibugyo, 
Kabalore and Kasese. 

Furthermore, in addition to the 40 districts 
where the Alliance carried out direct 
implementation, partners of the Alliance 
replicated the project in 12 districts of 
northern Uganda and the West Nile region.

2.5 Project implementation
2.5.1 Processes
A six-month start-up phase for the project 
began in July 2006 to prepare for project 
implementation. During this start-up period 
temporary hosting arrangements were made 
with CARE Uganda, staff were recruited 
and an office set up. The Alliance was also 
registered in Uganda, an organisational 
capacity assessment of the National Forum 
for PHA Networks in Uganda (NAFOPHANU) 
was begun, and an advisory board set up. 
Partnership building began at national, 
district and community level, and selection  
of the districts for project implementation 
was undertaken. 

Mapping which organisations were involved 
in the provision of which HIV-related 
healthcare services and wrap-around 
support services was a crucial early step 
for the project to enable better referral and 
coordination. During the mapping exercise, 
information on geographical location and 
coverage of services was put together. 
Services might be provided by either the 
public sector or NGOs.

> Community engagement meetings
Community engagement meetings were also 
used to map out the available services in a 
particular geographical area, and to identify 
the social, cultural, economic and physical 
barriers to accessing services using the 
Alliance ‘health journey’ tool (see photo on 
page 16). Meetings also started communities 

Areas of focused intervention

Partnership area

Figure 2: Project coverage, November 2007
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thinking about ways to overcome barriers. 
Once services had been mapped, meetings 
could be held with technical and political 
leaders, PLHIV network coordinators, 
individuals living with HIV, and health 
workers to identify and establish partnerships 
with the various stakeholders for the project. 
These partnerships and links were central to 
building the referral network at the heart of 
the model and ensuring more comprehensive 
access to HIV services. 

> Identification of Network Support 
Agents and anti-stigma trainers

Another key component of project 
development at the community level was 
the identification and training of anti-stigma 
trainers, and the identification and training 
of NSAs and their placement into health 
facilities. Partnership and community 
engagement meetings were also then used 
to help strengthen referrals, networking and 
collaboration between communities and 
health facilities to address stigma and other 
barriers to service access. Once in place, 
NSAs held referral meetings in the health 
sub-districts in which they worked, with 
health facility staff, NGOs, community-based 
organisations (CBOs) and PLHIV groups, to 
ensure a coordinated approach to providing 
HIV services.

> Rapid assessments of PLHIV groups

Rapid assessments of PLHIV groups at 
sub-district level to determine their level of 
organisation, alongside the development 
of procedures for onward granting to the 
groups, enabled a programme of small grants 
to be rolled out to support innovative PLHIV 
group activities that could in turn strengthen 
the groups and networks. 

> Monitoring project activities

A simple monitoring system for PLHIV 
groups and reporting system for NSAs was 
developed, alongside a wider performance 
monitoring and evaluation plan and a project 
monitoring and evaluation framework. 
Conducting a baseline survey formed a key 
part of the evaluation framework (see 2.6). 

2.5.2 Partnerships
From the start of implementation, the 
Networks Project initiated partnerships at 
the national, district and community levels to 
build relationships and gain support.

At the national level, the project developed 
strategic partnerships with UAC, the Ministry 
of Health and key national-level networks 
and forums of people living with HIV, such 
as NAFOPHANU, the National Community 
of Women Living with HIV/AIDS in Uganda, 

Illustration taken from ‘The health journey’ published by the 
Alliance, 2007
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the Positve Men’s Union and many other 
PEPFAR and non-PEPFAR programmes. A 
memorandum of understanding was signed 
between the Ministry of Health and the 
Alliance to support implementation of the 
Networks Model and deployment of NSAs in 
health facilities. UAC helped develop linkages 
to HIV care and support services for people 
living with HIV and their families. Some of 
the national partnerships with NGOs, such 
as Population Services International (PSI), 
also strengthened district and community 
partnerships.

At the district level, the project initiated the 
partnership-building process with district, 
primary and secondary healthcare facilities, 
and leaders of technical and political 
organisations, NGOs and CBOs. Partnerships 
were maintained through visits to the districts 
to meet with the district medical officers and 
HIV focal people, and to review the district 
HIV strategic plans. District health officials 
also helped identify health centres where 
the project could place NSAs, and attended 
opening and closing ceremonies at training 
workshops. In some cases, Alliance field 
support officers (FSOs) shared offices with 
partners, such as the Church of Uganda 
Kabale Diocese and local NGOs. 

At the community level, partnerships 
were developed through a community 
engagement approach, using the respect 
held for NSAs and PLHIV group members 
within their communities. They invited 
representatives from local organisations, the 
local council and other community leaders to 
meetings, where they discussed their vision 
and reported on their activities. Community 
leaders provided input into project activity 
planning as part of this community 
engagement. In addition, health facility 
in-charges verified and signed the NSAs’ 
reports of routine service data. In some 

cases, churches and mosques provided 
places where PLHIV groups could meet. 

The project also collaborated with strategic 
organisations such as The AIDS Support 
Organisation; Joint Clinical Research Centre; 
Northern Uganda Malaria, AIDS/HIV and 
TB Program (NUMAT); Food and Nutrition 
Interventions for People Living with HIV –  
Nutrition is Life (NULIFE); PSI; and the 
Elizabeth Glaser Paediatric AIDS Foundation 
to promote scale-up of project interventions 
and ensure sustainability.

2.5.3 Structures
The Networks Project team at the Alliance 
Uganda office in Kampala brought together 
a strong pool of talented and experienced 
staff with expertise in capacity building and 
organisational development, technical HIV 
service delivery, monitoring and evaluation, 
and grants management, as well as in-depth 
knowledge of HIV interventions in Uganda, 
East Africa and the African region more 
widely.

The project was led by the chief of party, who 
worked closely with the deputy chief of party 
and the project staff responsible for day-to-
day project operations, including planning, 
project implementation, technical support, 
financial management and reporting. 
Five regional FSOs served as links between 
the Alliance Uganda office and project 
partners at the district and community 
levels. The FSOs were responsible for 
mentoring NSAs and PLHIV groups. They 
also monitored field activities by collating 
programme reports from the NSAs and 
liaison groups, and submitting them to the 
Kampala office. 

A grants officer led the process of soliciting 
concept notes from PLHIV groups, 
supporting the efforts of lead PLHIV groups 
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to consolidate the work plans of smaller 
PLHIV groups, prepare disbursement 
schedules, and track grants provided to the 
groups. 
 
A technical advisor helped assure the  
quality of services by ensuring that targets 
were met, that PLHIV groups and NSAs 
received quality training, and that NSAs had 
access to adequate and ongoing technical 
support, supervision, mentoring and 
training. A monitoring and evaluation advisor 
managed the monitoring and reporting 
systems for the project. 

A project advisory group was also set up 
in the first year to provide governance 
oversight, guidance on the national context, 
inform decisions about the strategic direction 
of the project and provide advice on general 
project implementation. The group was made 
up of eight to ten members from UAC, the 
Ministry of Health, networks of people living 
with HIV, NGOs and USAID, with diverse 
skills in managing national, district and 
community HIV programmes. 

2.6 Monitoring and evaluation
During the first year of the project a rapid 
baseline study was undertaken to lay the 
foundations for and guide project evaluation, 
enabling the impact of the project to be 
evaluated over time. The baseline survey 
established the level of access and use of 
HIV prevention, treatment, care and support 
services among households of people living 
with HIV, and the level of organisational 
capacity of PLHIV groups at sub-district and 
community level. The findings formed the 
basis for measuring the performance and 
outcomes of the project, setting realistic 
targets and refining the project according to 
identified gaps. A second baseline survey 
was carried out in 2008 to cover the new 
districts covered by the expanded project.

A performance monitoring and evaluation 
plan was also developed and adapted 
during the course of the project to include 
new national objectives and targets to 
ensure the indicators fed into the Uganda 
National Strategic Framework for HIV/AIDS 
Activities and the USAID Mission in Uganda’s 
Performance Monitoring and Evaluation Plan. 
This ensured links with the national response 
to HIV and USAID Mission’s overall support 
in the country.

The Alliance’s comprehensive institutional 
monitoring and reporting system (MRS) was 
used by the project, with a focus on reliable 
and timely reporting against both programme 
and organisational targets, in line with donor 
requirements and expectations. The MRS 
system takes a bottom-up approach of 
submitting data disaggregated by gender to 
ensure accurate and reliable reporting from 
NSAs and PLHIV groups and associations 
at the community level. This data is passed 
through FSOs to the programme office 
in Kampala, and then up to the Alliance 
secretariat. 

An end-of-project evaluation was undertaken 
in early 2009 and results disseminated in 
September 2009. 



Counsellor and confidante
“I was very ill at home and very stressed. I did not even want 
to go to the health centre. I was ready to die until Christine, a 
Network Support Agent, visited me. She counselled me and 
encouraged me to go for an HIV test. When I found out that I 
was HIV positive it was even worse. I was in total fear. I did not 
want to leave my house or even talk to my friends. 

“Christine visited me again and I confided in her. She comforted 
me and provided me with hope. She also told me to confide in 
someone close to me and I later did. I told my mother and my 
neighbour, and they have been very supportive. The biggest 
hurdle I had was to disclose to my husband because he was in 
complete denial, even after losing one of our children to HIV. 

“Christine still visited me and talked to and counselled my 
husband, who later agreed to take an HIV test. He tested 
positive and was even started on ARVs immediately. I later 
become pregnant, and because I had been told about 
prevention of mother-to-child transmission I enrolled for PMTCT, 
and now I have a young child who has been tested and she is 
HIV negative. 

“I continue to take my Septrin every day and support my 
husband to take his drugs. Through my group I have been 
able to reach out to friends and talk to them about the need 
to take an HIV test and know their status so they can access 
appropriate services.” 

PLHIV group member, Nakigo sub-county, Iganga district
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Network 
Support 
Agents  
at work
Living without fear
“It has been six months now since the Alliance trained me as a Network Support Agent. I work two “It has been six months now since the Alliance trained me as a Network Support Agent. I work two 
days a week in a health facility, and one day in the community. I am happy doing this because I days a week in a health facility, and one day in the community. I am happy doing this because I 
want to help people live without fear and stigma. When they see me they are inspired. I have lived want to help people live without fear and stigma. When they see me they are inspired. I have lived 
with this thing since 1995, so I want others to gain hope from me. I have no rashes, I am strong, with this thing since 1995, so I want others to gain hope from me. I have no rashes, I am strong, 
and I have not been bedridden. I am so happy.”and I have not been bedridden. I am so happy.”

Peninha Kyalimpa, Network Support Agent, Lumero, UgandaPeninha Kyalimpa, Network Support Agent, Lumero, Uganda

Alice Nabakooze receiving support from Peninha Kyalimpa © 2008 Nell Freeman for the Alliance

Members of the PLHIV Multi-Purpose group, 
Nyimbwa, Uganda © 2008 Nell Freeman for 
the Alliance
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3.1 Overview
The Alliance‘s Networks Project has 
improved access to HIV prevention, care, 
treatment and support services by building 
the capacity of groups and networks 
of people living with HIV. Successful 
implementation and rapid scale-up has 
resulted in the project reaching over 1.3 
million people and having a significant 
impact on national-level indicators and 
universal access targets.

The Networks Model was a key part of the 
project’s success. It has supported strained 
health facilities and community-based 
delivery systems, while also putting affected 
populations at the centre of the response 
to HIV, with people living with HIV playing a 
leadership role. 

The structure of the model organised 750 
PLHIV groups into 120 network clusters, 
identifying the strongest group in each 
cluster to act as a liaison point and onward 
trainer. This enabled the project to reach 
a far greater number of groups with 
training and capacity-building activities 
than otherwise possible. This in turn has 
strengthened the ability of PLHIV groups to 
respond effectively to the epidemic.

The project was developed to align with 
Uganda’s National Strategic Plan 2007/8 
to 2011/12 that prioritises prevention, care 
and treatment, and the development of 
social support systems to deliver better 
access to services. It has contributed to 

Section 3

achieving the plan, in particular supporting 
the strategic goals of mitigating the health 
effects of HIV and improving the quality of 
life of people living with HIV, and mitigating 
the social, cultural and economic effects of 
HIV at individual, household and community 
levels. The project also contributed both 
directly and indirectly to USAID/PEPFAR 
targets, including palliative care through 
basic care and support, TB/HIV integration, 
OVC support, counselling and testing, and 
delivery of ART.

The World Health Organisation, USAID and 
the PEPFAR country team have all identified 
the use of alternative sources of personnel 
for healthcare as key to the success of the 
Government of Uganda’s care and treatment 
programme. The project’s use of people 
living with HIV as NSAs to provide services 
within health facilities and communities 
has made a unique contribution to the care 
and treatment programme in Uganda, and 
demonstrated the role of communities in 
strengthening health systems. The valuable 
role that NSAs have played in supporting 
adherence for ART and TB, and patient 
tracking between communities and health 
facilities, will remain critical as the number of 
people accessing ART increases.

Achievements
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> Achieving a national impact
The project has spearheaded a remarkable 
increase in clients accessing prevention, 
care, treatment and support services in health 
facilities through mobilising communities, 
HIV education awareness and referral 
linkages to services. By project close out it 
was supporting 4,943 people living with HIV 
as registered members of PLHIV groups. 
Through successful scale-up of the project 
from 7 to 40 districts, and support to 120 
clusters of PLHIV groups and over 1,300 
NSAs, the project reached over 700,000 
people directly with services in 2008 and over 
1.3 million in its lifetime. 

Number of client contacts made by PLHIV group members and NSAs **

Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009Service provided Q3 2007 Q4 2007 Q1 2008 Q2 2008 Q3 2008 Q4 2008 Q1 2009 Q2 2009

ART literacy and 
education

30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *30,922 35,124 50,756 326,009 425,233 * * *

ART adherence 
counselling and 
support

17,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,37417,808 19,300 25,474 120,731 176,784 8,958 2,344 2,374

HIV/AIDS follow 
up counselling

8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *8,365 8,354 10,271 77,499 129,936 * * *

Community 
follow-up

7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *7,529 10,407 10,125 61,075 93,266 * * *

HIV/AIDS 
education and 
awareness 
prevention

55,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,68155,836 82,399 74,456 500,532 573,295 633,233 349,930 177,681

* Data not available due to changes in data collection method following guidance from PEPFAR. 
** Note figures include people who accessed more than one service and clients who received a service 
more than once.

Service outcomes Year 1 (2006/07) Year 2 (2007/08) Year 3 (2008/09)*

Number of palliative care 
visits to individuals 

Planned 0Planned 0 39,000 52,250

Achieved 0Achieved 0 71,679 70,394

Number of new service 
outlets providing HIV 
palliative care

Planned 40Planned 40 140 183

Achieved 42Achieved 42 418 183

* First six months only.

 “We were lacking in community awareness, 
but ever since these NSAs came on board 
the number of people who now come for HIV 
services has really increased.”

In-charge, HIV unit of a health centre

The scale and success of the project has 
had a significant impact on national-level 
universal access indicators. The project’s 
success in increasing access to other HIV-
related services can be seen in the table 
below. The role of NSAs has been key to  
this success. 

3.2 Increasing access of people living with HIV to prevention, 
care and treatment services
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> An effective referral system

Creating an effective referral system using 
NSAs has been one of the most successful 
aspects of the project and the Network 
Model itself. Initial steps towards building 
a referral system were taken by mapping 
existing health facilities and community 
services. Stakeholders were also asked to 
name what services they were in a position 
to provide to people living with HIV. This 
information was used to create service 
directories, which NSAs use when making 
referrals. The directories complement 
their own knowledge base of the services 
available in their home communities. 

NSAs have referred people living with HIV 
for a wide variety of services, including HTC, 
the treatment of opportunistic infections  
and prophylaxis, PMTCT, ART, prevention 
and palliative care, and OVC care and 
material support. The NSAs also follow up 
clients to determine whether those referred 
have actually received the services and 
whether they require other support. The 
referral system operated by the NSAs 
and PLHIV groups has helped to increase 
dramatically the number of people living  
with HIV accessing services. The large 
number of clients referred by NSAs who 
go to health facilities is evidence that the 
referral system works. 

Service outcomes Year 1 (2006/07) Year 2 (2007/08) Year 3 (2008/09)*

Number of 
referrals made by 
NSAs and PLHIV 
groups

Planned 2,500Planned 2,500 8,645 234,739

Achieved 3,286Achieved 3,286 35,843 222,258

* First six months only, due to changes in data collection method following guidance from 
PEPFAR

“The NSAs have managed to 
convince the communities that HIV 
is real, and the people believe them 
in a way they never believed the 
health workers. They have helped to 
bridge the gap between the health 
care system and the community; 
people are more comfortable 
coming to the clinics since they 
know they will be finding their peers 
at the facility who will show them 
around.” 

Health unit in-charge

At Kojja Health Centre a pregnant woman receives guidance 
on prevention of mother-to-child HIV transmission (PMTCT), 
Mukono, Uganda © 2008 Nell Freeman for the Alliance
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> Improving linkages
The network of 120 lead PLHIV groups 
facilitated by the project has been able to 
successfully forge new links between the 
community and the healthcare system, and 
strengthen referral systems. These links and 
referrals are essential to provide a continuum 
of home-based, community-based and 
health facility-based care – a continuum 
that offers people living with HIV a complete 
package of care throughout the stages of HIV 
disease progression.

NSAs have served as especially active 
links in the network; for example, attending 
networking meetings with facility-based 
service providers. Before the project began 
there were no point persons responsible for 
facilitating these kinds of links. By the end of 
the project, 1,302 NSAs were serving in 643 
health facilities and nearby communities. 

> Filling health service gaps
The project has had a particularly strong 
impact on increasing access to services 
by filling gaps caused by a shortage 
of healthcare workers. NSAs have 
compensated for the shortage of staff at 
health centres by helping to process patients 
more quickly. This includes informing 
patients where to go for specific services 
within the health centre; receiving patients 
who report to the ART clinic and directing 
them to the appropriate consultation room; 
conducting client education and counselling 
on HIV testing, nutrition, HIV/TB treatment 
and adherence, and sexually transmitted 
infections; assisting with patient registration 

2006/07 2007/08 2008/09

Total 
number 
of NSAs 
in post

91 868 1,30291 868 1,30291 868 1,302

“The NSAs are helping a lot because we were 
few and they have helped us do many things 
we couldn’t handle alone. For example, we had 
failed in the following up of our clients on ART 
because of [lack of] manpower and now they are 
doing great here They also do a lot in following 
up these patients. We now can tell who died, 
shifted and who are alive, especially with the 
defaulters, which we were not doing before.” 

Health unit in-charge

and weighing; counting and packing Septrin 
pills; and locating client ART records and 
placing them in the appropriate consultation 
room for doctors and nurses. 

> Highlighting the role of communities
The project has successfully stimulated 
active community engagement and 
empowerment, highlighting both to people 
living with HIV and communities throughout 
Uganda the important role they have in 
increasing access to services, as well as in 
service delivery. PLHIV groups operating 
at community level have developed 
strong partnerships through community 
engagement activities such as home 
visits, sensitisation activities, referrals to 
health facilities, and OVC support. As a 
result, community members feel a sense 
of ownership and believe that they are 
addressing real problems or needs in their 
own communities.

> Increasing adherence to HIV and TB 
treatment
NSAs have played a critical role in tracking 
and following up clients on ART and TB 
treatment to ensure adherence. They 
also identify ARV drug defaulters in the 
community and either refer them back to 
the facility or inform the facility if they have 
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“Since we started having the NSAs at the health 
facility, the number of clients coming for testing 
has increased and even stigma has reduced. 
Some people living with HIV who had been 
started on drugs and defaulted have come 
back to access drugs because they have been 
followed up. The NSAs have been able to take 
drugs for some clients who are not able to pick 
them up and this is improving adherence. We 
are very happy about the follow up; they reach 
clients we would have otherwise not reached. 
They provide manpower during clinic days, 
counselling on adherence, pack drugs and 
accompany patients to the different clinics; i.e. 
from ART clinic to PMTCT. We need them very 
much, especially for me who is on the ground.  
I know their usefulness.” 

In-charge, Nsinze health centre, Iganga district

A partnership started with the Tuberculosis 
Control Assistance Program in 2009 has 
further supported integration of TB/HIV 
collaboration into the refresher training 
courses for NSAs, ensuring better delivery of 
TB interventions in the community.

> Replication of the model
As well as successful direct implementation, 
the project has also supported the replication 
of the Networks Model across the country, 
in partnership with other organisations. For 
example, the Alliance supported NUMAT to 
train 85 NSAs in Kitgum, Pader, Lira, Dokoro, 
Amoro and Amuru districts, in addition to 
26 NSAs in Oyam and Apac in Northern 
Uganda. The Alliance further supported 
Mengo Hospital to train 18 volunteers as 
clinic support agents. The model has been 
replicated in a total of 12 districts in Northern 
Uganda and the West Nile region.

moved away, transferred to another facility, 
or died. They follow up clients they meet in 
the ART clinic, checking whether they are 
taking their medication and responding well 
to treatment.

> Integration of HIV and TB 
During the training of NSAs, the issue of 
TB/HIV integration has been emphasised 
so that they are able to counsel clients in 
relation to TB screening and treatment, and 
conduct referrals for access to HIV services. 
NSAs have also been trained in TB/HIV 
reporting systems so that they can capture 
the number of clients referred for TB and HIV 
services. The project has also worked with 
existing programmes supporting the delivery 
of community-based directly observed 
treatment (DOTS), with people living with 
HIV working as community-based DOTS 
volunteers and facilitating the linkages with 
HIV services.

Key learning
•	 The project demonstrates that by 

putting people living with HIV and 
communities at the heart of project 
delivery you can achieve rapid 
scale-up and national impact on 
universal access targets. 

•	 The success of the project showed 
to people living with HIV and 
communities throughout Uganda the 
important role they play in increasing 
access to services and achieving 
national targets, as well as in service 
delivery. 

•	 The project demonstrates that 
recruiting people living with HIV as lay 
counsellors can dramatically increase 
adherence to antiretroviral and TB 
treatment. Providing better support 
for treatment also improves uptake of 
testing and HIV prevention services. 
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The project has shown that through partnerships, links and referrals, access to wrap-around 
services can be increased. For example, over 222,258 referrals were made in year three by 
PLHIV groups for members to access wrap-around support services, including PMTCT, TB 
screening and treatment, food and nutrition, and income-generating support. 

Service directories, created after mapping existing health services and other HIV services, 
facilitated these referrals. During home visits and other HIV-related activities, PLHIV groups 
and NSAs use the directories to refer clients to wrap-around and other services. NSAs have 
also continued to provide information about organisations offering focused HIV-related 
services to update the directories. 

 

3.3 Improving access of people living with HIV and their 
families to other wrap-around support services

Members of the Nyimbwa Multi-Purpose group, Nyimbwa, Uganda © 2008 Nell Freeman for the Alliance
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> Orphans and vulnerable children
Providing referrals, linkages and support to 
OVC has also been an important part of the 
project, and PLHIV groups referred 19,832 
OVC. Although direct support to OVC was 
not the project’s priority, where support from 
other service providers was not available 
their needs were assessed and support 
was provided to over 2,200 OVC in the life 
of the project. With limited funding, priority 
was given to OVC most in need, including 
children from child-headed households 
and whose caregivers are elderly or bed-
ridden. Services provided included education 
support, food and nutrition, psychosocial 
support, and economic strengthening 

support. The groups have also tried to link 
OVC to other providers of wrap-around 
services, but a limited number of OVC 
support providers in the focus districts has 
hampered this. 

> Partnerships
The project has also been able to improve 
access to wrap-around services by forming 
partnerships. Working with PSI, basic care 
packages have been supplied to the NSAs for 
distribution to people living with HIV at health 
facilities. The basic care packages include 
a mosquito net, water vessel, water guard, 
Septrin, condoms and an information pack, 
and aim to prevent opportunistic infections 

Juliette Mueswa (7 years old) eats her afterschool 
meal of sorghum porridge and plantain which was 
prepared for her by Edith Nakafu, her adoptive 
mother © 2008 Nell Freeman for the Alliance

2008 No. individuals reached Total

Services F MF M

Total number of OVC 
reached*

1,165 1,0421,165 1,042 2,207

OVC reached with:

Social economic security 158

Food and nutrition 312

Care and support 353

Education 1,566

Psychosocial support 39

Total* 2,428

*Note different totals as some OVC were reached by more than 
one service

2009 No. individuals reached Total

Services F MF M

Total number of OVC 
reached*

2,050 1,9752,050 1,975 4,025

OVC reached with:

Social economic security 1,255

Food and nutrition 945

Care and support 215

Education 3,168

Psychosocial support 2,077

Total* 7,660

*Note different totals as some OVC were reached by more than 
one service
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and onward HIV transmission. NSAs 
have also worked to improve community 
understanding of the packages before 
distribution. 

The project also partnered with Nutrition for 
Life (NULIFE) to integrate food and nutrition 
information into NSA and community 
engagement training sessions. A total 
of 418 NSAs and 628 service providers 
and community engagement workshop 
participants benefited from this training. 
Nutrition was also integrated into refresher 
training for all 1,302 NSAs. 

 “Nabirye is a young girl aged ten. She lost her 
two parents to HIV and currently stays with 
her grandmother. When she started falling sick 
frequently the grandmother did not know what to 
do and was prepared to see her granddaughter 
die. I visited her home, counselled her and 
advised her to see a doctor but she was hesitant. 
I was not ready to give up. Later she accepted, 
and I asked my group members to contribute 
towards her transport. At the health facility she 
was given treatment and also tested for HIV, and 
she was found positive. She was later diagnosed 
with TB and put on treatment. On one occasion 
I went to check on her and found her very ill. 
Through my interaction with the grandmother 
I sensed that Nabirye had not taken her drugs 
well. I worked with the in-charge and she was 
referred to Iganga hospital. The group provided 
nutritional support for three months. Nabirye has 
started ARVs and she is improving steadily; she 
can now walk by herself.”

Fatuma, member Bugweri Twefeku PLHIV group, 
Iganga district

Key learning
The work of the Network Support Agents 
in particular shows that by strengthening 
links and referrals between health 
services it is possible to increase rapidly 
access to HIV, sexual and reproductive 
health, TB, and other health and wrap-
around support services.

3.4 Strengthening the organisational capacity of networks and 
groups of people living with HIV

The project has demonstrated the value 
of building the capacity of civil society 
organisations such as PLHIV groups. 
Effective and sustainable PLHIV groups have 
been at the heart of the project, dramatically 
increasing access to services and cascading 
capacity-building training onto new groups to 
further grow the HIV response. 

During the project’s life, 120 lead PLHIV 
groups were provided with training, and 
through the model of network clusters this 
training was passed on by them to another 
630 groups. 

Service outcomes Year 1 
(2006/07)

Year 2 
(2007/08)

Year 3 
(2008/09)

Number of 
PLHIV groups 
trained on 
organisational 
development & 
management 

Planned 40 50 34*Planned 40 50 34*Planned 40 50 34*Planned 40 50 34*

Achieved 29 54 18*Achieved 29 54 18*Achieved 29 54 18*Achieved 29 54 18*

Number of PLHIV groups 
receiving capacity-
building training

58 383 75058 383 75058 383 750

* First six months only, due to changes in data collection 
method following guidance from PEPFAR
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> Capacity building through small 
grants 
The project also offered small grants to 
PLHIV groups to fund innovative activities 
to better serve people living with HIV. For 
example, some groups applied for and 
received grants for income-generating 
activities that they can manage as a 
group and use to support OVC. Grant 
money has gone to poultry, piggery, bee 
keeping, kitchen gardens and ox ploughs, 
for example. Other groups have received 
grants to carry out home-based care 
activities among their members, to conduct 
prevention sensitisation in schools and 
among uniformed communities, and set up 
community support centres.

This small grants process has helped build 
the capacity of the PLHIV groups, both by 
providing management and financial skills 
and by empowering the groups to develop 
innovative proposals that they then manage 
and own. As a result, the groups have gained 
substantive skills in grant management, 
evidenced by the fact that the majority have 
been able to follow all the required grant 
procedures.

Services provided by PLHIV groups for total project period 2006 to 2009

Services provided Number of contacts

HIV sensitisation to community 2,198,527 

Income-generating activity support to OVC 1,413Income-generating activity support to OVC 1,413

Educational support to OVC 4,734

ART education 702,219

Nutritional and food support to OVC 1,257

Material support to people living with HIV 1,431Material support to people living with HIV 1,431

Psychosocial support to OVC 2,116

Home-based care to people living with HIV 5,645Home-based care to people living with HIV 5,645

Capacity needs assessments and capacity-
building workshops in financial management, 
reporting, monitoring and evaluation, 
organisational development, fundraising, 
and home-based and OVC care, have run 
alongside the grants process to strengthen 
the groups and increase the overall capacity 
of the community HIV response. For example, 
in the first quarter of 2009, 420 individuals 
representing 140 PLHIV groups participated 
in training workshops. 

> Creating a cadre of resource people
Through the creation, training and support of 
NSAs, the project has also generated a cadre 
of community-owned resource people living 
with HIV who can support community-based 
and health facility-based HIV responses. 
The project also equipped selected NSAs 
with training skills to train other people living 
with HIV and the community, beyond the 
project life. These NSAs were provided with 
skills to deliver training, communications, 
adult learning techniques, evaluation and 
documentation. As a result, 16 community 
trainers have been able to conduct trainings 
in all 40 districts for new NSAs with minimal 
support.
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“The training of trainers provided 
me with an opportunity for acquiring 
new skills and knowledge in the area 
of HIV. I am now recognised in the 
community as a trainer/consultant, 
which has also made me popular, 
and many organisations want me 
to support them. With the monthly 
allowance and additional money 
I received in terms of trainers’ 
allowance, I have been able to pay 
school fees for my children, and I 
have acquired a small plot of land 
and purchased some domestic 
appliances. I am now engaging the 
community on matters of HIV and 
AIDS with a lot of confidence, and 
the community looks at me as a 
resource person in this area, which 
makes me so proud.” 

Network Support Agent, Luwero 

Key learning
•	 Communities can play a critical role in 

supporting and strengthening health 
systems by providing skilled people 
able to carry out essential healthcare 
tasks. 

•	 Building the capacity of groups 
of people living with HIV was a 
fundamental requirement for the 
project’s success, rapid scale-up and 
impact. Support for this and other 
types of civil society strengthening 
is critical to sustain successful HIV 
responses.

•	 The Networks Model, which 
underpinned the whole project, is an 
effective way to implement and build 
a lead role for people living with HIV 
in tackling the HIV response.

3.5 Supporting innovative approaches by groups of people 
living with HIV at community level that can enhance the 
implementation of the Networks Model

The project used small grants to encourage 
PLHIV groups to develop innovative 
community HIV projects. The small grants 
programme enabled groups to carry out 
referrals and linkages within the Networks 
Model and provide a wide variety of services 
to people living with HIV, and OVC in their 
communities. These services included HIV 
awareness activities, educational support, 
memory-book writing, finance management 
and income-generating support, home-
based palliative care, psychosocial support, 
follow-up care, and HIV prevention with 
HIV-positive people such as ART education 
and counselling, and positive prevention 

education. Income-generating activities that 
have been particularly important to support 
individuals and the work of the groups 
include vegetable gardens; poultry, piggery, 
goat, fish and bee projects; tailoring; arts and 
crafts; events management; tree seedling;  
ox-ploughing; and animal restocking.

In addition, the PLHIV groups were able to 
secure land with old buildings or structures 
from various institutions, including district 
authorities, schools, churches and hospitals, 
that they have refurbished to use as 
community support centres. 
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“Our group has a total membership of 285 people living with HIV. This year we 
received funds from the Alliance which we used for different purposes. We carried 
out HIV awareness in the communities and also visited our members living with 
HIV in their homes. We were able to talk to the members and their caregivers 
about HIV and its effect on a human being, nutrition, hygiene and ART. We also 
bought 20 hybrid pigs and 100 chickens. We decided that we would distribute 
the pigs and chickens to households that have reasonable capacity to look 
after them. Twenty households received piglets and 20 households received 20 
chickens each. They are required to give back two piglets and at least five chicks 
each for onward distribution to other members of the group. We also bought 
coffee seedlings, which we distributed to 50 members, and each member was 
able to grow 30 tree seedlings. We believe that this support will help boost our 
household incomes in future so that we are able to look after our children. Above 
all, the support provided has brought us together and we have been able to share 
information as well as support one another socially and financially.” 

Member Sikyomu development group, Mukono district

Alice Nabatanzi and Galiwano Nsubuga, treasurer and head of the PLHIV Multi-Purpose group in Nyimbwa, Uganda 
© 2008 Nell Freeman for the Alliance
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A total of 29 centres have been renovated and also furnished with benches, water tanks, 
tables, office chairs, desks and bookshelves. The refurbished centres consist of a hall with 
counselling rooms, latrines and a cooking hut. 

The centres have provided space to deliver services such as counselling, peer education and 
group meetings, and also provide office space for coordination of group activities. On the same 
land the groups have started to set up demonstration gardens to transfer husbandry skills to 
members of the community, and carry out recreation activities. The groups have also used the 
small grants to map, survey and register land to guarantee ownership. 

Service outcomes Year 1 
(2006/07)

Year 2 
(2007/08)

Year 3 
(2008/09)

Number of 
PLHIV groups 
provided with 
small grants 

Planned 24 29 54Planned 24 29 54Planned 24 29 54Planned 24 29 54

Achieved 0 29 29Achieved 0 29 29Achieved 0 29 29Achieved 0 29 29

3.6 Greater and meaningful involvement of people living with HIV

One of the underlying goals of the project 
from the start was greater and meaningful 
involvement of people living with HIV (GIPA/
MIPA). GIPA benefits individuals by improving 
self-esteem and decreasing isolation; 
organisations by changing perceptions and 
providing valuable insights; and communities 
by breaking down fear and prejudice. 
Ultimately the engagement of people living 
with HIV in policymaking and programme 
development and implementation enhances 
the quality, acceptability and effectiveness of 
the HIV response. 

The Networks Model has demonstrated the 
important role of people living with HIV in 
tackling the HIV response, and the positive 
impact of their leadership and meaningful 
involvement. By design, the project has 
empowered and trained people living with 
HIV to deliver services themselves, and 
ensured their involvement in management 
and policymaking at a national level. As a 
direct result, people living with HIV have 

moved from playing a strictly passive role as 
patients to an active role as service providers 
in the community and in designated health 
facilities. The project has been a rare example 
of putting the widely endorsed GIPA and 
MIPA principles into practice in a systematic 
manner and on a countrywide basis.

The project’s use of NSAs to link health 
facilities and community services has led to a 
high level of acceptance and participation of 
people living with HIV in care and treatment. 
The large number of NSAs (over 1,300) 
and the number of health facilities at which 
they serve (643) demonstrates this greater 
involvement by people living with HIV. Health 
workers view the NSAs as complementing 
their own work by extending coverage and 
use of services, and the community has 
also responded positively to the project’s 
approach. NSAs’ work, combined with their 
public disclosure of their own HIV status, has 
encouraged greater involvement by everyone 
living with HIV in the community.
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The small grants awarded to PLHIV groups 
have provided another way to increase 
meaningful involvement, enabling them 
to plan and implement new activities. The 
grants programme has been a success 
because of the Alliance’s capacity-building 
efforts in proposal writing and grant 
management. Participating PLHIV groups 
have learned how to plan and design 
activities in a given budget and timeframe, 
and implement, manage and monitor 
activities effectively – skills they can continue 
to apply in the future as they become 
increasingly involved in the HIV response.

A typology of positive involvement in the 
delivery of HIV services developed by 
the Population Council/Horizons Project 
and the Alliance describes five potential 

“I have achieved by giving services 
to my fellow PLHIV. I feel honoured. 
I feel I have done a lot and I feel 
recognised.”

Network Support Agent

areas of involvement: using HIV services; 
supporting activities and services; delivering 
services; planning and designing services; 
and managing or leading organisations, 
or influencing policymaking and strategic 
planning processes. The project in Uganda 
has successfully moved towards the higher 
levels of involvement in this typology. 

Georgie Walakira, secretary of the PLHIV Group, Kalangala 
Island, Uganda © 2008 Nell Freeman for the Alliance
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3.7 Breaking down stigma to boost access

The project has helped break down HIV 
stigma by creating positive role models in 
NSAs, and rolling out stigma training and 
community activities. 

Because NSAs live openly and positively 
with HIV, and have developed trusting 
relationships with the community, they have 
helped reduce the stigma that previously 
deterred people living with HIV from seeking 
care. They act as respected role models 
in the community and are looked to for 
guidance, support, and expert knowledge 
on HIV. As a result there has also been an 
increase in the disclosure of HIV-positive 
status to family members, group members, 
service providers, and community members. 
These improvements would not have been 
possible without NSAs in the community 
providing testimonies, counselling and 
referral services – their inherent empathy and 
credibility facilitating access to services. 

The project also trained 31 anti-stigma 
trainers during its first year, who have been 
rolling out stigma reduction activities at 
community level across the country. During 
the project’s second year nine anti-stigma 
training workshops were conducted by the 
anti-stigma trainers trained in year one. The 
training was attended by 180 participants, 
including health providers, networks of 
people living with HIV and groups, and carers 
of people living with HIV. Over the project’s 
lifetime nearly 3,000 service providers 
were trained in HIV-related stigma and 
discrimination reduction. 

“NSAs, unlike the health workers, 
are able to give the clients some 
practical experiences in their 
testimonies – not theory – which 
they find a lot more believable, 
getting very encouraged to take on 
their advice as a consequence. The 
public/community members find 
the NSAs much more approachable 
and are able to take them into 
their confidence. This has fostered 
confidence in the health system as a 
result.”

District health officer

“The NSAs have opened up and disclosed 
their status. So whatever they tell us, we 
know that they have been through this 
because we have seen them before as they 
are part of us. Secondly, they have a good 
approach when talking to people. They are 
like a parent talking to his/her own child.”

Community member

Key learning
Creating positive role models through 
Network Support Agents, who also 
roll out stigma training and community 
activities, is an effective way of breaking 
down HIV stigma and discrimination. 
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3.8 Addressing gender
The Networks Project was designed to 
incorporate and address gender issues in 
all its activities. Gender is a critical issue 
affecting care and support services, with 
the disproportionate burden on women and 
girls having implications for the quality and 
effectiveness of the care provided. Gender 
is also a major issue in prevention, where 
gender norms can make it more difficult for 
men and women to adopt low-risk sexual 
behaviour.

One way that gender was mainstreamed 
within the project was to ensure equal 
access to HIV services for both men and 
women. To enable this to happen, both 
a male and a female NSA were recruited 
and deployed to each health centre. An 
informal annual review of gender within the 
project was also carried out and as a result 
improvements were made to the training of 
NSAs to incorporate a section on addressing 
gender. Aspects of gender were covered 
in different training topics, particularly HIV 
prevention and PMTCT, as well as sexual 
and reproductive health and family planning.
 
The project also strengthened links with 
family planning and reproductive health 
programmes for female-headed households 
and married women, promoting the 
involvement of men. It is important that 
men are involved in discussions about dual 
protection, PMTCT and other reproductive 
health issues. An analysis of the nature of the 
links with these programmes was conducted 
as part of the project’s initial baseline survey, 
and also fed into the mapping exercise of 
HIV-related and wrap-around services.
 
Both men and women have been 
encouraged to participate and take 
responsibility for care-giving and other 
related activities through the PLHIV groups 

and networks developed by the project. 
Income-generating activities have been used 
to promote men joining the PLHIV groups. 
For example, boats were provided to groups 
in island regions to support group activities 
as well as fishing as an income-generating 
activity. There was good representation of 
men in the groups and as part of the group 
committees. 
 
Other activities included strengthening 
links and advocacy work with programmes 
addressing gender-based violence in the 
household, and the inclusion of gender 
sensitisation in all the training carried 
out, including community engagement, 
organisation strengthening, stigma reduction 
and NSA training. Community engagement 
trainees were also provided with participatory 
tools to help communities analyse the impact 
of gender on their lives and on their response 
to the epidemic.

3.9 Documenting for learning 
and sharing
A number of steps were taken to try to ensure 
that lessons from project experience were 
learned and used to respond to challenges 
and improve overall project performance. 

•	 The Alliance’s monitoring and reporting 
system was used to assess outcomes and 
trends, and inform project design.

•	 Quarterly management reports identified 
achievements, challenges and lessons 
learned across the projects’ objectives.

•	 Meetings of the project advisory group 
were held regularly throughout the 
project’s lifetime, with feedback used to 
improve project implementation and direct 
future plans.

•	 A project evaluation was undertaken in 
2009 that consolidated project experience 
to support learning.



THE NETWORKS PROJECT (2006–2009): PROJECT-END REPORT 35International HIV/AIDS Alliance

•	 The project’s performance monitoring 
plan was adapted in 2007 to incorporate 
new national indicators and ensure links 
between project design and national 
objectives.

The project also placed a high value on 
documentation to contribute to the replication, 
sustainability and scale-up of the Networks 
Model, and to ensure lessons were learned 
and shared with other programmes nationally 
and internationally. Using information fed up 
through monitoring and reporting systems, 
a number of reports (including this one), 
brochures, flyers, programme briefs and 
case studies have been produced and 
disseminated. These have documented how 
the key elements of the model, including 
NSAs, community engagement, stigma 
reduction and supporting the financial and 
technical capacity of PLHIV groups and 
networks, has increased access and uptake 
of HIV services, and adherence of people 
living with HIV on ART.

Presentations have also been given at 
national and international conferences, 
including the Uganda National AIDS 
Conference (March 2008), HIV/AIDS 
Implementers’ Conference (June 2008) and 
the International Conference on AIDS and 
Sexually Transmitted Infections in Africa 
(December 2008), to share the experiences 
and learning from the project more widely 
and support adaptation and roll out in other 
parts of the world. 

A handbook for NSAs has also been 
developed and distributed to support the 
ongoing sustainability of the project after 
the end of its funding. The handbook is a 
reference tool for NSAs and other group 
members, providing concise information 
about HIV and AIDS prevention, care and 
treatment and other related topics that NSAs 

need to execute their role effectively and 
develop community links and referrals. The 
handbook is an adaptation of the Alliance’s 
Trainer’s Manual on Community Engagement 
for  Antiretroviral Treatment  but includes 
issues other than just ART that NSAs 
deal with at the health facilities and in the 
communities, including TB/HIV co-infection, 
gender and HIV, and family planning.8 
Distribution started in July 2009 and will 
continue until all NSAs and community 
workers have received copies.

In order to support the Ugandan Ministry 
of Health to roll out paediatric ART in the 
districts of operation, the project has also 
developed a toolkit on paediatric ART. This 
has helped NSAs provide information to 
communities and thereby increase demand 
for paediatric care and treatment services. 
Distribution of the Children and Antiretroviral 
Treatment: A Toolkit for Engaging 
Communities began in 2009.9
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Section 4

Challenges

> Capacity-building constraints
The demand for capacity-building training 
from PLHIV groups far exceeded the 
project’s resources. For example, in the first 
year of the project over 200 PLHIV groups 
submitted concept notes for consideration 
for capacity building – way above the ten 
groups per district target that the project 
had. Most PLHIV groups also had huge 
capacity needs requiring special capacity-
building approaches. The expansion of 
the project to more districts allowed more 
groups to be trained, but demand still 
outstripped supply. The level of demand 
is in part an indication of the success of 
the project in engaging communities and 
reducing the stigma of participation in the 
HIV response, but greater resources would 
have allowed more groups to be trained.

> Services strained from success
As a result of the successful mobilisation 
efforts of NSAs and PLHIV groups, the 
number of people accessing services has 
increased dramatically. This has stretched 
the capacity of health facilities and strained 
human resources in an already under-
resourced health care system, potentially 
affecting the quality of services. 

The placement of NSAs in health facilities 
has helped to deal with the increased 
number of clients, and they have been very 
well received in the health facilities and the 
communities in which they work. However, 
even with an expansion in numbers of NSAs, 
NSA workloads have still risen above what 

was anticipated at the time of their enrolment, 
with many NSAs reporting that they are at 
the health facilities for more than the agreed 
three days a week. 

The project has worked to strengthen the 
capacity of PLHIV groups to act as service 
delivery points as a way of reducing the 
burden of work on NSAs. Advocacy work has 
also been carried out at the national level to 
increase overall funding for HIV and health 
services. 

> Rural areas pose particular 
challenges

There is limited coverage of HIV services 
in rural sub-districts, and long distances to 
the nearest health facility deter clients and 
has been a challenge for NSAs. NSAs were 
provided with bicycles and some PLHIV 
groups with motorbikes to overcome this and 
to expand their reach, but remote villages 
have remained a challenge. Rising fuel and 
transport costs have also been a further 
deterrent for clients in remote locations. 

> Stock shortages undermine referral 
effectiveness

Throughout the lifetime of the project there 
have been widespread and persistent stock 
shortages of Septrin, ARVs, drugs for TB 
treatment, and Coartem in health facilities in 
many parts of Uganda. This has threatened 
to reduce the effectiveness of the referral 
system, as people are discouraged from 
going back to health facilities if they have 
to travel long distances with considerable 
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expense and no guarantee of supplies. It also 
poses challenges to treatment adherence, 
increasing the likelihood of affected 
individuals developing drug resistance. The 
Alliance and its partners have used national 
advocacy to push for improved stocks and 
supply chains. In addition, PLHIV groups and 
communities have been supported to lobby 
for services at district level. However, this still 
remains a national challenge that needs to be 
addressed. 

> Demand and capacity stretch grants 
programme

The small grants programme has successfully 
supported many PLHIV groups to implement 
HIV activities, but overwhelming demand 
for grants has far outstripped funding. For 
example, in the first year 419 concept notes 
were received and 55 shortlisted groups 
developed and submitted implementation 
plans and budgets, but there was only 
funding to provide grants to 29 groups. 
A further 29 grants were provided in the 
following year. 

Grants were also delayed because it 
took longer than anticipated to build the 
organisational capacity of PLHIV groups 
at the sub-district level, and the number of 
PLHIV groups far outstripped the project’s 
estimates, requiring the groups to form 
consortiums at the sub-district level.

> Limitations of data collection

Initially the project collected service-level 
data using forms developed by the Alliance 
secretariat’s monitoring and evaluation 
team. While these forms included space 
for comments and feedback, they focused 
mainly on quantitative data. This quantitative 
data was useful for programme monitoring 
and uptake of services but didn’t relate 
closely enough to the project’s core 

evaluation indicators. This decreased the 
efficiency of data collection, analysis and 
reporting. 

The Alliance recognised that data collection 
could be improved and introduced a set of 
revised monitoring and evaluation tools in 
2008. These were designed to better capture 
both qualitative and quantitative data on 
project performance. New referral registers 
monitored number and types of referrals 
and follow-ups by each NSA. There was 
also a stronger emphasis given to qualitative 
information through case studies, lessons 
and experiences, quotes, and notes on 
the quality of services. NSAs have used 
this information to share experiences and 
challenges when they conduct their monthly 
meetings. NSAs were also given diaries to 
document and share experiences with the 
project. 

> The importance of district health 
officials

At the start of the project a lot of effort was 
invested in gaining the buy-in of district 
officials, with considerable success. While 
these partnerships and links were maintained, 
as workloads increased from project scale-up 
their intensity and priority diminished over 
time, even though district health officers play 
an important role in placing NSAs at health 
facilities. NSAs and people living with HIV 
have an important advocacy role to play 
at district level to maintain these links and 
partnerships.

> Fully integrating Network Support 
Agents into the health system

NSAs have played a very important role 
at health facilities and have been able to 
free clinicians and nurses’ time, in addition 
to mobilising people to access services. 
However, while health providers have 
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acknowledged the role of NSAs, they 
have not been integrated into the formal 
health delivery system. With the end of the 
Networks Project this may have a detrimental 
effect on sustainability. 

In some health facilities NSAs have also 
not been fully integrated. For example, 
the role of NSAs has not always been fully 
reflected in the health facility ART quality-
improvement teams, and some NSAs have 
not been involved in general staff meetings. 
The project continued to sensitise health 
workers on the role of people living with HIV 
in improving quality of service delivery to 
try to improve integration of NSAs in health 
facilities. It also continued to strengthen the 
capacity of PLHIV groups to become service 
delivery points. 

> Inadequate services for orphans and 
vulnerable children

Inadequate services for OVC in most 
districts have been a significant challenge 
throughout the project’s lifetime. With very 
few organisations providing OVC care and 
wrap-around services, the effectiveness of 
the referral system for OVC has been limited. 
It has also reduced the support the project 
can leverage from other OVC providers. 
The project has tried to complement 
existing service providers with its own direct 
provision of services to OVC through PLHIV 
groups, but this has been constrained by 
limited funds. The Government of Uganda 
needs to place a higher priority on expanding 
service provision for OVC.

> Stigma can constrain Network 
Support Agent numbers

Despite successful work to reduce HIV-
related stigma, in some new areas where 
the project expanded after the first year, 
stigma remained high. This made it difficult 

to identify people living openly with HIV 
to become NSAs. In response, the project 
recruited a very limited number of people 
who were not living with HIV where no 
one living openly could be appointed. The 
project worked hard, however, to ensure that 
people living with HIV were selected as NSAs 
wherever possible. 

> Addressing low involvement of men

Where there is low involvement of men in HIV 
services this also further limits the use of HIV 
services by their spouses and the community 
at large. To address this problem, the project 
integrated a component on gender and HIV 
into the NSA training. This has enabled NSAs 
to talk to communities about the issues that 
hinder men’s involvement in HIV activities and 
discuss ways to address them. 

> Maintaining quality during scale-up 

The project’s expansion from 7 to 40 districts, 
as well as its replication in a further 12 
districts, demonstrated that the Networks 
Model could be rapidly and effectively 
brought to scale. However, the speed of 
scale-up, combined with stretched human 
and financial resources, threatened to 
compromise quality and consolidation of the 
project. For example, Alliance staff were not 
able to provide the level of support originally 
planned to NSAs and PLHIV groups, and 
activities such as grant management and 
evaluation suffered. The strains of expansion 
also filtered down to NSAs as workloads 
increased, and to PLHIV groups that needed 
more income-generating activities to provide 
resources for effective operation. More time 
to consolidate and strengthen the project 
could have improved overall performance. 
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Section 5

Key learning and 
recommendations

Increasing access to services

1 The project demonstrates that by putting people living with HIV and 
communities at the heart of project delivery you can achieve rapid 
scale-up and national impact on universal access targets. 

2 The success of the project showed to people living with HIV and 
communities throughout Uganda the important role they play in 
increasing access to services and achieving national targets, as well 
as in service delivery. 

3 The work of the NSAs in particular shows that by strengthening 
links and referrals between health services, it is possible to rapidly 
increase access to HIV, sexual and reproductive health, TB and other 
health and wrap-around support services.

4 The project demonstrates that recruiting people living with HIV as lay- 
counsellors can dramatically increase adherence to antiretroviral and 
TB treatment. Providing better support for treatment also improves 
uptake of testing and HIV prevention services. 

Strengthening community HIV responses 

5 Building the capacity of PLHIV groups was a fundamental 
requirement for the project’s success, rapid scale-up and impact. 
Support for this and other types of civil society strengthening is 
critical to sustain successful HIV responses.

6 The Networks Model, which underpinned the whole project, is an 
effective way to implement and build a lead role for people living with 
HIV in tackling the HIV response.

7 Communities can play a critical role in supporting and strengthening 
health systems by providing skilled people able to carry out essential 
healthcare tasks. 
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Addressing stigma

8 Creating positive role models through NSAs, who also rolled out 
stigma training and community activities, is an effective way of 
breaking down HIV stigma and discrimination. 

Improving the Ugandan response

Evidence from the project also highlights weaknesses in the Ugandan 
response that need to be urgently addressed:

9 Regular stock shortages of ARVs, Septrin and drugs for TB 
treatment threaten to undermine the increased demand for 
treatment, and increase drug resistance.

10 Services for orphans and vulnerable children are under-developed in 
most areas, limiting the value of referral systems.

11 There is a shortage of human capacity and resources across the 
health system to deal with the real needs and demands for HIV 
and other health services that the project has highlighted. Greater 
investment in health systems strengthening, HIV and community 
responses needs to be a priority.

Learning for Alliance programming
A number of issues were also highlighted for future Alliance programming:

12 New demands generated by successful community mobilisation 
and involvement of people living with HIV can cause programme 
capacity issues. Similar projects in the future should plan for a rapid 
increase in demand, and work with government and NGO partners 
to prepare for it.

13 New projects should ensure that effective data collection systems 
are in place from the start, with appropriate emphasis on qualitative 
and quantitative data. 

14 There is an important advocacy role for people living with HIV at the 
district level to maintain links and partnerships with district health 
officers, among others, that are important to ongoing buy-in and 
success. 

15 Rapid project expansion stretches human and financial resources 
and can threaten to compromise the quality and consolidation of 
a project. Careful consideration needs to be given to balance the 
competing goals of expansion and quality. 
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Section 6

Conclusion

The success of the Alliance’s Networks 
Project in Uganda has some important 
lessons for policymakers and donors in 
Uganda and across the HIV response. The 
project has demonstrated that by creating 
and implementing a model that empowers 
those most affected by HIV to support 
constrained healthcare delivery systems, it is 
possible to produce dramatic results quickly 
and at scale.

The positive impact of the NSAs at the heart 
of service delivery at health facilities has led 
to greater recognition at all levels of society 
of the added value of people living with HIV 
in service delivery. It has also contributed 
to a broader debate on task shifting to 
cadres of lay healthcare workers, including 
people living with HIV, that has important 
implications for the future of health service 
delivery in Uganda.

The project has also demonstrated the 
capacity of people living with HIV to 
determine their own lives. Support systems 
have been put in place and a resource 
base of trained community information and 
service providers created. With a relatively 
small investment there have been large 
gains, highlighting to people living with 
HIV and their communities the important 
role they play in increasing access and 
delivering services. It has also demonstrated 
the benefits of empowering people living 
with HIV beyond access to services, as 
community role models and advocates for 
change.

The model has demonstrated that 
community education, referral and support 
for treatment also improves uptake of 
HIV testing services, treatment uptake 
and adherence, and emotional and social 
wellbeing. This model can improve not only 
health-seeking behaviour, but also equity of 
access, the likelihood of treatment success 
and secondary prevention for people living 
with HIV. 

All this important evidence should persuade 
donors and the Government of Uganda of 
the need for, and effectiveness of, investing 
in community HIV responses led by people 
living with HIV. It is disappointing that despite 
the strong evidence of project success, 
USAID funding for the Networks Project has 
not continued. 

Sustainability and developing alternative 
funding sources was an inherent part of 
the project’s aims and capacity-building 
work from the start. The work over three 
years to build skills, ranging from resource 
mobilisation to anti-stigma and prevention, 
care and treatment support at national, 
district and sub-district level, has helped 
give individuals and organisations the skills 
and the tools to make changes in their own 
spheres of influence and to begin raising 
funds themselves. 

Activities towards the end of the projects 
life were geared towards consolidation. For 
example, the project worked to strengthen 
the organisational capacity of PLHIV 
groups, especially in districts where project 
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implementation started in years two and 
three, to be able to solicit funding themselves 
from the district and other development 
partners so they can coordinate and sustain 
their activities beyond the project life. 

But international donors and the Government 
of Uganda need to act soon to follow up 
the achievements of the Networks Project, 
otherwise the capacity built by the project is 
in danger of being lost. NSAs have been one 
of the most successful components of the 
project. By the end of the project over 1,300 
were working to mobilise people living with 
HIV to use existing services, including health 
facility-based services and wrap-around 
services provided by other CBOs and NGOs. 
Without continued financial and personal 
support it will be hard for this group of NSAs 
to survive – with a detrimental impact on 
community cohesion and the loss of an 
important support pillar for over-stretched 
health workers.

The need and demand for services is clear 
from the rapid uptake initiated by the project, 
but without increased financial support for 
health in general, and continued prioritisation 
of community-led responses in particular, the 
progress made by the Networks Project is 
in jeopardy. Addressing shortages of stocks 
of Septrin, ARVs and drugs for TB treatment 
nationally is also urgent if the demand for HIV 
testing and follow up, particularly among the 
most impoverished and marginalised, is not 
to be undermined by the disillusionment of 
travelling long distances at substantial cost 
to find no drugs are available. Developing 
more widespread and comprehensive wrap-
around services for OVC, which the project 
highlighted as being very limited, must also 
remain a priority. 

We hope that other governments in the 
region and across the world will be able 
to learn from the Alliance’s experience 
implementing the Networks Project. We 
urge international donors and national 
governments to continue increasing their 
support for health and HIV, and to ensure 
that people living with HIV play a lead role in 
developing access and delivering services. 
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Appendix 1
Acronyms and abbreviations

ART Antiretroviral treatment

ARV Antiretroviral

CBO Community-based organisation

CORE Communities Responding to the HIV/AIDS Epidemic

DOTS Directly observed treatment

FSO Field Support Officer

GIPA Greater Involvement of People Living with HIV 

HCT HIV counselling and testing

MIPA Meaningful Involvement of People Living with HIV

MRS Monitoring and Reporting System

NGO Non-governmental organisation

NSA Network Support Agent

NULIFE Food & Nutrition Interventions for People Living with HIV/Nutrition is Life

NUMAT Northern Uganda Malaria, AIDS and Tuberculosis Program

NAFOPHANU National Forum for PHA Networks in Uganda

OVC Orphans and Vulnerable Children

PEPFAR President’s Emergency Plan for AIDS Relief

PLHIV groups Groups of people living with HIV

PMTCT Prevention of mother-to-child transmission

PSI Population Services International

TB Tuberculosis 

UAC Uganda AIDS Commission

USAID United States Agency for International Development
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