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ABBREVIATIONS

ADR  Adverse Drug ReacƟ on 

AIDS  Acquired Immune Defi ciency Syndrome

ANC  Antenatal Clinic

ART  AnƟ retroviral Therapy

ARV  AnƟ  Retro Viral

BCC  Behavioral Change CommunicaƟ on

CBPMTCT  Community Based PrevenƟ on from Mother-to-Child Transmission

CHBC  Community Home Based Care

CCM  Country CoordinaƟ on Mechanism

CSO  Civil Society OrganizaƟ on

CSS  Community System Strengthening

DACC   District AIDS CoordinaƟ on CommiƩ ee

DFID  Department for InternaƟ onal Development

DOHS  Department of Health Service

D(P)HO  District (Public) Health Offi  ce

EDP   External Development Partners

eVT  EliminaƟ on of VerƟ cal Transmission of HIV

FCHV   Female Community Health Volunteers

FSGMN  FederaƟ on of Sexual and Gender MinoriƟ es Nepal

FSW   Female Sex Workers

GIPA  Greater Involvement of People Living with HIV/AIDS

HAART  Highly AcƟ ve ART

HBV   HepaƟ Ɵ s B Virus

HCV   HepaƟ Ɵ s C Virus

HIV   Human Immunodefi ciency Virus

HTC  HIV TesƟ ng and Counseling

IBBS   Integrated Biological and Behavioural Surveillance

IDU   InjecƟ ng Drug Users

I/NGO   InternaƟ onal/Non-Governmental OrganizaƟ ons

IPT  Isoniazid PrevenƟ ve Therapy

JMMS  JagriƟ  Mahila Maha Sangh

M&E    Monitoring and EvaluaƟ on

MARP   Most At Risk PopulaƟ ons

MCHW  Maternal and Child Health Workers

MoHP  Ministry of Health and PopulaƟ on
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MSM   Men who have Sex with Men

MSW   Male Sex Workers

NAC  NaƟ onal AIDS Council

NANGAN  NaƟ onal AssociaƟ on of NGO working in AIDS in Nepal

NAP+N  NaƟ onal AssociaƟ on of People Living with HIV/AIDS in Nepal

NCASC   NaƟ onal Centre for AIDS and STD Control

NDHS  Nepal Demograhpic Health Survey

NFWLHA  NaƟ onal FederaƟ on of Women Living with HIV/AIDS in Nepal

NHRC   Nepal Health Research Council

NHSP  Nepal Health Sector Program

NPHL   NaƟ onal Public Health Laboratory

NSEP  Needle Syringe Exchange Programme

OI  OpportunisƟ c InfecƟ on

OST  Opioid SubsƟ tuƟ on Therapy

PHCC   Primary Health Care Centre

PLHIV  People Living with HIV

PMTCT  PrevenƟ on of Mother-to-Child Transmission of HIV

PWID  People Who Inject Drugs

POC  Point of Care

PPV  PosiƟ ve PredicƟ ve Value

RCT  Randomized Control Trial

RH  ReproducƟ ve Health

RN  Recovering Nepal

SOP   Standard OperaƟ ng Procedures

SSP  Saath-Saath Project

STD   Sexually TransmiƩ ed Diseases

STI   Sexually TransmiƩ ed InfecƟ ons

TB   Tuberculosis

TAG  Technical Advisory Group

TWG  Technical Working Group

UNAIDS   Joint United NaƟ ons Programme on HIV and AIDS

UNDP   United NaƟ ons Development Programme

UNFPA   United NaƟ ons PopulaƟ on Fund

UNICEF  United NaƟ ons Children Fund

USAID   United States Agency for InternaƟ onal Development

VCT   Voluntary Counseling and TesƟ ng of HIV

WHO  World Health OrganizaƟ on
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Proven and evidence-based intervenƟ ons 
are of paramount importance for 
achieving the naƟ onal target of halving 
new HIV infecƟ ons. Understanding the 
dynamics of the HIV epidemic through 
systemaƟ c evidence is criƟ cal for 
addressing the knowledge gaps for an 
eff ecƟ ve policy and planning decisions in 
response to HIV and Sexually TransmiƩ ed 
InfecƟ on (STI). NaƟ onal Centre for AIDS 
and STD Control (NCASC) and its partners, 
therefore, developed the NaƟ onal HIV 
Research Agenda to inform research gaps 
and to enhance quality, coverage and 
eff ecƟ veness of HIV prevenƟ on, treatment, 
care and support services in Nepal. The 
research agenda have developed through 
review of HIV and STIs-related literatures 
and a series of consultaƟ ve meeƟ ngs 
and workshops. It encompasses priority 
research areas that focus on three broader 
research themes: (i) prevenƟ on of HIV and 
STIs (from all modes of transmission), (ii) 
treatment, care and support of infected 
and aff ected individuals, and (iii) health 
and community system strengthening 
eff orts.

The NaƟ onal HIV Research Agenda is aimed 
to be useful to policy makers and top level 
managers, programme managers, donors, 
researchers, students, acƟ vists and social 
workers and general public.

The NaƟ onal HIV Research Agenda (given 
in chapter 4) includes naƟ onal HIV and 
STIs research framework with clearly 
defi ned research quesƟ ons and suggested 
research methods;  implementaƟ on and 
co-ordinaƟ on framework for moving the 
agenda forward; mechanism of reviewing, 
updaƟ ng and sharing research fi ndings and 

EXECUTIVE SUMMARY

its uƟ lizaƟ on; plan of NaƟ onal HIV Research 
Agenda and costs, and pre-requisites for 
building on naƟ onal and local  capacity for 
undertaking implemenƟ ng the prioriƟ zed 
research agenda for the next three years 
(July 2013 - July 2016).

The research agenda on prevenƟ on 
research has recommended generaƟ ng 
new knowledge on four main themes- 
prevenƟ on of HIV transmission, prevenƟ on 
of STI transmission, prevenƟ on from 
sharing unsterilized injecƟ ng equipment 
(harm reducƟ on) and prevenƟ on from 
mother-to-child transmission (PMTCT). The 
research agendas on prevenƟ on research 
focus in understanding the dynamics of HIV 
transmission among the key populaƟ ons 
at higher risk of HIV and STIs transmission, 
HIV tesƟ ng and counseling (HTC) services. 
The research agenda on prevenƟ on of 
STIs focuses on determining prevalence 
of STIs, percepƟ on of risk of STIs among 
key populaƟ on groups and their broader 
health care needs and access to services.

The research agenda on prevenƟ on of 
needle sharing will focus in idenƟ fying 
knowledge gaps  regarding eff ecƟ veness 
of drug treatment in HIV prevenƟ on, 
pracƟ ce and accessibility of needle and 
syringe exchange programme (NSEP) 
among adolescents (14-18 yrs), burden 
of HepaƟ Ɵ s B and C among people who 
inject drugs (PWIDs), situaƟ on assessment 
of female drug users, adequacy of drug 
control law and policies, eff ecƟ ve coverage 
of harm reducƟ on services, individual and 
structural  barriers of eff ecƟ ve services, 
reasons of relapse aŌ er rehabilitaƟ on 
treatment of drugs among drug users 
and PWIDs, pracƟ ce of drug use in cross-
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border areas and  behavioural assessment 
of clients on Opioid SubsƟ tuƟ on Therapy 
(OST) in Nepal. 

The research agenda on PMTCT focuses on 
use of family planning (FP) services among 
people living with HIV (PLHIV) and key 
populaƟ ons at higher risk of HIV (PMTCT 
prong II), exploraƟ on of cost-eff ecƟ ve and 
feasible strategies to implement recent 
decisions to expand PMTCT to community 
level across country, maximizing benefi t 
of  antenatal care screening (PMTCT prong 
III), partner involvement in PMTCT, OpƟ on 
B+ for Nepal (lifelong anƟ retroviral therapy 
(ART) for all posiƟ ve pregnant women) and 
Ɵ ming of PMTCT intervenƟ ons.

The recommended research agenda on 
HIV treatment comprises to opƟ mize the 
access to CD4, survival of Nepali PLHIV 
on ART, extent and reasons for treatment 
failure, integraƟ on of PMTCT/ART into 
exisƟ ng health services, knowledge of CD4 
trends among various populaƟ on groups 
in intervenƟ ons, implementaƟ on of early 
infant diagnosis, adherence to ART, cost-
eff ecƟ veness of HIV and STI treatment, 
retenƟ on in care for ART taking PLHIV, side 
eff ects of ARVs, impact of highly aff ecƟ ve 
anƟ retroviral treatment (HAART) on 
sexual behaviour/transmission of HIV and 
other infecƟ ons, profi le of opportunisƟ c 
infecƟ ons (OIs) and eff ecƟ ve management 
modaliƟ es and feasibility of Treatment 2.0 
agenda in Nepal and ways of opƟ mizaƟ on 
for improved benefi t to the PLHIV and 
health systems.

The recommended research agenda on care 
and support revolves around assessment 
of eff ecƟ veness and quality of services, 
impact and sustainability of services from 
community care center (CCC) and effi  cacy 
of community and home-based care 

(CHBC) models in Nepal, nutriƟ onal status 
of PLHIV and supplementary opƟ ons, life 
course perspecƟ ve of impacts of HIV, and 
exploraƟ on of more eff ecƟ ve, friendly 
and community system driven care and 
support services for HIV infected and 
aff ected people and their families.

The HIV and STIs research agenda on 
health system strengthening are outlined 
for improving universal precauƟ ons in the 
health care seƫ  ngs, task redistribuƟ on and 
task shiŌ ing among health care providers, 
strengthening of laboratory infrastructures, 
assessment of total laboratory quality of 
pracƟ ces, cost-eff ecƟ veness and fi nancial 
sustainability of HIV programme at local 
level with improved community ownership.

Similarly, the research agenda for 
community system strengthening include 
parƟ cipaƟ on of communiƟ es in the 
naƟ onal HIV response, barriers to access 
services to the communiƟ es, quality and 
eff ecƟ veness of services delivered by 
the communiƟ es and their contribuƟ on 
in making the diff erence, exploraƟ on 
of strengthened community ownership 
and response, psychosocial health status 
of men who have sex with men (MSM)/
transgender people and prison inmates, 
and devising eff ecƟ ve programme model 
for their health needs, good governance 
of civil society organizaƟ ons working in 
HIV prevenƟ on to care. Moreover, the 
research agenda emphasize generaƟ ng 
knowledge on means and strategies 
for improving research monitoring and 
surveillance, collecƟ on of quality data, 
and opƟ mizing reporƟ ng and enhance 
uƟ lizaƟ on of the research fi ndings for 
public health acƟ ons.

The research agenda has also incorporated 
specifi c research quesƟ ons on gender 
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equality and social protecƟ on of the 
vulnerable groups of the populaƟ ons 
especially sensiƟ ve to HIV and STIs in 
Nepal. 

The research agenda has presented a 
plan for conducƟ ng HIV and STIs research 
acƟ viƟ es considering the need evidence 
in Ɵ me. The roll out plan is spread for 
four years, 2013-2016 and is costed     

(proposed). Moreover, the plan has also 
indicated potenƟ al research partners 
along with their roles to support HIV 
and STIs research in Nepal. The research 
agenda document also outlines a broader 
mechanism for improving coordinaƟ on 
and linkage among key stakeholders, 
expressed human resource need for 
moving the research agenda and other 
resources.
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Introduc  on and
Background

1.1 SITUATION OF HIV 
EPIDEMIC IN NEPAL

HIV is characterized as a concentrated 
epidemic in Nepal with HIV prevalence 
of 0.28 percent among adult aged 15–49 
years in 2013. There are approximately 
48,600 people esƟ mated to be living 
with HIV, where four out of every fi ve 
infecƟ ons are transmiƩ ed through sexual 
transmission (NCASC 2013). People who 
inject drugs (PWIDs), men who have sex 
with men (MSM) and female sex workers 
(FSWs) are the key populaƟ ons (KP) who 
are at a higher risk of acquiring HIV. Male 
labour migrants (who parƟ cularly migrate 
to high HIV prevalence areas in India, 
where they oŌ en visit FSWs) and clients of 
sex workers in Nepal are playing the role of 
bridging populaƟ ons that are transmiƫ  ng 
infecƟ ons to low-risk general populaƟ ons 
including spouses of migrants. The rate of 
occurring new HIV infecƟ ons throughout 
Nepal has reduced signifi cantly during 
the last fi ve years essenƟ ally owing to the 
targeted prevenƟ on intervenƟ ons among 
key populaƟ on groups. However, it is 
criƟ cal to improve the eff ecƟ ve coverage 

1
C H A P T E R 

of proven prevenƟ on intervenƟ ons, 
especially among new entrants engaging in 
high-risk behaviours, and to sustain these 
intervenƟ ons for achieving the naƟ onal 
target of halving new HIV infecƟ ons by 
2015.

The quality of the data on understanding 
the epidemic is criƟ cal, and it is essenƟ al 
to be challenged by quality research for 
fulfi lling the knowledge gaps in programme 
improvement. With this views, NaƟ onal 
HIV Research Agenda is developed.

1.2 POSITIONING OF 
RESEARCH AGENDA IN 
NATIONAL RESPONSE TO 
HIV EPIDEMIC

Research is one of the vital elements of 
strategic informaƟ on for understanding 
the gaps in the intervenƟ ons as well as 
strategic knowledge on the dynamics of 
the HIV epidemic. Strategic informaƟ on 
refers to the “kind of informaƟ on needed 
to inform policy and planning decisions”, 
which comes from four main sources: 
(i) surveillance, (ii) rouƟ ne monitoring 
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and evaluaƟ on, (iii) health informaƟ on 
systems, and (iv) research (Figure 1). The 
HIV strategic informaƟ on and research 
framework is an important tool to idenƟ fy 
a set of key indicators on the HIV epidemic. 

Nepal has been following the principle 
of “three ones principle” adopted by 
the Joint United NaƟ ons Programme 
on HIV and AIDS (UNAIDS) since 2004. 
This approach emphasizes to establish 
a single naƟ onal HIV/AIDS authority, a 
single naƟ onal strategic HIV/AIDS plan 
and a single naƟ onal HIV/AIDS monitoring 
and evaluaƟ on system. The research 
components contribute for generaƟ ng 
knowledge as one principle of naƟ onal 
strategic informaƟ on system.

Nepal’s National HIV Strategy considers 
monitor ing and evaluat ion as  the
“third ” one.  This has been operaƟ onalized 
by establishing a national strategic 
informaƟ on system for informed response 
to the HIV epidemic. A national HIV 
Strategic Information Technical Working 
Group (SITWG) was formed under the 

leadership of NaƟ onal Centre for AIDS and 
STD Control (NCASC) with the parƟ cipaƟ on 
of key stakeholders, external development 
partners and civil society organizations 
(CSOs) in 2006. However it is not acƟ ve as 
expected due to transiƟ ons at NCASC.

Based on the principle of “geƫ  ng research 
into policy and practice”, NCASC and its 
partners reiterates the development 
of National HIV Research Agenda to 
inform research gaps and to enhance 
quality, coverage and eff ecƟ veness of HIV 
prevenƟ on, treatment, care and support 
services. Primarily, the posiƟ oning of the 
research areas is to providing evidence 
for scienƟ fi c scaling up/down of eff ecƟ ve 
intervenƟ ons, Ɵ mely exploring of emerging 
and re-emerging of HIV epidemic among key 
populaƟ on groups, and geƫ  ng sustainable 
and effective health systems. Thus, the 
focuses of research are on: (a) operaƟ onal 
research, (b) implementaƟ on research, and 
(c) health system research ( Fisher & Foreit, 
2002; Sanders & Haine, 2006;  WHO/The 
Global Fund, 2009; Rujumba & Byamugisha, 
2012).

Strategic Informa  on for Informed Response to HIV Epidemic in Nepal

HIV
Surveillance

Programme
Monitoring 

and 
EvaluaƟ on

Research

Figure 1: Strategic Informa  on for Informed Response to HIV Epidemic in Nepal
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This research agenda encompasses of:

• National HIV Research Agenda 
framework (research quesƟ ons)

• Research concept notes for each 
research quesƟ ons (in brief: methods, 
uƟ lity of research fi ndings, potenƟ al 
research partners with roles, esƟ mated 
cost)

• Research plan based on the NaƟ onal 
HIV Research Agenda with esƟ mated 
costs (costed research plan)

• Research implementation and
co-ordinaƟ on framework for moving 
the research agenda (potential 
partners and their roles)

• Outline for methods/approaches for 
reviewing and updaƟ ng the NaƟ onal 
HIV Research Agenda

• Research capacity development 
framework and plan based on the 
requirement of NaƟ onal HIV Research 
Agenda

1.3 NEED AND RELEVANCE 
OF NATIONAL HIV 
RESEARCH AGENDA

The National HIV/AIDS Strategy 2011-
2016 asserts to strengthening strategic 
information for informed planning, 
programming and effective national 
response to HIV focusing on (i) HIV 
surveillance, (ii) routine program 
monitoring and evaluation and (iii) 
research. Though research is and should 
be an integral part of a systematic 
planning and programming on HIV and 
STIs, there is absence of National HIV 
Research Agenda in Nepal. It has resulted 
in lack of clear guidance for undertaking 
research on HIV and AIDS in the country. 
NCASC therefore organized a three-day 
technical workshop to develop a naƟ onal 
HIV research agenda at Pokhara in 
November 14-16, 2010. 

The workshop has proposed a tentaƟ ve 
list of priority research areas that focus 
on three broader themes: (i) prevenƟ on 
research (including mode of transmission), 
(ii) treatment, care and support, and
(iii) cross-cuƫ  ng issues. The workshop had 
recommended moving ahead for a more 
parƟ cipatory and consultaƟ ve process in 
order to fi nalize the naƟ onal HIV research 
agenda (NCASC, 2010).

NCASC, with support from USAID-funded 
Saath-Saath Project (SSP), therefore, 
undertook the following tasks:

 PrioriƟ zed research agenda (research 
quesƟ ons focused to improve 
eff ecƟ veness, quality and coverage) 

 IdenƟ fi ed research methods
 Planned Ɵ ming for implementaƟ on 
(and data need)

 Planned costs of each research agenda 
with an acƟ on plan

 IdenƟ fi ed research partners and their 
roles

 Developed a research implementaƟ on 
and co-ordinaƟ on framework

 Assessed research capacity and idenƟ fy 
capacity development needs of NCASC 
and its key partners 

1.4 OBJECTIVES OF THE 
RESEARCH AGENDA

The overall objecƟ ve is to develop a 
NaƟ onal HIV Research Agenda to support 
the strategic informaƟ on and knowledge 
for informed response to HIV in Nepal. It 
is expected that it will add new knowledge 
and enhance understanding around the 
key HIV and AIDS research agenda in 
Nepal.
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The research agenda includes the naƟ onal 
HIV/STI research framework with clearly 
defi ned research quesƟ ons; research 
plan; implementaƟ on and co-ordinaƟ on 
framework for moving the agenda; 
mechanism of sharing research results 
and its use; and methods/framework/
mechanism for reviewing and updaƟ ng 
the research agenda.

Specifi c Objec  ves
1. To generate context specifi c evidence to 

fulfi ll the knowledge gaps on prevenƟ on 
of HIV and STIs among population
groups in Nepal

2. To generate evidence for improved care, 
treatment and support for HIV infected 
and aff ected communiƟ es in Nepal

3. To generate evidence for effi  cient health 
systems and community systems for 
sustained response to HIV epidemic in 
Nepal and contribute to overall health 
system development

1.5 INTENDED USERS OF
 THIS DOCUMENT

Having a National Research Agenda is 
essenƟ al to set prioriƟ es to conduct HIV 
research for addressing the knowledge 
gap, assist develop plan for policy reform 
and programme improvement using the 
available knowledge and  provide direcƟ on 
to conduct further research for adding new 
knowledge for informed response on HIV. 
Also the Research Agenda can be used, 
partly, for fi nancing the HIV intervenƟ ons 
and performance of assignments among 
the government, donors, and the civil 
society organizations. The National HIV 
Research Agenda is aimed to be useful 
to policy makers and top level managers, 
programme managers, donors, researchers, 
academicians, students, acƟ vists and social 
workers and general public.
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Mapping of
Research on HIV 
and STIs in Nepal

2.1  SCOPING OF EVIDENCE-
BASED KNOWLEDGE ON 
HIV

The search strategy in this review involved 
systemaƟ c electronic database searching, 
hand searching and grey literature 
searching. This study reviewed electronic 
research databases, and synthesized 
published and grey literature such as 
research arƟ cles, reviews and case reports 
published in peer and non-peer reviewed 
electronic and print journals and reports. 
As the search of databases may not locate 
all relevant sources, it was important to 
combine systemaƟ c database searching 
with hand searching of journals, searching 
of specialist websites and grey literature 
through personal and insƟ tuƟ onal contacts 
and tracking of references. 

‘Free text term’ or ‘key word search’ 
was the first strategy used to map all 
relevant arƟ cles from mulƟ ple databases; 
Medline (1980-2012), Evidence-based 
Medicine (EBM) Reviews (1980-Feb 2012), 
ExcerptaMedica Database(EMBASE) 
(1980-2012), CumulaƟ ve Index to Nursing 

2
C H A P T E R 

and Allied Health (CINAHL) (1990-2012) 
and Ovid Medline (1996-January 2012) 
and Google Scholar. For each search, the 
outputs were downloaded into MS Excel 
and screened later following the inclusion 
criteria. The main review criteria included; 
(i) original research or systemaƟ c review
(ii) makes specifi c reference to STIs and HIV 
in Nepal, (iii) search terms had to be in the 
Ɵ tle, abstract or key words on the database, 
(iv) only English language publications, 
published from 1980 to December 2012. 
Books, book reviews, editorials, reports and 
news arƟ cles idenƟ fi ed from other sources 
were also added to the review.

The following combinaƟ ons of the key 
terms were used in database searching:

• ‘HIV’ AND (AIDS OR STI OR Nepal OR 
PrevenƟ on)

• ‘HIV, AND (‘Nepal OR PrevenƟ on’ OR 
Treatment and care”)

• ‘HIV’ AND (‘Female sex workers’ OR 
‘IDUs’ AND ‘MSM)’ 

The above-menƟ oned terms were also 
used for other manual searches. The 
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cita  ons were ini  ally screened on  tle 
and those retained were screened again on 
their abstracts. Only 115 ar  cles obtained 
from manual and electronic searches were 
included for the review (Table 1).

Table 1: Research done on HIV and STIs in Nepal as of December 2012

SN Research themes Number Percent

 1. Preven  on of HIV and STIs

Female sex workers 12 16.4

People who inject drugs (including transmission 
from blood and blood products)

13 17.8

Men who have sex with men /male sex 
workers/ transgender people 

5 6.8

Labour migrants 12 16.4

Transport workers 6 8.2

Young people 12 16.4

People living with HIV (PLHIV) 2 2.7

Other key popula  ons at higher risk to HIV 3 4.1

General popula  on 8 10.9

Sub-total (preven  on) 73 100.0 (63.4)

2. Treatment of HIV and management of
co-morbidi  es

Co-infec  on diagnosis and management (TB) 14 53.8

Other opportunis  c infec  ons 4 15.3

An  retroviral 3 11.5

Laboratory diagnosis 5 19.2

Sub- total  (treatment) 26 100.0 (22.6)

3. Care and support 4 3.4

4. Health systems and policy research 1 0.8

5. Cross-cu   ng issues (gender, social 
protec  on)

5 4.3

6. Monitoring and evalua  on 6 5.2

Total 115 100.0

Of the 115 papers and sources reviewed, 
nearly two third (73 or 63.4%) of the 
research papers were related to preven  on 
research. Out of the papers appeared 
on preven  on, they mainly covered
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PWIDs (17.8%), FSWs (16.4%), labour 
migrants (16.4%) and young people 
(16.4%). The other areas of prevenƟ on 
research included transport workers 
(8.2%), MSM/MSW/TG (6.8%) and PLHIV 
(2.7%). The key populaƟ ons at higher 
risk of HIV transmission covered 4.1% of 
the papers that appeared on prevenƟ on 
research. One in ten (10.9%) of the 
prevenƟ on research was based on general 
populaƟ on.

Similarly, out of total 26 research papers 
(22.6%) on HIV and AIDS, more than half 
(53.8%) deal with co-infecƟ on, parƟ cularly, 
tuberculosis and HIV and STIs. Biological 
test-based research papers covered 19.2% 
of the HIV research papers, followed by 
OIs (15.3%) and ART (11.5%). The other 
themaƟ c areas of HIV research included 
care and support (3.4% of total), cross-
cuƫ  ng issues (4.3%) such as gender-
based violence, cultural and psychological 
issues on PLHIV, confl ict and HIV and AIDS 
and training needs. Only one paper had 
appeared on health services research. Six 

out of 115 papers reviewed (5.2%) looked 
at research quesƟ ons around monitoring 
and evaluaƟ on (Figure 2: Research ArƟ cles 
on HIV and STIs in Nepal as of December 
2012).

2.2 GAPS IN HIV RESEARCH 
AGENDA IN NEPAL

The review of the research papers 
extracted during literature search was 
indicaƟ ve that more research is necessary 
in the fi eld of care and support, health 
services research, treatment and cross-
cuƫ  ng issues such as gender and inclusion 
of the key populaƟ on at higher risk of 
HIV. In the fi eld of prevenƟ on research, 
MSM/TG and transport workers tend to 
be less focused. The review also suggests 
lack of evaluaƟ on, intervenƟ on research, 
including economic evaluaƟ on. 

In terms of methods most of the research 
papers suggest using descripƟ ve cross 
secƟ onal surveys. Case control studies, 
cohort studies and Randomized Controlled 

Figure 2: Research Ar  cles on HIV and STIs in Nepal as of December 2012

Monitoring and 
EvaluaƟ on; 5%

Cross-cuƫ  ng
issues; 4%Health system/

services  research; 1%

Care  and support; 3%

Treatment; 23% PrevenƟ on; 64%
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Trials (RCT) seem less occurring. Another 
grey area of HIV research was the cost 
eff ecƟ veness and cost-benefi t study. There 
seems enough room for more biological 
studies. The review also suggests that HIV 
research in Nepal seems lacking use of using 
systemic reviews and qualitaƟ ve studies.

On the other hand, though Nepal Health 
Research Council (NHRC) updates naƟ onal 
health research agenda occasionally. 
However, it has not extensively off ered 
research agenda regarding HIV and AIDS.

2.3 CULTURE OF HIV 
RESEARCH IN NEPAL

In Nepal, despite the enormous disease 
burden, research is often viewed as 
expenditure rather than an investment 
(Sadana R, et al, 2004). Inadequate 
funding is recognized as the main barrier 
to health research. Moreover, there is 
no complete accounting of sources of 
funds and allocation to research agenda 
in health research. Research on HIV has 
received low priority as it is perceived that 
it is the external development partners 
that have to invest in HIV research. At 
present, most of the research works on 
HIV, though limited in number, have been 
undertaken with the financial support 
by the external development partners.
NCASC, with support from United State 
Agency for International Development 
(USAID), the Global Fund and other
agencies, has been conducƟ ng integrated 

biological and behavioral surveillance 
(IBBS) surveys among key population at 
regular intervals. Some InternaƟ onal/Non-
governmental organizaƟ ons (I/NGOs) and 
networks of people infected and aff ected 
by HIV have carried out research works 
with support from the external partners. 
Until recently, “most health researchers 
in Nepal worked individually rather than
based within insƟ tuƟ ons”. Students from 
universities and medical colleges and 
hospitals have conducted some research 
on HIV including STIs.  They have mostly
focused on studying knowledge, aƫ  tudes
and pract ices  based on interview 
questionnaire, and advance studies 
involving large sample size, more human 
resources and costs are lacking. Moreover, 
HIV research is aff ected by issues menƟ oned 
in SecƟ on 2.2 above.

2.4 RESEARCH ISSUES 
PRIORITIZED FOR NEPAL

Research issues on HIV that need evidence-
based knowledge are many in Nepal. The 
workshops on seƫ  ng HIV research agenda 
held at Pokhara in November, 2010 and at 
Summit Hotel Kathmandu in August, 2012 
has categorically recommended following 
key themaƟ c areas for HIV research for the 
next fi ve years (2011-2016) in Nepal.

The research issues prioritized are on 
prevenƟ on, treatment, care and support, 
health system strengthening and community 
system strengthening.
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Developing a
Na  onal HIV 
Research Agenda
in Nepal

3.1  METHODS USED AND 
PROCEDURES FOLLOWED 
IN DEVELOPING THE 
NATIONAL HIV RESEARCH 
AGENDA

Following methods and approaches were 
used while developing the NaƟ onal HIV 
research agenda:

Consulta  on with stakeholders and core 
group: A consultaƟ on meeƟ ng with stake 
holders was conducted in Kathmandu 
on August 2012. It was parƟ cipated by 
NCASC Director, senior staff  from Strategic 
InformaƟ on (SI) Unit under NCASC, 
representaƟ ves from NHRC, Department 
of Health Services, NaƟ onal Public Health 
Laboratory under Department of Health 
Services (DoHS), FHI 360, UN agencies, 
USAID/Nepal, civil society organizaƟ on and 
PLHIV networks. Around 30 parƟ cipants 
took part in the meeƟ ng. 

The meeƟ ng reviewed table of contents 
and approved them. It also discussed on 
potenƟ al research quesƟ ons under each 

3
C H A P T E R 

themaƟ c area. Moreover, the consultant 
frequently consulted with the core group, 
consisƟ ng of three key staff  from NCASC SI 
Unit and SSP Research Unit representaƟ ve. 
The core group was extensively involved 
in developing the NaƟ onal HIV Research 
Agenda in close coordinaƟ on with the 
consultant.

Desk review: The consultant reviewed 
available published research arƟ cles and 
grey literature on HIV, STI and related issues 
for understanding needs and situaƟ on 
as well as idenƟ fying the research gaps 
to be able to strategically plan for future 
research and avoid duplicaƟ on. Moreover, 
Nepal Health Sector Plan II, current 
NaƟ onal HIV/AIDS Strategy 2011-2016 and 
proceedings of the “Technical Workshop 
on Data Sharing and NaƟ onal HIV Research 
Agenda” held at Pokhara in November 14-
16, 2010 were reviewed. While undergoing 
the review, key themaƟ c areas of HIV 
research - prevenƟ on, treatment, care 
and support, and health and community 
system strengthening eff orts, including 
cross-cuƫ  ng issues (gender, human rights, 
and social protecƟ on) were focused.
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Core group residen  al mee  ng: One 
residenƟ al meeƟ ng of the core group was 
held in Pokhara on January 24-27, 2013. The 
meeƟ ng was planned following technical 
consultaƟ on with key stakeholders and 
primarily focused on reviewing the draŌ  
agenda document developed.

Expert group mee  ng: One a day expert 
group meeƟ ng was conducted in order 
to solicit comments and feedback of the 
draŌ  Table of Contents with elaborated 
framework of the proposed research 
agenda. Preliminary draŌ  agenda was 
shared in the second expert group meeƟ ng 
along with Technical Advisory Group (TAG) 
and incorporate the relevant comments in 
the draŌ  document. 

Thema  c mee  ngs: About 8-10 themaƟ c 
areas were covered for discussion in order 
to generaƟ ng research agenda including 
the cross cuƫ  ng issues. All broader themes 
recommended by the Pokhara Workshop 
in November 2010 were considered 
as starƟ ng issues for specifi c themaƟ c 
discussion. They include prevenƟ on of HIV/
STI, treatment of HIV and management 
of co-morbidiƟ es, care and support of 
infected and aff ected individuals, health 
and community system strengthening 
eff orts, including cross-cuƫ  ng issues such 
as gender equality, human rights and social 
protecƟ on. The details about the themes 
are as follows (but not limited to):

a) PrevenƟ on research
• PrevenƟ on of HIV through injecƟ ng 

drugs, sexual transmission (among 
male labour migrants and their wives/
partners, FSW , MSM/TG), PMTCT, 
blood and blood products

• HIV tesƟ ng and counseling (HTC)
• Targeted prevention interventions 

(comprehensive) among key populaƟ ons 
at higher risk of HIV, including harm 
re d u c t i o n ,  b e h av i o u ra l  c h a n ge 
communication (BCC) and condom 
programming

• PrevenƟ on and control of STI
• Pre- and post- exposure prophylaxis, 

vaccines
• Quality assurance of laboratory 

invesƟ gaƟ ons related to HIV 

b) Research on treatment, care and 
support

• Ant i ret rov i ra l  therapy  (ART)  & 
Antiretroviral, prevention and control 
of opportunistic infections, including 
co-infecƟ on management (TB-HIV)

• Care and support acƟ viƟ es (biomedical, 
nutriƟ onal, social, legal, economic, 
psychosocial)  for infected and aff ected 
individuals and communiƟ es

c) Research on health and community 
system strengthening, including cross-
cuƫ  ng issues

• Strategic informaƟ on-HIV surveillance, 
intervenƟ on, monitoring and evaluaƟ on, 
research

• Health system strengthening (leadership, 
governance, informaƟ cs, human capacity 
for national response to HIV, HIV and 
STI related laboratory and commodiƟ es 
management, and fi nancing)

• Community system strengthening
• Gender equality, human rights, greater 

involvement of people living with AIDS 
(GIPA),  social protection (economic, 
social, legal etc.), right-based approaches 
to respond HIV and gender based 
violence.

Research capacity building framework: 
Following consultation discussion with 
the SI team of NCASC and its strategic 
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information partners, a national level 
research capacity building framework 
has prepared  considering the  minimal 
requirements for eff ecƟ ve implementaƟ on 
of the research agenda.

Workshop for priori  za  on of research 
agenda: The fi nal draŌ  of key research 
quesƟ ons was presented during a one 
day workshop held at Lalitpur on 10 
September 2013. It was parƟ cipated by 
around 25 experts including network 
members. Please refer to Annex 3 for the 
prioriƟ zaƟ on tool.

With the key questions on each theme, 
eight established criteria – relevance, 
avoidance of duplication, feasibility, 
poliƟ cal acceptability, applicability, ethical 
acceptabil ity, gender/human rights 
and social protection and need for new 

Table 2: Key considera  ons made while priori  zing the research agenda on each 
theme

Broad areas Key ques  ons

PrevenƟ on How to reduce the new infect ions by al l 
modes of transmission? Are infections reduced
signifi cantly?

Treatment How to save more lives? How to improve
quality of life of PLHIV? How to improve
adherence to therapy? How to opƟ mize the
treatment as prevenƟ on in Nepal’s context?

Care and Support Is the overall living condiƟ on of PLHIV improved?
Is the impact of HIV miƟ gated among individuals
infected and aff ected by HIV?

Health System Strengthening How to adjust the system knobs for eff ecƟ ve 
and effi  cient delivery of services in sensiƟ ve and
sustainable manner? Through more capable and
responsive health system?

Community System 
Strengthening

How to eff ecƟ vely engage the communiƟ es for 
demand creaƟ on and quality of service they
received? (quality services are accessible)

CriƟ cal enablers How to generate supporƟ ve environment for
delivery and access of quality services to the
communiƟ es at risk, infected and aff ected?

knowledge in particular were used and 
scored between 1-5 (1 = poor and 5 = very 
good/relevant), as menƟ oned in Annex 3 
for details.

Final consulta  on mee  ng: Members 
represenƟ ng naƟ onal networks; JMMS, 
FSGMN, NAP+N and  RN parƟ cipated in 
a half day meeƟ ng at NCASC to review 
the research agenda and the agenda 
document was revised as per feedback 
provided.

Development of road map to move 
the HIV research agenda forward: The 
consultaƟ ons carried out during the 
research agenda document development 
also provided the foundaƟ on for outlining 
a road map to move the agenda forward. 
This is menƟ oned in the succeeding 
secƟ ons.
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Na  onal HIV 
Research Agenda
in Nepal

The NaƟ onal HIV Research Agenda 
developed aŌ er series of consultaƟ ons with 
diff erent expert groups and stakeholders 
comprises with of the following themaƟ c 
areas.

4.1 RESEARCH ON 
PREVENTION

The prevenƟ on research agenda are 
outlined to fulfi ll the knowledge gaps in 
reducing new infecƟ ons based on the 
established mode of transmission.

4
C H A P T E R 

Preven  on from sexual transmission: HIV 
preven  on

Reducing new HIV infecƟ on from sexual 
transmission is a central priority of all 
prevenƟ on intervenƟ on in Nepal as more 
than 85% of all HIV infecƟ ons spread from 
sexual transmission. Safer sexual behavior 
is the recommended strategy to reduce 
transmission. For this, use of condom and 
microbicides, reducƟ on of sƟ gma and 
discriminaƟ on, and expansion of HTC and 
STI diagnosis and treatment services are 
prioriƟ zed.

Preven  on from sexual transmission of HIV

1. What are the determinants for low coverage of HIV prevenƟ on services among 
labour migrants and their spouses?  

2. What are the eff ecƟ ve strategies for reaching out key populaƟ ons at higher risk 
in changed context - such as high end sex workers, men who have sex with men 
(MSM) and transgender people (TG), male labor migrants and their spouses; and 
male/female who inject drugs? 

3. What is the impact of behavioural change communicaƟ on (BCC) intervenƟ ons in 
reducing risk (promoƟ ng safer behaviour) among key populaƟ ons? 

Contd...
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To contribute to the knowledge on 
prevenƟ on of HIV through sexual 
transmission, following research agenda 
in the form of research quesƟ ons are 
recommended.

Preven  on of sexually transmi  ed 
infec  on (STIs)

The key areas of research on prevenƟ on of 
STIs include determining syphilis prevalence 
among ANC users and labour migrants, 
efficacy of syndromic management of 

STIs, percepƟ on of risk of STIs by the key 
populaƟ ons, treatment seeking behaviours, 
effective use and access to injection 
Benjathin Penicillin, genotype based drug 
resistance assessment, drug resistance of 
Neisseria Gonorrhoea, baseline studies for 
reference CD4, use of point of care (POC) 
and use of CD4 machine in rural and urban 
seƫ  ngs. 

The key research agenda recommended 
on prevenƟ on of STIs are:

Preven  on from sexual transmission of HIV

4. Does high risk behaviors exist among prison inmates in Nepal? If so what? What are 
the health service needs of prison inmates in Nepal? What could be the eff ecƟ ve 
HIV prevenƟ on model for the prison inmates in Nepal?

5. What is the eff ecƟ veness of various opƟ ons of community-tesƟ ng of HIV among key 
populaƟ ons in Nepal? (Cost-eff ecƟ veness and system analysis)

6. Is home-based tesƟ ng for HIV for pregnant women, key populaƟ ons at higher risk 
and spouses acceptable, feasible, and accurate in Nepal? (demand side)

7. How to improve coverage of HIV tesƟ ng and counseling among key populaƟ ons at 
higher risk to HIV in Nepal?

8. What are the most appropriate and eff ecƟ ve communicaƟ on strategies for 
improving access to the health services and enrich quality of living of PLHIV in rural 
and urban areas in Nepal?

9. What is the prevalence of STIs and HIV among overseas migrants and migrants to 
India (male and female labour migrants) staying for longer periods?

10. What are the level and impact of non disclosure of HIV to partners (concurrent and 
mulƟ ple)?

11. What are the risk behaviours among trekkers/tour guides in Nepal? 

12. What is the mobility paƩ ern of labour migraƟ on in Nepal? What are the HIV risk 
behaviours among them?

13. What determines access of condoms and lube among MSM and TG in Nepal? To 
what extent the TG in Nepal use hormones and what are its impacts?

14. What is paƩ ern of concurrent and mulƟ ple sexual behaviours among general 
populaƟ on (and young people) in Nepal?

15. What is the infecƟ on rate among sero-discordant couples? (also the couple of 
PWID)
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Preven  on from sexually transmi  ed infec  ons (STI)

16. What is the treatment effi  cacy of syndromic management of STIs among key 
populaƟ ons (FSW, PWID, MSM/MSW and TG) in Nepal?  

17. What is the level of drug resistance of Neisseria Gonorrhoea among STI paƟ ents? 

18. What is the level of perceived risk and treatment seeking behaviour of diff erent STI 
among key populaƟ ons, pregnant women and young people? 

19. Why is STI prevenƟ on and control programme diluted in the bigger picture of HIV 
response in Nepal? (policy and system research)

20. What is the use and accessibility of injecƟ on Benjathin Penicillin?

21. What is the prevalence of acƟ ve syphilis among ANC aƩ endees? What is the 
prevalence of latent syphilis among labour migrants?

22. Does geneƟ cs play role in developing drug resistance?

23. What are the pathogens present in STI paƟ ents?

24. What is the reference/baseline CD4 value among STI paƟ ents? 

Harm reduc  on/needle syringe exchange 
programme (preven  on from injec  ng 
equipment) 

Though HIV prevalence has declined 
signifi cantly among PWIDs, sƟ ll many 
new infecƟ ons are being spread through 
use of non-sterile injecƟ ng equipment in 
Nepal. There are many issues, including 
the components and coverage of harm 
reducƟ on services in Nepal, and beyond 
health needs of PWIDs. OŌ en a high 
demand for services and non-uniform 
distribuƟ on of services are issues debated.  
Accurate size of PWIDs, legal issues of drug 
use and overlapping sexual and injecƟ ng 
risk behaviours, parƟ cularly among female 
drug users are more challenging.

Risk transmission from risk to general 
population, precise size estimation for 
resource management, introduction of 
human rights tools and parameters and 
broadening the services such as HepaƟ Ɵ s 
C Vaccine (HCB) and tuberculosis appear 
as the gaps in terms of HIV research. 
Thus, the research agenda has clear focus 

in identifying knowledge gaps regarding 
effectiveness of drug treatment in HIV 
prevention, practice and accessibility of 
Needle Syringe Exchange Programme (NSEP) 
among adolescents (14-18 years), burden of 
HepaƟ Ɵ s B and C among PWIDs, situaƟ on 
assessment of female drug users, adequacy 
of drug control law and policies, eff ecƟ ve 
coverage and accessibility of harm reducƟ on 
services, individual and structural barriers  
for accessing quality services, reasons of 
relapse after rehabilitation treatment of 
drugs, pracƟ ce of drug use in cross-border 
areas and  behavioural assessment of clients 
on OST. 

Preven  on of HIV from use of blood and 
blood products in health care se   ngs

The research agenda on prevenƟ on of HIV 
from needle sharing focus on idenƟ fying 
knowledge gaps regarding eff ecƟ veness 
of drug treatment in HIV prevenƟ on, 
pracƟ ce and accessibility of NSEP among 
adolescents, burden of HepaƟ Ɵ s B and 
C among PWID, situaƟ on of female drug 
users, adequacy of drug control law and 
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policies, individual and structural  barriers 
of eff ecƟ ve services, reasons of relapse 
aŌ er rehabilitaƟ on and treatment among 
drug users and PWID, pracƟ ce of drug use 
in cross-border areas and access, barriers 
and adherence to Opioid SubsƟ tuƟ on 
Therapy (OST) in Nepal.

Elimina  on of ver  cal transmission of 
HIV (eVT)

Recent data shows about 28% PLHIV are 
females. HIV can be transmiƩ ed from 

Transmission through injec  ng drug use and blood products

25. What is the prevalence of HepaƟ Ɵ s B and C among PWID (male and female) in 
Nepal?  

26. Are prevenƟ on and control services for Hep B and C available in formal/informal, 
public and private health care seƫ  ng in Nepal (focused for PWID)? 

27. What is the access, barrier and adherence to OST among PWID in Nepal (in reference 
to  geography, socio-demographic, economic, culture and health systems) 

28. What is the drug use paƩ ern among PWID in Nepal? What is the effi  cacy of 
Methadone and Bupenrophine treatment programme (subsƟ tuƟ on) in Nepal? 
What is the impact of OST in reducing HIV and other STI, including cost-eff ecƟ veness 
analysis?

29. What are the policy gaps and discrepancies in various drug related policies in Nepal 
for ensuring decriminalizaƟ on for PWID and supporƟ ng harm reducƟ on?

30. How big is the size of female injecƟ ng drug users (FIDU) in Nepal? What are the 
socio-economic, cultural and service barriers faced by FIDU in Nepal?

31. To what extent condoms are used by the PWID and their sexual partners? What is 
the HIV prevalence among sex partners of PWID? 

32. What is the magnitude of relapse aŌ er rehabilitaƟ on of drug treatment among PWID 
over Ɵ me? Why do they relapse? What is impact of drug treatment programme in 
reducing HIV prevalence, including associated risk behavior?

33. What is the prevalence of genotype of HepaƟ Ɵ s C and HepaƟ Ɵ s B among key 
populaƟ ons? What is the co-infecƟ on rate of HIV with Hep B, Hep C and TB among 
key populaƟ ons? (Also prevalence of HepaƟ Ɵ s among FSW and MSM/TG)

34. How to improve the knowledge and pracƟ ce on universal precauƟ ons of HIV 
transmission among health care workers in health care seƫ  ng?

mother-to-child during pregnancy, delivery 
and breast-feeding. PrevenƟ on of Mother-
to-Child Transmission (PMTCT) can lower 
HIV transmission to newborns from 20-45% 
risk to <2% by using ARVs, safer delivery 
pracƟ ces and modifi ed infant feeding 
pracƟ ces. As the HIV infecƟ on in Nepal 
is concentrated within key populaƟ ons 
at higher risk of HIV, prevenƟ on eff orts 
need to focus on women. This includes the 
biological, behavioural intervenƟ ons as 
well as addressing the social and cultural 
factors.
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Nepal started PMTCT services in 2005. 
Facility and Community Based PMTCT (CB-
PMTCT) are the key delivery approaches 
in Nepal. CB-PMTCT sites have been 
established at health post and primary 
health care centres (PHCCs) in districts. 
The government provides free ARV drugs 
and follow-up tesƟ ng for the baby free of 
cost from 18 months.

Reaching out to all pregnant women living 
with HIV, parƟ cularly in the high prevalence 
areas and among key populaƟ ons at 
higher risk, scaling up of CB-PMTCTs 
services, improved partner disclosure/
male involvement, reducing individual, 
social and system related barriers and 
promoƟ ng breasƞ eeding among women 
living with HIV are challenging in Nepal. 
The implementaƟ on of four prongs 
PMTCT services and new guidelines (ART 
early in pregnancy through postpartum, 
breast feeding for 12 months) appears 
to be more challenging. Moreover, 
improving quality of HIV tesƟ ng by non-
lab personal (CB-PMTCT and at labour 

and delivery in hospitals), eff ecƟ veness 
of mobile ANC or Sub-Health Post level 
HIV tesƟ ng, exploring eff ecƟ ve ways of 
breasƞ eeding by HIV infected mothers 
and idenƟ fying and promoƟ ng women’s 
choices in service access are among the 
top challenges.

From research point of view, there is 
dearth of local evidence and salutaƟ on to 
address the challenges menƟ oned. As a 
priority for the next four years, research 
agenda on PMTCT need to focus on use of 
opƟ mizing the FP services among PLHIV 
and key populaƟ ons at higher risk (PMTCT 
prong II), exploraƟ on of eff ecƟ ve strategy 
to implement recent decisions to expand 
PMTCT to community level across country, 
maximizing partner involvement in PMTCT, 
updaƟ ng providers’ knowledge on PMTCT, 
OpƟ on B+ for Nepal (lifelong ART for all 
posiƟ ve pregnant women) and Ɵ ming of 
PMTCT intervenƟ ons.

On eVT, the recommended research 
agenda are:

Elimina  on of ver  cal transmission of HIV (eVT)

35. What is the uƟ lizaƟ on of PMTCT services by key aff ected populaƟ ons and/or their 
spouses?  

36. What is the rate of loss-to-follow up with PMTCT? Why there is higher loss-to-
follow-up? How to reduce it? 

37. What is use of FP services among PLHIV and key populaƟ ons at higher risk in Nepal? 
(coverage by FP methods) What is the unmet need of FP among key populaƟ on 
groups? 

38. What is the average and marginal cost of scaling up of ART/PMTCT from various 
health faciliƟ es and/or by integraƟ ng into other programmes such as TB, MNCH?

39. Can we integrate syphilis tesƟ ng (and Hb) into HIV tesƟ ng during ANC at community 
level? What is the eff ecƟ veness of HIV and Syphilis tesƟ ng (dual test) among ANC 
aƩ endees?

40. What is the eff ecƟ veness of OpƟ on B+, its benefi ts and barriers in Nepal? (focus on 
ARV uptake, follow-up, side eff ects during pregnancy/breasƞ eeding)

Contd...
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Elimina  on of ver  cal transmission of HIV (eVT)

41. What are the essenƟ als for scaling up of provider-iniƟ ated tesƟ ng and counseling 
(PITC) for PMTCT up to sub-health post level in terms of costs, quality and logisƟ cs 
support?  

42. What should be strategies for opƟ mizing integraƟ on of FP services into HIV 
prevenƟ on and care services (HTC, PMTCT and ART)? What are the cost and 
outcomes in scaled-up PMTCT services? (including cost-eff ecƟ veness analysis 
between models) 

43. Does a PMTCT incenƟ ve work to increase access to ARVs in pregnancy/ breasƞ eeding? 

44. Does earlier tesƟ ng and ARV in pregnancy improve outcomes in Nepal?

45. What are the approaches/strategies being pracƟ ced to following-up infants tested 
by early infant diagnosis (EID)? What are the hindrances for following-up? What are 
the challenges for rolling out EID service in Nepal?  

46. What are the underlining factors for parƟ cipaƟ on and non-parƟ cipaƟ on of partners 
in HIV tesƟ ng with ANC aƩ endees (and also in other services of complete PMTCT 
package)?

47. For the prevenƟ on of opportunity infecƟ ons, what is the effi  cacy of (a) ART as 
prophylaxis for PMTCT, and (b) cotrim (Septrin) in Nepal?

48. How can we ensure HIV tesƟ ng earlier in pregnancy, in Nepal’s context of rural 
seƫ  ng?

4.2 RESEARCH ON 
TREATMENT (eVT and 
ART)

About 26 percent of the total esƟ mated 
people needing ARV drugs (27,000) are 
enrolled in ART in Nepal. ExploraƟ on of 
eff ecƟ ve roll-out strategies for reaching 
the unreached from the expanded service 
sites across country is criƟ cal, so as not to 
miss the ones who need this life supporƟ ng 
health intervenƟ on. Loss to follow up, 
switching regimens with no evidence to do 
so, poor adherence to therapy and oŌ en 
variability of quality of services are the 
major issues.

The key challenges for treatment and care 
at the operaƟ on level include (i) ensuring 

total quality comprehensive HIV care,
(ii) up-daƟ ng providers on advances in 
HIV medicine essenƟ al for providing care, 
(iii) minimizing loss to follow-up, (iv) early 
diagnosis and early start on care and 
treatment, and (v) pain management for 
end-of-life or severe pain limited (may 
need for accessible oral morphine).

Providing ART among special populaƟ ons 
such as prisoners, labour migrants, current 
drug users, PLHIV with mental illness and 
older adults is challenging. Diagnosing viral 
failure and changing to appropriate 2nd line 
regimen, managing ARV side eff ects with 
limited opƟ ons, ensuring and documenƟ ng 
adherence at ART clinic, ARV dispensing and 
follow-up for paƟ ents who live remotely 
or migrate internaƟ onally and improving 
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accessibility of post exposure prophylaxis 
(PEP) kits are the other challenges.

Understanding of profi le of opportunity 
infecƟ ons and co-infecƟ on management 
strategies are limited. Diagnosing TB 
among PLHIV, controversies of Isoniazid 
PrevenƟ ve Therapy (IPT) for PLHIV, lack of 
informaƟ on about the non-AIDS-related 
illnesses and lack of access to treatment of 
HepaƟ Ɵ s C appears to be more challenging 
within the complexiƟ es.

This document recognizes gaps of 
informaƟ on on eff ecƟ ve cross referral, 
drug resistance and side eff ects of ARV, 
diffi  culƟ es of TB-HIV co-infecƟ on, common 
adverse drug reacƟ ons (ADR) in Nepali 
populaƟ on on ARV, reasons for loss to 
follow up and catastrophic out of pocket 
expenses as the priority research gaps.

Therefore, following research agenda are 
recommended to fulfi ll the knowledge 
gaps in HIV treatment in Nepal:

Research ques  ons: Treatment (eVT and ART)

49. What is the eff ecƟ veness (including cost-eff ecƟ veness) of POC (Point of Care) CD4 
machine?   

50. What is the posiƟ ve predicƟ ve value (PPV) of POC CD4 machine in rural vs. urban 
area? To what extent the quality and eff ecƟ veness of POC tesƟ ng diff ers with the 
sample referral in rural area?

51. What is the normal baseline CD4 and viral load in the Nepali populaƟ ons? What is 
the mean CD4 at ART onset and rate of CD4 increase on ART in Nepal? 

52. What is the impact of Highly AcƟ ve ART (HAART) iniƟ aƟ on on sexual behavioural 
change, so the transmission of HIV? 

53. What is the spectrum and frequency of opportunity infecƟ ons among PLHIV? And 
if any changes over the period on ART?

54. What are the diff erences (comparison of) in fi rst line ARV regimens among PLHIV 
with treatment failure?

55. What the quality of life of PLHIV before and aŌ er ART treatment? How the socio-
economic life of PLHIV changes aŌ er ART? 

56. What is the cost and cost-eff ecƟ veness of ART in terms of public vs. private 
providers; peripheral vs. specialized/central hospitals?

57. What are the adopƟ ons required in health care systems of Nepal in implemenƟ ng 
new WHO recommendaƟ ons for ART (treatment as prevenƟ on), including cost-
eff ecƟ veness analysis?

58. Why do PLHIV in Nepal not adhere to ART? (idenƟ fy barriers for adult and children, 
male and female, urban/rural and risk groups)

59. What is the survival rate of PLHIV taking ART? (age, sex and key populaƟ ons)

60. What is the prevalence of non-communicable disease condiƟ ons among PLHIV 
(those who are on ART and those who are yet to iniƟ ate ART)?
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4.3 RESEARCH ON CARE AND 
SUPPORT

Care and support are the criƟ cal enablers 
to ensure the quality of life of PLHIV 
and aff ected individuals and families. 
Thus, understanding the barriers for 
eff ecƟ ve intervenƟ ons and exploring 
the opportuniƟ es to enrich the scope of 
care and support services are important 
research prioriƟ es.

To address the knowledge gaps in 
providing good care and support service 

for HIV and STI infected and aff ected in the 
recommended research agenda on care 
and support revolves around assessment 
of eff ecƟ veness and quality of services, 
impact and sustainability of services from 
community care center (CCC) and effi  cacy 
of community and home-based care 
(CHBC) models in Nepal, nutriƟ onal status 
of PLHIV and supplementary opƟ ons, life 
course perspecƟ ve of impacts of HIV, and 
exploraƟ on of more eff ecƟ ve, friendly 
and community system driven care and 
support services for HIV infected and 
aff ected people and their families.

Community Care Centre (CCC)

61. What are the gaps in policy and implementaƟ on of CCC? What are the approaches/
strategies to strengthen linkages between CCC and health care services through 
CHBC? What is the level of community involvement and ownership in CCC?    

62. What is the impact of CCC in terms of prevenƟ on of HIV, ART adherence, nutriƟ onal 
status growth, OIs reducƟ on, improved psychosocial health of PLHIV and health 
system strengthening?

63. Has CHBC helped increase ART adherence among PLHIV?

64. What is the nutriƟ onal status of PLHIV in Nepal, including availability of adequate 
nutriƟ onal intake in the community? What are the nutriƟ onal support schemes 
available for PLHIV in need? What could be likely sustainable opƟ ons for providing 
nutriƟ onal support to PLHIV in communiƟ es in Nepal?

65. Does integraƟ on of CHBC programme with other services (HTC, PMTCT, ART, FP and 
ANC) increase service coverage? What is the potenƟ al of involving FCHV as CHBC 
workers and what is eff ecƟ veness of such involvement, if any? Is volunteer based 
approach of CHBC more meaningful and sustainable in resource-limited seƫ  ngs?

Impact mi  ga  on 

66. What is the health and beyond needs of children aff ected by AIDS (CABA) in Nepal? 
What is the level of access of CABA in term of educaƟ onal, health and related 
services in Nepal? 

67. What is the impact of the HIV-related intervenƟ ons on CABA in Nepal? 

68. What is the level of disclosure and its impact among aff ected families and children? 
When and how best to disclose HIV status of children?

69. What is the socio-cultural impact of HIV? What is the economic impact of HIV? 
What is the impact of HIV on educaƟ on and accessing health services? What is the 
demographic impact of HIV? What could be the eff ecƟ ve miƟ gaƟ on measures in 
reducing the impact of HIV in Nepal? 

70. What is the impact of discriminaƟ on and exclusion of MSM and TG people on 
prevalence of HIV/STI? How to miƟ gate discriminaƟ on and exclusion of these 
groups?
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4.4 RESEARCH ON HEALTH 
SYSTEM STRENGTHENING 
AND COMMUNITY 
SYSTEM STRENGTHENING

Health System Strengthening
A funcƟ onal health system is a must 
for a successful scale-up and uƟ lizaƟ on 
of HIV prevenƟ on, treatment, care and 
support services and related products. 
The health system should strengthen 
capacity to respond not only to current 
demands but also to future emerging and 
reemerging STIs and HIV related problems. 
For the health system to be eff ecƟ ve, it is 
necessary to have a mechanism to ensure 
that appropriate inputs and processes 
are in place and are based on an enabling 
environment with a strong leadership, 
strong programme management system, 
adequate human resource mix, and an 
effi  cient procurement and supply system 
(Ministry of Health and Social Welfare 
Tanzania, 2012). Moreover, the health 
system requires strategic informaƟ on 
and a sound fi nancial system for the 
sustainability of its programme. 

According to World Health OrganizaƟ on 
(WHO), health system comprises of all the 
organizaƟ ons, insƟ tuƟ ons and resources 
that are devoted to producing health 
acƟ ons. The components, structure 
and instruments used to establish 
the architecture of a health system is 
determined by poliƟ cal, insƟ tuƟ onal and 
economic consideraƟ ons. Health systems 
have a responsibility to improve people’s 

health and to protect them against fi nancial 
cost of illness and treat them with dignity. 
The health system has six building blocks, 
viz. service delivery, health workforce, 
informaƟ on, medical products, vaccines 
and logisƟ cs, fi nancing and leadership.  

Nepal’s health system comprises of 
modern or allopathic medicine, tradiƟ onal 
or Ayurveda medicine, homeopathy, Unani 
and others-Tibetan or Amchi medicine, 
acupuncture, Yoga etc. Nepal’s naƟ onal 
health system consists of regional health 
system, district health systems - based on 
primary health care and an integraƟ on of 
prevenƟ ve health, community health and 
hospital care. The challenges of Nepal’s 
health system are fi nancial – external 
dependency for health programme, 
poliƟ cal instability and retenƟ on of health 
workforce at remote and rural areas, quality 
of care and infrastructure development. 
More importantly, lack of research 
evidences on  health and community 
system that have direct implicaƟ ons on 
HIV  prevenƟ on, treatment, care and 
support seems to be an even bigger 
challenge.  A systemaƟ c review conducted 
during development of the HIV research 
agenda indicates that only one research 
publicaƟ on (0.8%) was obtained out of 115 
research papers on health and community 
system strengthening pertaining to HIV in 
Nepal.

The recommended research agenda 
on health and community system 
strengthening are:
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Health system strengthening (HSS)

71. Does synergies and complementariness exist between HIV and other health 
services? (Linkage between key programs such as TB, Sexual ReproducƟ ve Health 
and NutriƟ on)?   

72. What are the areas to be capacitated on building leadership in naƟ onal and local 
response to HIV? What are the needs of capacity development in term of HIV 
programme management at naƟ onal and local level?

73. What could be self-sustained fi nancing opƟ ons for HIV response at local level in 
Nepal? 

74. What are the impacts (likely) of the integraƟ on of the HIV-related services to 
increase coverage and quality of services? 

75. How eff ecƟ ve is the supply chain of laboratory commodiƟ es? What is the quality 
of available laboratory technologies and strategies for diagnosis and monitoring 
of HIV, STI, and other opportunisƟ c infecƟ ons in diff erent populaƟ ons, including 
children?

76. What is the technical and economic effi  ciency of high cost biomedical equipment 
related to HIV related diagnosƟ cs? Value for money?

77. How eff ecƟ ve is the current expense made towards the naƟ onal response to HIV 
in Nepal? What are the resource needs for HIV response in Nepal? What are the 
most effi  cient investment cases for containing HIV epidemic in Nepal, and making 
populaƟ on free of HIV in the longer term? 

78. Is task redistribuƟ on necessary among health work force involved in HIV-related 
services in Nepal? What are the criteria to be incurred when preparing task shiŌ  
among staff ? What are the likely outcomes of task shiŌ ing while providing HIV 
related services in terms of quality of the serviced delivered, outcomes gained and 
costs incurred?

79. What is the potenƟ al for producing ARV in Nepal? Is it cost-eff ecƟ ve?

80. What is the impact of sector wide approaches of delivery of targeted prevenƟ on 
intervenƟ ons among key populaƟ ons in health systems?

81. What is the impact of scaling up and/or down of HIV and STI prevenƟ on, treatment, 
care and support services in overall health system strengthening and vice-versa?

82. What is the contribuƟ on of various technical working groups (TWG) in strengthening 
of response to HIV, parƟ cular in terms of health systems? How does TWG supports 
to sustain the naƟ onal response in the longer term?

Community System Strengthening
Community systems are defi ned 
as community-led structures and 
mechanisms used by community members 
and community-based organizaƟ ons and 
groups to interact, coordinate and deliver 

their responses to the challenges and 
needs aff ecƟ ng their communiƟ es. This 
approach promotes the development 
and sustainability of communiƟ es and 
community organizaƟ ons and actors, and 
enables them to contribute to the long-
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term sustainability of health and other 
intervenƟ ons at the community level. It 
aims to improve access to and uƟ lizaƟ on of 
formal health services and more crucially 
at increased community engagement.

 Civil society organiza  ons (CSOs) are vital 
for community system strengthening 
(CSS). According to UNAIDS, civil 
society comprises of AIDS service 
organiza  ons, groups of people living 
with HIV and AIDS, youth organiza  ons, 
women’s organiza  on, business, trade 
unions, professional and scientific 
organizations, sports organizations, 
interna  onal development NGOs, and 
a wide spectrum of religious and faith-
based organizations both globally 
and na  onally. The core components 
of CSS are: enabling environments 
and advocacy, community networks, 
linkages, partnerships and coordina  on, 
resources and capacity building, 
community activities and service 
delivery, organiza  onal and leadership 
strengthening and monitor ing, 
evaluation and planning (UNAIDS, 
2011a).

Nepal Health Sector Programme (NHSP) II 
has duly recognized the contribuƟ on of 
non-state sector by incorporaƟ ng HIV as 

an important element funded through 
pool funding. It has made specifi c menƟ on 
about the roles of NGOs, not-for-profi t 
organizaƟ ons and engagement of CSOs. At 
present, representaƟ on of key populaƟ ons 
at higher risk and networks are involved in 
policy development (naƟ onal policy and 
strategies and programme designing), 
programme implementaƟ on (targeted 
intervenƟ ons by naƟ onal network and 
NGOs), resource mobilizaƟ on (proposal 
development to the Global Fund and 
other funding agencies) and development 
of accountability of naƟ onal response 
(UNGASS, 2010; UNAIDS, 2011b).

However, strengthening capacity on 
technical and managerial issues of HIV 
response, developing and transforming 
the leadership within the communiƟ es, 
meaningful parƟ cipaƟ on in all key areas/
events related to naƟ onal response 
primarily to improve the service quality 
and coverage and community ownership 
for generaƟ ng sustained impact are 
major areas where research is needed to 
generate evidence to frame and act on.

To strengthen the community systems and 
improve ownership and accountability, 
f o l l o w i n g  r e s e a r c h  a g e n d a  a r e 
recommended:
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Community System Strengthening (CSS)

83. What is the level of parƟ cipaƟ on (by number and roles) of communiƟ es - key 
populaƟ ons and PLHIV in HIV response in Nepal? (In terms of policy making, 
resource planning, programme implementaƟ on, monitoring & evaluaƟ on and 
advocacy)   

84. What are the threats for social protecƟ on of PLHIV and aff ected communiƟ es 
(CABA, single women, and people with disability) and key populaƟ ons at higher 
risk of HIV?

85. What could be the most eff ecƟ ve models/strategies for providing care and support 
services among CABA, single women and people who are diff erently able in Nepal? 

86. What is contribuƟ on of naƟ onal networks (by roles and performance) in HIV 
response in Nepal? (In terms of policy making, resource planning, programme 
implementaƟ on, monitoring & evaluaƟ on and advocacy) 

87. What is the status of governance pracƟ ces by organizaƟ ons working in HIV 
prevenƟ on to care?

88. How to decentralize the HIV response eff ecƟ vely for improved coverage and 
quality of services? (DACC, local resource generaƟ on, public private partnership, 
mobilizaƟ on of female community health volunteers)

89. What are the barriers to accessing/delivering HIV-related services by the 
community? How to miƟ gate the barriers? 

4.5 STRATEGIC 
INFORMATION (HIV 
SURVEILLANCE,

 PROGRAMME 
MONITORING,

 EVALUATION AND 
RESEARCH)

The strategic informaƟ on covers HIV 
surveillance, programme monitoring and 
evaluaƟ on and research.

HIV surveillance

According to UNAIDS, it is imperaƟ ve to 
understand the HIV epidemic in order 
to know the response to it. The HIV 
surveillance data can be obtained from 
rouƟ ne cases reports, regular integrated 
biological and behavioural surveillance 
(IBBS) surveys among key populaƟ ons,  

rouƟ ne service data (people on ART, 
women on PMTCT, HIV tests), special 
studies such as Nepal Demographic 
and Health Surveys (NDHS), research 
(including operaƟ onal research), and 
HIV data from modeling (EPP/Spectrum 
and Asian Epidemic Model). In Nepal, 
improving the quality of data from rouƟ ne 
service delivery and using it for beƩ er 
understanding the epidemic and system 
capabiliƟ es and readiness for providing 
evidence for acƟ ons are the leading gaps.

Programme monitoring and evalua  on

The scoping review indenƟ fi ed that data 
have been collected for monitoring the 
various intervenƟ ons related to BCC, 
HIV tesƟ ng and counseling, PMTCT, STI, 
ART, CHBC and CCCs. However, these 
data are oŌ en not adequately analyzed 
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Monitoring and evalua  on

90. What is the extent of mulƟ ple reporƟ ng of HIV cases in the naƟ onal system? What 
are the factors for mulƟ ple tesƟ ng by clients? How can it be addressed eff ecƟ vely?   

91. What is the current state of naƟ onal M&E systems and framework elements, 
including capaciƟ es, in responding to HIV in Nepal? How can we strengthen naƟ onal 
monitoring system for improved accountability?

92. Can we use rouƟ ne HIV case reports data for understanding the level of HIV 
epidemic in Nepal (PMTCT data for general populaƟ on)? 

93. What is the extent of HIV cases and service staƟ sƟ cs reporƟ ng from the private 
sector to the naƟ onal M&E system? What are the reasons for poor reporƟ ng by the 
private sector in Nepal? What could be measures for opƟ mizing reporƟ ng of HIV 
services from the private sector? 

94. What proporƟ on of HIV intervenƟ ons have an evaluaƟ on/assessment plan? Are 
these plans implemented? How and how frequently? Who are involved in these 
evaluaƟ ons?

95. What extent are research and evaluaƟ on fi ndings being used to guide programme 
and policy decision making? Any updated account?

96. What are the factors aff ecƟ ng quality of data reported in naƟ onal monitoring 
system? How to strengthen the data quality assessment exercises at various level? 
What extend are the data quality improvement recommendaƟ ons implemented? 

and used to revise and redesign of the 
intervenƟ ons. The current strengths of 
monitoring systems, tools and capaciƟ es 
are worth appreciaƟ ng; however more 
needs to be done for strengthening and 
mainstreaming the eff orts. CollecƟ ng
quality data, its independent verifi caƟ on, 
analysis considering the needs for 
programme improvement and its eff ecƟ ve 
use are the major challenges.

EvaluaƟ on is not done robustly; at Ɵ mes, 
implementers involved can be biased 
and also cause confl ict of interest. Thus, 
evaluaƟ ons needs to be urgently improved 
by ensuring independence and right balance 
in the evaluation team. Comprehensive 
evaluation of overall national response, 
using robust techniques (mix methods, 
surveys, epidemic modeling, health systems 

analysis and economic evaluation) and 
Ɵ mely evaluaƟ on of specifi c intervenƟ ons 
using appropriate methods are strongly 
recommended.

Research

Although numerous research have 
been conducted and are also currently 
underway, only few are planned aŌ er 
discussing with the system structures 
(NCASC in this case) and thus lack focus to 
address the real Ɵ me need for improving 
response. Moreover, HIV research 
focusing on key populaƟ on groups and 
geographical coverage is lacking.

To fulfi ll the knowledge gaps in strengthening 
of monitoring and evaluation, following 
research agenda are recommended:
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4.6 GENDER, HUMAN 
RIGHTS, GIPA AND 
SOCIAL PROTECTION

NaƟ onal HIV/AIDS Strategy, 2011-2016 has 
proposed broader direcƟ ons to reduce HIV 
sƟ gma and discriminaƟ on and miƟ gaƟ on 
of impact of HIV (NCASC 2012c). However, 
it has not spelled adequately the clear 
working strategies and direcƟ ons to 
address the issues related to greater 
gender equality, protecƟ on of human 
rights, and social protecƟ on measures. 
The lack of issues among key populaƟ ons 
at higher risk are inadequate, especially 
when the exisƟ ng laws are ensuring equal 
access to rights services, parƟ cipaƟ on, 
informaƟ on and property among all Nepali 
people. 

Few good examples of legal protecƟ on 
measures are rights of transgender people 
protected by the Nepal Supreme Court; 
and the right to educaƟ on for CABA ruling 
by the court on October 2010.

The research opportuniƟ es here would be 
to fi nd out the most eff ecƟ ve strategies to 
advocate and implement social protecƟ on 
programme for infected and aff ected 
people within the naƟ onal social protecƟ on 
framework, assess social groups at risk of 
social exclusion and/or discriminaƟ on due 
to HIV and assess impact of HIV on labour 
populaƟ ons in their daily socio-economic 
life.

Following research agenda are 
recommended to fulfi l the knowledge gaps 
in terms of social protecƟ on, human rights, 
gender equality and greater involvement 
of PLHIV and communiƟ es:

Cross-cu   ng (Gender equality, greater involvement of PLHIV, social protec  on)

97. What are the areas and strategies to mainstreaming HIV beyond health sector?    

98. What are the eff ects of legal and policy provisions on HIV prevenƟ on, care and 
support? (For example, non-discriminaƟ on of PLHIV, rights of sexual idenƟ ty, 
property inheritance rights of women) 

99. What are the specifi c areas and eff ecƟ ve strategies for public private partnership 
(PPP) for HIV prevenƟ on, care and support? 

100. How are the gender-based discriminaƟ on, sexuality and HIV-related human rights 
violaƟ on cases documented and are they reported eff ecƟ vely? How is the legal 
support system for the vicƟ ms of such human rights violaƟ ons? 

101. What are the eff ecƟ ve approaches/strategies for providing care and support 
services for returnees and vicƟ ms of traffi  cked and gender-based violence (GBV) 
and inƟ mate partner violence (IPV) in Nepal?

102. How does gender-based violence and child sexual abuse aff ect the HIV epidemic? 
What is the linkage between GBV/IPV and HIV transmission across Nepal? InvesƟ gate 
in terms of (a) What did we do and how? (b) What are the benefi ts and no acƟ on/
eff ect? (c) What/how can we improve by when?
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Repor  ng of  
Research Finding 
and its U  liztaion

5.1 MECHANISM AND 
METHODS OF 
REPORTING HIV 
RESEARCH FINDINGS

A good reporƟ ng of research results are 
always well planned and clearly stated in 

5
C H A P T E R 

the research protocol. Approval of research 
protocol is oŌ en evaluated based on the 
plan for reporƟ ng the research fi ndings. 
Using standard guidelines (Table 3) and 
procedures are strongly recommended as 
uniform requirements for reporƟ ng of the 
research results:

Guidelines Descrip  on

CONSORT: Consolidated 
Standards of ReporƟ ng 
Trials

Evidence-based, minimum recommendaƟ ons for reporƟ ng 
RCTs. Off ers a standard way for authors to prepare 
reports of trial fi ndings, facilitaƟ ng their complete and 
transparent reporƟ ng, and aiding their criƟ cal appraisal 
and interpretaƟ on (25-item checklist). 

MOOSE: Meta-analysis of 
ObservaƟ onal Studies in 
Epidemiology

Proposal for reporƟ ng meta-analyses of observaƟ onal 
studies in epidemiology. 

PRISMA: Preferred 
ReporƟ ng Items for 
SystemaƟ c Reviews and 
Meta-Analyses

Evidence-based minimum set of items for reporƟ ng 
in systemaƟ c reviews and meta-analyses. PRISMA has 
“focused on randomized trials, but ... can also be used as 
a basis for reporƟ ng systemaƟ c reviews of other types of 
research, parƟ cularly evaluaƟ ons of intervenƟ ons. PRISMA 
may also be useful for criƟ cal appraisal of published 
systemaƟ c reviews, although it is not a quality assessment 
instrument to gauge the quality of a systemaƟ c review.”

Contd...

Table 3:  Standard guidelines for repor  ng the research results
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Guidelines Descrip  on

QUOROM: QUality Of 
ReporƟ ng Of
Meta-analyses

Checklist that describes the group’s preferred way to 
present the abstract, introducƟ on, methods, results, and 
discussion secƟ ons of a report of a meta-analysis. 

REMARK: REporƟ ng 
recommendaƟ ons for 
tumor MARKer prognosƟ c 
studies

Guidelines for reporƟ ng of tumor marker studies. 

STARD: STAndards for the 
ReporƟ ng of DiagnosƟ c 
accuracy

Aims to improve the accuracy and completeness of 
reporƟ ng of studies of diagnosƟ c accuracy, to allow 
readers to assess the potenƟ al for bias in the study 
(internal validity) and to evaluate its generalizability (25-
item checklist). 

STREGA: STrengthening 
the REporƟ ng of GeneƟ c 
AssociaƟ ons

The purpose of the workshop was to develop evidence-
based guidelines to promote clear reporƟ ng of geneƟ c 
associaƟ on studies, and reduce gaps in the evidence 
regarding potenƟ al methodological biases in such studies.

STROBE: STrengthening 
the ReporƟ ng of 
OBservaƟ onal studies in 
Epidemiology

The STROBE Statement is referred to in the Uniform 
Requirements for Manuscripts SubmiƩ ed to Biomedical 
Journals by the InternaƟ onal CommiƩ ee of Medical 
Journal Editors. hƩ p://www.strobe-statement.org/ 

For more details, please visit: Research 
ReporƟ ng Guidelines and IniƟ aƟ ve by 
OrganizaƟ on (hƩ p://www.nlm.nih.gov/
services/research_report_guide.html) 

Sharing the research results with the 
government and naƟ onal technical and 
implemenƟ ng partners and communiƟ es 
is strongly recommended to improve 
country ownership, especially through the 
followings:

a) Preparing scien  fi c research reports 
(full and summary reports) for use by 
scienƟ fi c communiƟ es and stakeholders 
at both naƟ onal and global levels to 
contribute to the exisƟ ng knowledge. 

b) Research fact sheets to informpolicy 
makers, key development partners and 
concerned stakeholders of key fi ndings 
and recommendaƟ ons.

c) Prepare relevant research briefs in local 
languages for local organizaƟ ons and 
communiƟ es

Reporting of research results (positive 
or negative) is often mandatory and is 
considered a moral responsibility of research 
agencies, funding agencies and researchers. 
The other recommended ways of publishing 
the research fi nding are:

• WriƟ ng scienƟ fi c papers to publish in 
peer-reviewed journals (to inform wider 
scienƟ fi c audience and contribute to 
science). To enrich beƩ er access to 
readers, publishing in open access 
journals is recommended.

• Writing conference abstracts and 
presenƟ ng paper and poster exhibiƟ ons. 

• UpdaƟ ng research results on website, 
including slide share to other relevant 
social media.

Table 3:  Standard guidelines for repor  ng the research results
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• Other ways of communicaƟ ng research 
fi ndings such as use of technology, 
social media and puƫ  ng research data/
results in trusted naƟ onal, regional and 
global data hubs are encouraged.

5.2 UTILIZATION OF THE 
RESEARCH FINDINGS 
FOR POLICY REFORMS 
AND PROGRAMME 
IMPROVEMENT

Making data available precedes its 
uƟ lizaƟ on. Thus, disseminaƟ ng the 
research results is essenƟ al. Data use is not 
automaƟ c. AddiƟ onal eff orts are needed 
for planned acƟ viƟ es to opƟ mize the use 
of research results for informing policy 
choice and programme improvement 
(Parkhurst et. al., 2010).

Following eff orts are recommended for 
improved uƟ lizaƟ on of research results in 
Nepal:

• Ensure the necessary quality of research 
data and its reporƟ ng.

• Advocacy for use of research fi ndings 
through developing and sharing of 
naƟ onal research plan and in calendars.

• Create demand for research based 
data.

• Ensure a system for data transferability 
to the local context and target groups. 
Thus, generaƟ ng and reporƟ ng data 
and research results in compaƟ ble 
templates and systems is important.

Figure 3: Research fi nding u  liza  on 
process

• Build the capacity of individuals 
and insƟ tuƟ ons for seƫ  ng up and 
strengthening research systems 
primarily of NHRC, NCASC and its 
partners.

• Ensure availability of required resources 
(both human and fi nancial resources) 
for improved advocacy and uƟ lizaƟ on 
of the research results.

• Develop a habit and set a culture of 
looking for evidence during policy 
making and programme decisions. For 
this, seƫ  ng up of a small technical 
working team can be criƟ cal to explore 
the research fi ndings and its relevancy 
for policy reforms and programme 
improvements.

• Conduct round table discussions (in 
a small group and among relevant 
people) about the possible policy and 
programme implicaƟ ons from the 
specifi c and related research fi ndings.

Data 
availibility - 
fulfi lling the 
need

Advocacy

Quality
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Review of
Research
Knowledge and
Upda  ng Na  onal 
HIV Research Agenda

6.1 REVIEW OF RESEARCH 
KNOWLEDGE

Periodic review of new developments in 
HIV and in public health is essenƟ al to 
regularly update the NaƟ onal Research 
Agenda and ensure its usefulness.  

It is thus recommended to conduct 
systemaƟ c review of published and gray 
literatures under the key themes: (a) HIV 
policy and systems, (b) epidemiology of 
HIV and STIs, (c) prevenƟ on of HIV and 
STIs, (d) treatment, care and support 
(e) health and community system 
strengthening in 2-3 years interval by 
trusted agencies and individuals.

6.2 WHY REVIEW AND 
UPDATE NATIONAL HIV 
RESEARCH AGENDA

To ensure the research agenda are fulfi lling 
the knowledge gaps for right policy 
decisions and programme improvements, 
updaƟ ng the Research Agenda is essenƟ al 
(Kamali, A, 2010). The review and update 
of the NaƟ onal HIV Research Agenda is 
recommended in three years interval.

6
C H A P T E R 

6.3 HOW TO UPDATE THE 
NATIONAL HIV RESEARCH 
AGENDA

NaƟ onal HIV Research Agenda can be 
updated following the guidance below: 

• Form a small technical team for 
updaƟ ng NaƟ onal HIV Research Agenda 
under the leadership of the government 
(NCASC)

• Organize technical consultaƟ ons on key 
themaƟ c issue and discuss with experts, 
programme people and communiƟ es 
involved

• Seek expert opinions on key research 
agenda including study population, 
research settings, research design, 
methods of data collecƟ on, analysis and 
research uƟ lizaƟ on (Simpson KM et. al., 
2013)

• DraŌ  the updated research agenda
• Share the updated research agenda 

among small technical team of subject 
experts

• Revise  the research agenda by 
incorporaƟ ng the expert comment

• Share the updated research agenda 
with all stakeholders
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Plan of
Na  onal HIV
Research Agenda 
and Costs

7.1 OPERATIONAL PLAN 
OF NATIONAL HIV 
RESEARCH AGENDA FOR 
NEPAL: JULY 2013 – JULY 
2016

This operaƟ onal plan for NaƟ onal HIV 

7
C H A P T E R 

Research Agenda is prepared to refl ect 
upon the overall need for strengthening 
of the naƟ onal HIV research, including 
systems strengthening and implemenƟ ng 
specifi c research agenda to fulfi ll the 
knowledge gaps. This plan will also serve 
as evidence for resource generaƟ on.

SN Key themes Es  mated Costs (US$)
July 2013 - 
July 2014

July 2014 - 
July 2015

July 2015 - 
July 2016

Total (US$)

1 Systems set up and 
strengthening (infrastructures, 
insƟ tuƟ ons, human resources, 
research library, ethical 
aspects)

80,842 65,147 71,515 217,504 

2 HIV/STI research agenda a

3 Capacity development eff orts 
on HIV/STI research agenda

51,579 44,737 28,947 125,263

4 Linkages and collaboraƟ ons 4,211 4,211 4,211 12,633
5 Research communicaƟ on and 

uƟ lizaƟ on
14,211 53,158 5,789 73,158

6 Monitoring of research agenda 
roll outs

4,737 5,211 5,732 15,680

7 Review and updates of 
research agenda

- 2,632 - 2,632

Total  (US$) 155,580 175,096 116,194 446,870

Table 4: Opera  onal plan of Na  onal HIV Research Agenda for Nepal: 2013-2016
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Notes: 

a Since the research costs may vary for diff erent research design, sampling technique and 
size, and the research team, the total cost of research is not included here. However, 
the importance of having total research costs in NaƟ onal HIV Research Agenda is fully 
acknowledged. TentaƟ vely, a total of US$ 1,587,000 is esƟ mated for core research 
costs for the enƟ re research agenda (assuming that Nepali research scienƟ sts and/or 
research agencies will be doing the research works.

 (1) 1 US dollar is equivalent to 95.00 Nepali Rupees.
 (2) Consumables are budgeted as by 10% of annual increment.

Major sources of funding the resources needs are expected from the government, external 
development partners and private sector.
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Coordina  on and 
Implementa  on 
Framework for
Na  onal HIV
Research Agenda

For the successful implementaƟ on of 
NaƟ onal HIV Research Agenda, it is
essenƟ al to set up and strengthen 
co-ordinaƟ on and implementaƟ on 
arrangements at various levels.

8.1 RESEARCH 
COORDINATION 
MECHANISMS AND 
RESPONSIBILITIES

Establishing and strengthening naƟ onal 
and sub-naƟ onal health system structures 
is criƟ cal for ensuring the eff ecƟ ve 
coordinaƟ on and implementaƟ on of 
NaƟ onal HIV Research Agenda in Nepal. 
This will need to focus on understanding 
of the basics of research methods; 
recognizing the important research 
quesƟ ons/agenda to fulfi ll the knowledge 
gaps for programme improvement in 
terms of eff ecƟ veness, coverage and 
quality; idenƟ fying the potenƟ al research 
partners; making enabling environment 
for research; monitoring the execuƟ on of 
research acƟ viƟ es in the fi eld; and using 
the research fi nding for informing policies 
and programme improvement.

8
C H A P T E R 

Thus, engaging the exisƟ ng structures and 
new partners in rolling out the NaƟ onal 
HIV Research Agenda will entrust mutual 
ownership and accountability, and 
simultaneously build research capacity of 
the related stakeholders at all levels.    

8.1.1 Na  onal level HIV research 
coordina  on and
implementa  on

NCASC under Ministry of Health and 
PopulaƟ on (MoHP) is leading the overall 
strategic informaƟ on system planning, 
monitoring the execuƟ on of related 
acƟ viƟ es being implemented by the 
government and its partners and reviewing 
and updaƟ ng the systems and tools. 
Thus, similar roles have been defi ned 
for fostering the NaƟ onal HIV Research 
Agenda in Nepal. To ensure technical 
leadership and coordinaƟ on, NCASC 
will set up a small specialized technical 
research team that consists of experts 
from the government, technical partners 
and civil society. This team will primarily 
be responsible for providing technical 
backstopping to design, monitor, advocate 
for use of research results, review and 
update of the research agenda.
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NHRC will provide support to NCASC and 
its research partners on overall policy 
guidance primarily for the ethical aspect 
of all research conducted (NHRC, 2011).

NCASC will play the following research
related co-ordinaƟ on and implementaƟ on 
roles:

• Develop and update the Terms of 
Reference for research technical 
team under HIV-strategic informaƟ on 
technical working group (HIV-SITWG);

• Strengthen the research collaboraƟ on 
among exisƟ ng partner and explore 
potenƟ al partners, parƟ cularly from 
the private sector and global and 
regional research specifi c agencies and 
universiƟ es;

• Develop HIV and STIs related research 
technical guidance notes, policy 
papers, framework and share among 
the relevant stakeholders;

• Generate research related evidences 
and share;

• Build capacity of all related stakeholders 
in the country to conduct HIV and STI 
related research;

• Mobilize and allocate resources to 
strengthen naƟ onal HIV/STI research 
system and capaciƟ es;

• Conduct research needs surveys and 
update research agenda

8.1.2 Local level research
co-ordina  on and
implementa  on

The exisƟ ng health system structures at 
sub-naƟ onal level such as Regional Health 
Directorates, District Health Offi  ces, 
District Public Health Offi  cers and District 
AIDS Co-ordinaƟ on CommiƩ ees will play 
vital role to monitor the ongoing research 
works, plan and execute local research 
agenda, share the relevant research 

results to fulfi ll the knowledge gaps in 
strengthening local response.

Various service delivery structures such 
as public and private hospitals, medical 
colleges, primary health care centres, 
health posts, sub-health post, NGO clinics 
and communiƟ es will play the roles of 
implemenƟ ng the fi eld research acƟ viƟ es, 
primarily the operaƟ onal research 
acƟ viƟ es. They will also develop and 
execute own priority research acƟ viƟ es 
following the NaƟ onal HIV Research 
Agenda document (Viergever et. al,. 2010).

8.2 TECHNICAL SUPPORT

This research agenda is envisioned to seek 
necessary technical support from various 
technical agencies such as NHRC, WHO, 
UNAIDS, UNICEF, UNFPA, UNODC, UNFPA, 
FHI 360, universiƟ es, individual experts 
etc. as and when required. A naƟ onal HIV-
research technical team formed under the 
leadership of NCASC director will provide 
hands on technical assistance on the 
specifi c agenda and/or quesƟ ons related 
to the research. This team will be working 
independently with technical support 
from naƟ onal HIV-SITWG.

8.3 RESEARCH PARTNERSHIP 
AND ROLES

Research is a mulƟ -disciplinary funcƟ on; 
therefore, a truly successful research 
environment and culture can be set 
up only with coordinated and shared 
responsibiliƟ es among various public 
and private agencies and individuals. 
This research agenda has envisioned 
implemenƟ ng through coordinated eff orts 
among key stakeholders.

Specifi c roles of key stakeholders are 
specifi ed in Table 5 below.
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Key stakeholders Possible roles for coordina  on and implementa  on of research 
agenda

Ministry of Health 
and PopulaƟ on

• Overall policy guidance and high level leadership on HIV and STI 
research to fulfi ll the knowledge gaps for informed policy choice 
and programme improvements 

NCASC • Overall technical and managerial leadership on HIV/AIDS and STI 
research to fulfi ll the knowledge gaps for informed policy choice 
and programme improvements

• Generate resources and build technical and managerial capacity 
of its research partners

• Review of science of HIV medicine and public health to idenƟ fy 
the criƟ cal knowledge gaps

• Set research prioriƟ es, update the research agenda and share

NHRC • Provide guidance for ethical standards and support NCASC and 
its research partners minimum ethical pracƟ ces

Hospital and 
service sites

• Eff ecƟ vely execute the planned research acƟ viƟ es following the 
established research protocols and naƟ onal HIV/AIDS and STI 
research agenda

• Plan and implement research acƟ viƟ es of its own in line with the 
NaƟ onal HIV Research Agenda

RHDs, DHO, 
DPHOs, NHRC

• Monitoring the ongoing research acƟ viƟ es, and develop capacity 
of local partners for HIV/AIDS and STI research acƟ viƟ es

Technical 
agencies (WHO, 
UNICEF, UNFPA, 
UNODC, UNAIDS, 
FHI 360,
UniversiƟ es, 
experts)

• Provide needed technical support to rollout of NaƟ onal HIV 
Research Agenda in the country

• Provide support to develop country led research capaciƟ es 
• Provide support to generate resources for robust research works
• Advocate for beƩ er uƟ lizaƟ on of research results for public 

health acƟ ons

Other 
government line 
ministries

• Coordinate for seƫ  ng research prioriƟ es in cross-cuƫ  ng issues
• Generate resources for implemenƟ ng research
• Monitor (and oŌ en parƟ cipate in joint monitoring) of ongoing 

research acƟ viƟ es

NGOs, CSOs 
(including 
networks, local 
NGOs, CBO)

• NGOs, CSOs are important players in HIV response especially 
at community level so their research roles are vital, especially 
in generaƟ ng quality data as part of community system 
strengthening

• Seek research technical capacity building support from NCASC 
to eff ecƟ vely execute research acƟ viƟ es from these community 
seƫ  ngs

Contd...

Table 5: Roles and responsibili  es of key stakeholders
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External 
Development 
Partners (EDPs) 
(USAID, World 
Bank, Global 
Fund, ADB)

• Provide support to develop country led research capaciƟ es 
• Provide support to generate resources for robust research works
• Advocate for beƩ er uƟ lizaƟ on of research results for public 

health acƟ ons

Private Sector, 
including 
pharmaceuƟ cals

• Generate technical and fi nancial support for quality research 
works 

• Execute relevant basic, clinical/diagnosƟ c and pharmaceuƟ cal 
research following the naƟ onal prioriƟ es

• Strengthen partnership with the government for research

Media • Disseminate HIV and STI related research results released by the 
NCASC to the general public. 

Key stakeholders Possible roles for coordina  on and implementa  on of research 
agenda
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Research Capacity 
Building
Framework

Capacity building of NCASC and its 
current and potenƟ al research partners 
is essenƟ al to eff ecƟ vely implement the 
NaƟ onal HIV Research Agenda. Moreover, 
for establishing a sustainable research 
system and developing research culture 
among key stakeholders, capacity building 
eff orts are required to robustly plan and 
implement it. This research agenda has 
envisioned the capacity development 
approach for fostering HIV research in 
Nepal as:

9
C H A P T E R 

• Comprehensive: IncorporaƟ ng all 
the major areas of research issues, 
methods, systems structures and 
partners.

• Integrated: IntergraƟ ng with 
the established structures of the 
government and fully aligning with 
them to generate synergy among the 
partners. IntegraƟ on with NHRC, EDCD, 
FHD, CHD, NPHL, hospitals and naƟ onal 
universiƟ es is a priority.

Step 1:
Engage 

stakeholders

Step 3:
Formulate 
capacity 

development 
plan

Step 4:
Implement 

capacity 
develoment

plan

Step 2:
Assess

capacity

Step 5:
M&E of

Research 
Capacity 

Development 

Figure 4: Research capacity development process
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• Building on: CollaboraƟ on with NHRC 
and other partners’ eff orts is eff ecƟ ve 
and recommended. This will increase 
wider ownership, develop trust, improve 
coverage, reduce cost and foster beƩ er 
research environment.

• Country led and need based: Government 
need to lead the enƟ re eff orts for building 
the research capacity; so research can be 
funded where there is a need.

• Evidence driven: Considering the state 
of exisƟ ng knowledge on HIV and STI 
medicine and public health, research 
prioriƟ es are to be set and so the 
capacity development eff orts are to be 
directed.

• Sustainable:  Research capacity 
development acƟ viƟ es are required to 
be planned and executed ensuring the 
sustainability both from the public and 
private sectors.

Followings are priority areas for capacity 
development on research on HIV and STIs:

• Basic trainings on research methodology
• Refresher training on research methods
• Special trainings on systemaƟ c review, 

clinical trials, qualitaƟ ve studies, health 
systems and policy research, economic 
evaluations, research ethics, research 
communicaƟ on, wriƟ ng research papers

• Advanced training on research methods 
and analysis

• Management of research inventory/
library for example e-library 

• Dedicated human resource for health 
(HRH) at NCASC for moving the research 
agenda
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ANNEXURES

ANNEX 1: LINKAGES BETWEEN HIV RESEARCH, SURVEILLANCE, 
MONITORING AND EVALUATION

New knowledge on HIV 
dynamics and its response

What have we achieved 
through implementaƟ on 
of HIV related intervenƟ on

Monitoring of HIV 
epidemic 

What are the activities 
being implemented under 
HIV related intervenƟ on

Research Surveillance

MonitoringEvalua  on
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ANNEX 2: ETHICS ON HIV RESEARCH

The sensiƟ vity of the research topic and 
vulnerability of the research parƟ cipants/
paƟ ents calls for careful consideraƟ on of 
the research methods and tools employed, 
the levels of evidence sought and ethical 
requirements in order to collect evidence 
of the highest standard to inform advocacy 
and policy change. 

Following ethical aspects should be taken 
into consideraƟ on while undertaking 
research on HIV:

• Are human parƟ cipants required in this 
research? If yes, menƟ on how many 
and off er jusƟ fi caƟ on

• What is the frequency of the
parƟ cipant’s involvement in the 
research?

• What is the responsibility of the 
parƟ cipants?

• Are vulnerable members of the 
populaƟ on required for this research?  
If yes, off er jusƟ fi caƟ on?

• Are there any risks involved for the 
parƟ cipants? If yes, idenƟ fy clearly 
what are the expected risks for the 
human parƟ cipants in the research and 
provide a jusƟ fi caƟ on for these risks.

• There is no any apparent risk for the 
parƟ cipants in parƟ cipaƟ ng in this 
study. 

• Are there any benefi ts involved for the 
parƟ cipants? If yes, idenƟ fy clearly 
what are the expected benefi ts for the 
parƟ cipants.

• Is the technical and fi nancial proposal 
approved/taken ethical clearance 
from NHRC and given consent by the 
Research Technical Team at NCASC?

• How do you take informed consent 
from the research parƟ cipants? (wriƩ en 
consent a must)

• Who is responsible for taking informed 
consent?

• Have you taken approval leƩ er from 
NHRC for research data collecƟ on in 
the naƟ onal, regional, district and local 
levels?

• Are local bodies, communiƟ es informed 
about the research?

• How do you share/disseminate the 
research fi ndings to the parƟ cipants 
and to the wider stakeholders?

Statements required in the Informed 
Consent Form should include:
• A statement that the human

parƟ cipants can withdraw from the 
study at any Ɵ me without giving reason 
and without fear.  

• State clearly how the parƟ cipants can 
opt out the study.

• A statement guaranteeing the 
confi denƟ ality of the research 
parƟ cipants.

• If required, a statement on any 
compensaƟ on that might be given to 
the research parƟ cipant and or their 
community.

• A statement indicating that the
participant has understood all the 
informaƟ on in the consent form and is 
willing to volunteer/parƟ cipate in the 
research.

• Signature space for the research 
parƟ cipants, a witness, and the date

(Informed Consent form should be 
developed and submi  ed in English and in 
the language appropriate to the research 
par  cipants)

Note: 
All the heath research protocols are required to get ethical approval from Nepal Health Research Council 
(NHRC). Please visit NaƟ onal Ethical Guidelines for Health Research in Nepal and standard operaƟ ng 
procedures, Kathmandu, Nepal. 

Available at: hƩ p://www.nhrc.org.np/guidelines/NaƟ onal_Ethical_Guidelines.pdf.
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ANNEX 3: TOOL FOR HIV RESEARCH AGENDA PRIORITIZATION

Categories of 1, 2 and 3 carried out but 
informaƟ on is not available
4 = Very few studies have been carried 

out in this area
5 = No studies have been carried out in 

this area

FEASIBILITY
1 = Extremely diffi  cult
2 = Diffi  cult
3 = Moderate feasibility
4 = Feasible
5 = Highly feasible

POLITICAL ACCEPTABILITY
1 = PoliƟ cally unacceptable
2 = Low level of poliƟ cal acceptability
3 = Moderate level of poliƟ cal 

acceptability
4 = Reasonable level of poliƟ cal 

acceptability
5 = High level of poliƟ cal acceptability

RELEVANCE
1 = Not relevant
2 = Of liƩ le Relevance
3 = Relevant but not important
4 = Relevant
5 = Highly relevant

AVOIDANCE OF DUPLICATION
1 = Several studies exist and 

informaƟ on is available
2 = Some studies exist
3 = Some studies have been carried 

out but informaƟ on is not available
4 = Very few studies have been carried 

out in this area
5 = No studies have been carried out in 

this area

APPLICABILITY
1 = Not applicable
2 = Low applicability
3 = Moderate applicability
4 = Reasonable applicability
5 = Highly applicable

ETHICAL ACCEPTABILITY
1 = Ethically unacceptable
2 = Low ethical acceptability
3 = Moderate ethical acceptability
4 = Ethically acceptable
5 = High ethical acceptability

GENDER ISSUES
1 = No consideraƟ on to gender
2 = LiƩ le consideraƟ on to gender
3 = Moderate consideraƟ on to gender
4 = Reasonable consideraƟ on to 

gender
5 = High consideraƟ on to gender

NEED FOR NEW KNOWLEDGE IN THIS 
AREA
1 = No need for new knowledge in this 

area
2 = LiƩ le need for new knowledge in 

this area
3 = Moderate need for new knowledge 

in this area
4 = Reasonable need for new 

knowledge in this area
5 = High need for new knowledge in 

this area
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