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Introduction
The researchers who conduct studies on sensitive topics need to 
pay more attention at every stage of their studies compared to 
the researchers conducting studies on non-sensitive topics. Ac-
cording to Lee, sensitive research is ‘a research which potentially 
poses a substantial threat to those who are or have been involved 
in it’ (1). This definition indicates that if there is a presence of 
harm to people involved in the research, including researcher 
and respondents, it is sensitive research. Similarly, Sieber and 
Stanley defined sensitive research as: ‘studies in which there 
are potential consequences or implications, either directly for 
the participants in the research or for the class of individuals 
represented by the research’ (2). In general, all research studies 
have some kinds of consequences. However, sensitive research 
often has potential effects on the personal life of respondents 
and sometimes on the personal security of the researcher as well 
(3). Possible unexpected events in sensitive topics may pose a 
threat, and that may raise difficult methodological and techni-
cal problems (4). Lee has divided possible threats of sensitive 
research areas into three (1). The first type is ‘intrusive threats’ 
which deal with the areas that are ‘private, stressful or sacred’. 
The second type of threat is ‘threat of sanction’, which relates 

to studies of deviance and involves research which may reveal 
results that cause stigma and discrimination in some way. The 
third type of threat in sensitive research is a ‘political threat’, 
which relates to the research that may cause some sort of social 
conflict. According to Lee’s definition, HIV/AIDS research falls 
into the first two categories of sensitive areas, ‘intrusive threat’ 
and ‘threat of sanction’ because research on HIV/AIDS can re-
veal private, stressful or sacred information, while if the status 
of the respondent becomes known to others it may cause stigma 
and discrimination (1).

People living with HIV/AIDS (PLHIV) often feel double 
stigma, first from their HIV/AIDS status and, second from 
their behaviour that exposed them to HIV. In Nepal, there is 
an understanding that HIV is transmitted if people undertake 
socially unacceptable behaviour like: having unsafe sex with 
sex workers, sharing injectable drugs and having unprotected 
sexual relations with people of the same sex. Stigma increases 
when PLHIV are deemed personally responsible for bringing 
it upon themselves. Therefore, PLHIV are viewed negatively by 
people in Nepal. Individuals with HIV/AIDS may be isolated 
from society and even from family members. This situation is 
psychologically and emotionally traumatic for the HIV infected 
person. They may lose their jobs or be forced to discontinue 
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education and training opportunities. This situation may lead 
to frustration, stress, fear, guilt and might also result in extreme 
conditions such as suicide. Similarly, HIV/AIDS may create dis-
harmony in community relationships. People may lose faith and 
trust in each other. Social values and the moral of a community 
as a whole may decline and result in the disintegration of soci-
ety (5). Likewise, HIV is an infectious and chronic disease and 
therefore, people fear transmitting it from PLHIV. Due to the 
associated stress, threats, stigma and discrimination, PLHIV 
prefer to hide their status and fear taking part in research stud-
ies. Moreover, illiteracy, conservative culture, lack of awareness 
about the disease transmission, and association of stigma and 
discrimination with the disease are the important factors which 
make HIV/AIDS as a more sensitive issue in the Nepalese con-
text.

Sensitivity may affect almost every stage of the research pro-
cess from the formulation of a research problem to the design 
and the implementation of the research, and dissemination and 
application of the findings (3, 6). Therefore, it is important to 
investigate methodological issues and problems from the per-
spective of both researchers and participants. Sensitive topics 
also raise wider issues related to ethics, politics and legal aspects 
of research (1). Some examples of sensitive topics are sexual be-
haviour, HIV/AIDS, drug abuse, deviance, and death.

Sieber and Stanley argue that sensitive research addresses 
society’s burning issues and policy questions (2). Therefore, 
raising issues and problems while conducting research on sen-
sitive topics like HIV/AIDS is crucial. This article has been pre-
pared in order to generate awareness, enhance knowledge and 
understanding, and overcome methodological issues and prob-
lems associated with sensitive research, specifically on HIV/
AIDS in Nepal.

Methods
This paper is based on observations, information and experi-
ences gained during pilot study and main survey of the research 
entitled, “The Economic Burden of HIV/AIDS upon House-
holds in Nepal’. Relevant literature was reviewed from internet 
search engines and text books. The literature in the Internet was 
searched using MEDLINE search engines (Embase- from 1996 
to 2016 week 2) using different search words such as: ‘sensitive 
research’ (3 results), ‘mixed methods’ (372 results), ‘HIV and 
Stigma’ (30 results), and ‘incentives to respondent or partici-
pant’ (12 result). Altogether 35 papers (18 from journals and 17 
from text books) were selected for the review based on the rel-
evance to the subject matter. The selection criteria used to select 
the papers were: discussion on sensitive research and research 
ethics, discussion about incentives and its impact on research, 
discussion on methodological issues of sensitive research, and 
discussion on stigma and its impacts on research participants. 
An overview of the pilot study and a main survey of the research 
are briefly described as follows:

Pilot and Main Studies
A small pilot study was conducted in August/September 2010 
to assess the validity of the questionnaires for the main sur-
vey. In the pilot study questions related to: personal informa-
tion, household information, economic status, the direct cost 
of HIV/AIDS, productivity costs, coping strategies, and stigma 
and discrimination. Due to funding and time limitations, the 
pilot study was limited to the Kathmandu valley (Youth Vision 

and Nawa Kiran Plus: NGOs) and Chitwan district (Chitwan 
Sakriya Samuha: NGO). A purposive sampling method was em-
ployed for the study. PLHIV who were 18 years of age and above, 
and more than a month of HIV diagnosis were selected for the 
survey. PLHIV who were 18 years old and above, and more than 
a year of HIV diagnosis were involved in the in-depth inter-
views. The survey with 36 PLHIV and in-depth interviews with 
five PLHIV were conducted in the Pilot study.

The main study was carried out from March to July 2011. 
This study was conducted in six study sites in Nepal namely: BP 
Koirala Hospital, Sunsari; Sukraraj Tropical Hospital, Kathman-
du; Bharatpur Hospital, Chitwan; Rapti Sub-Regional Hospital, 
Dang; Bheri Zonal Hospital, Banke; and Doti District Hospi-
tal, Doti. One treatment centre from each district was selected 
based on the coverage by the treatment centre, accessibility of 
PLHIV to the treatment centre, types of PLHIV coming to the 
treatment centre and the number of PLHIV coming to the treat-
ment centres.

A survey with 415 PLHIV and in-depth interviews with 30 
PLHIV were conducted in the main study, which involved both 
antiretroviral therapy (ART) recipients and non-recipients. Av-
erage length of the interview was around 45 minutes and it was 
conducted in HIV/AIDS treatment centre of the each site in the 
main study and NGOs’ offices in the pilot study. The main dif-
ference in the settings of the pilot study and the main study was 
that the pilot study was solely conducted in the NGOs shelter 
but the main study was conducted in treatment centres of gov-
ernment hospitals. Treatment centres of government hospitals 
are the main source of HIV diagnosis, counselling and treat-
ment to people with HIV/AIDS. NGOs are major sources of em-
powerment for the PLHIV and the NGOs also play a bridging 
role between PLHIV and the treatment centres of government 
hospitals (NGOs motivate PLHIV to have their treatment and 
encourage PLHIV to go to treatment centres from their home 
or shelter). The observation was conducted during the survey 
and in-depth interviews during pilot and main studies of the 
research in the above-mentioned study sites. The observation of 
the participants, person in charges, the volunteers of the NGOs 
and health professionals of the HIV/AIDS treatment centres 
were conducted in the study.

Issues and Problems in Conducting Research in Sensi-
tive Topics: The Experience of Conducting Research on 
the Economic Burden of HIV/AIDS upon Households 
in Nepal

1. Issue of Research Ethics
Strict adherence to research ethics is crucial in sensitive re-
search. Conducting research by luring or threatening others is 
not ethical. Every participant should be free to participate or 
not in a research. Even if an incentive is provided to the partici-
pants, they will not be compelled to answer the entire question-
naire if they do not feel comfortable. Every respondent has the 
right to leave the survey at any point during the questionnaire if 
he/she does not wish to continue. Similarly, anonymity and con-
fidentiality must be maintained in any human research. Every 
piece of research needs to follow ethical principles. Adherence 
to research ethics is one of the major issues in conducting sensi-
tive research.

It has been observed in the main survey and the pilot study 
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that persons in charge and volunteers of NGOs are very careful 
about the involvement of PLHIV to any types of research stud-
ies. The persons in charge and volunteers of NGOs do not allow 
any researcher to involve PLHIV in their research studies by 
luring or threatening.The persons in charge and volunteers also 
come forward and ask questions about the aims and benefits of 
the research studies.

2. Issue of Research Design and Sampling Method
There is always debate on the use of research design for sensitive 
research. Some researchers prefer qualitative research design 
and some prefer mixed-methods design. It has been argued that 
a single research design cannot provide sufficient information 
about an issue in question in sensitive research (7, 8). Similarly, 
there is a debate over the use of sampling techniques in sensi-
tive issues. The researchers who are not involved in sensitive re-
search generally ask questions about the non-use of probability 
sampling technique in sensitive research (1). In fact, it is very 
difficult (sometimes impossible) to get a sampling frame for 
sensitive research. Moreover, PLHIV do not want to reveal their 
HIV status to other people due to fear of stigma and discrimina-
tion. Therefore, probability sampling techniques are difficult to 
utilise in the HIV/AIDS or other sensitive issues although it is 
the preferred method of sampling. If probability sampling is not 
possible to utilize in sensitive research, researchers need to use 
the non-probability sampling techniques. The non-probability 
sampling method does not imply the random selection of a re-
search unit, unlike the probability sampling. Examples of non-
probability sampling include purposive sampling, convenient 
sampling, quota sampling, snow ball sampling or respondent 
driven sampling. This technique of selecting research units is 
highly applicable in sensitive issues such as HIV/AIDS because 
it is either impossible or very difficult to obtaina correct sam-
pling frame of the population.

The author experienced that the reviewer from Nepal Health 
Research Council was asking a question about the non-use of 
the probability sampling method in this research study. Simi-
larly, other intellectuals who were encountered in the study sites 
and government offices often asked the same question. They 
considered that we could use the name lists of PLHIV from 
treatment centres for the random sampling. This is not appro-
priate because PLHIV generally hide their identity.

3. Problem of Recruiting Respondents
Recruiting respondents was the biggest problem encountered 
by the researcher while conducting research on HIV/AIDS. 
There were a number of factors associated with the problems, 
which are described hereunder.

3.1 Fear of Stigma and Discrimination
Stigma and discrimination are two different terms. Stigma is 
related to beliefs and attitudes, while discrimination is related 
to actions.  Observations during field studies, and results of in-
terviews and surveys, showed that all categories of PLHIV have 
fear of stigma. However, the magnitude of fear of stigma is dif-
ferent from PLHIV to PLHIV. The PLHIV who are less exposed 
to the training programmes organised by NGOs/INGOs and 
government generally fear more with stigma. It is observed that 
the respondents from rural areas are also more scared to reveal 
their HIV status to the other people due to the fear of stigma. 
Similarly, it was found that respondents tend to lie to their 

neighbours, saying that they went shopping instead of revealing 
the fact that they went to a hospital for a routine check-up.

Most of the PLHIV do not reveal their HIV status to oth-
ers except close family members or close friends due to the fear 
of possible stigma and discrimination. They think, if they take 
part in the research, their status will be known to other peo-
ple. Therefore, the fear of stigma is the main factor that hinders 
the PLHIV from taking part in the research or other types of 
programmes. Such stigma and discrimination have mainly been 
fuelled in society by illiteracy, lack of knowledge about HIV and 
its mode of transfer, and conservative culture (9-11).

3.2 Issue of Incentives
Experience from the pilot study showed that it is very easy to 
recruit PLHIV by giving them incentives. In the pilot study, all 
respondents were paid for their time and efforts. The incentive 
amount was fixed after negotiating with the person in charge of 
NGO. The benefits of the monetary incentives provided to the 
respondents were: respondents could be recruited easily, there 
was no need to build a strong rapport with them and it took less 
time to conduct the survey as little effort was required to con-
vince them. However, incentive may cause bias in the research 
due to biased responses and it also may pose ethical conflicts 
if its appeal is too strong (i.e. coercive)(12, 13). Respondents 
generally give the answers that the researcher wants to hear if 
incentives are provided to them. There would be a tendency to 
attract economically weak PLHIV to the research compared to 
economically strong PLHIV(14).

From the pilot study and the main survey, it has been found 
that implementation of surveys in NGO shelters was impos-
sible without the permission of the person in charge of NGO. 
Generally, the person in charge of NGO negotiates the incen-
tives in return for the time and effort given by the PLHIV to any 
research activities. They ask the researcher what their PLHIV 
would get if they took part in the research. If they agree with the 
incentives provided to the PLHIV, they allow the researcher to 
conduct the survey. But, without incentives, it is very difficult to 
approach PLHIV in NGOs.

3.3 Issues of  Anonymity and Confidentiality
It was found that PLHIV always wanted confidentiality. They 
are scared about possible breaches of confidentiality by the re-
searchers. They needed to be reassured by the researcher and 
staff working in the treatment centre or staff working in the 
NGOs that confidentiality would be maintained during the re-
search. Similarly, while obtaining informed consent, the verbal 
or informal consent form was found to be more comfortable 
than the written consent form by the PLHIV as they wanted 
anonymity and did not want to reveal their names even to the 
researchers.

PLHIV were found to be concerned about the place or en-
vironment of the interview during the research. They felt com-
fortable in a closed room rather than in an open area for the 
interview. This was mainly due to the fear of breaching confi-
dentiality to other people regarding their HIV status. In devel-
oping countries like Nepal, there is a problem with even getting 
a proper room in which to conduct an interview. Sometimes, 
this problem reduces the level of participant involvement and 
increases the refusal rate. This was experienced more in HIV/
AIDS treatment centres (government hospitals) than in the 
NGO’s shelter.
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3.4 Extensively Researched Area
It was found that respondents were frequently approached by 
many NGOs, INGOs and other researchers. NGO’s in-charg-
es, volunteers for the treatment centres, and the respondents 
themselves reported that many people came to them wanting to 
conduct research about them on different issues. They claimed 
that none of the researchers worked in their favour or helped 
them to improve their livelihoods. Therefore, they were tired 
of giving their information to the researchers. For this reason, 
PLHIV do not want to take part in research studies. It was found 
that, being an important public health issue, many researchers, 
NGOs, and INGOs want to conduct research and launch other 
programmes for PLHIV. This made them tired of repeating the 
same story to many people.

Discussion
One of the most important issues in sensitive research is re-
search ethics. ‘Research ethics’ refer to rules of morally good 
conduct for researchers. Research ethics are based on moral and 
political beliefs, which are external to the research itself (15). 
Research ethics are defined as the standard practices for privacy 
and confidentiality protection for human subject participants 
(12). Before conducting a survey or interview, participants must 
be informed that their participation is voluntary, they will not 
be penalized if they refuse or leave the survey and they may 
skip any question if they do not feel comfortable answering or 
discontinue their participation at any time. Incentives provided 
by the researcher do not reverse their right to skip certain ques-
tions or end their involvement in a study if they wish. Moreover, 
Valerio and Mainieri argue that incentives should never be used 
to pressurize a respondent into participating in a study or to 
answer a specific question if they really do not want to do so 
(12). The researchers should not force, threaten, pressurize, or 
trick the potential respondents while conducting the survey. In 
research, human subjects have the right not to be abused physi-
cally or psychologically. They have the right of privacy and pro-
tection of their status. Now, every research conducted on hu-
man subjects must be approved by the ‘human subjects review 
board’ (16).

In human research, consent forms are generally used to ob-
tain permission from a parent or guardian of a child or ado-
lescents (below 18 years of age) who has the legal right to give 
permission for someone in her or his charge to participate in 
research. However, in some research an adult (≥ 18 years of age) 
may be asked to sign a consent form about his or her own agree-
ment to co-operate. Some research of sensitive topics relies on 
confidentiality to increase the likelihood of those respondents 
answering questions honestly. However, confidentiality might 
be compromised if a respondent signs a consent form and names 
are subsequently linked to answers. Due to this possibility, Insti-
tutional Review Boards (IRBS) (or Ethical Review Committee 
located in the USA) generally waive the need for a consent form 
and a signature for surveys and allow the informed consent pro-
cess to occur informally as part of the survey itself (17).

Stigma and discrimination is commonly associated with 
HIV/AIDS because these are related to issues such as sex, drug 
use and death. Both terms are based on negative views of people 
towards others, simply because they are seen as belonging to a 
particular group. Some of the previous studies have demonstrat-
ed that a lack of understanding about HIV/AIDS and misper-

ceptions about HIV transmission routes are important factors 
contributing to stigma and discrimination (18-20). Similarly, 
other research studies have shown that experiences of stigma 
have negative impact on the psychological well-being of people 
living with HIV/AIDS. Certain manifestations of HIV stigma in 
particular settings impact the psychological well-being of peo-
ple living with HIV/AIDS more than other (21). HIV-related 
stigma can hinder HIV prevention efforts, inhibit treatment ad-
herence, function as a barrier to HIV testing and negatively im-
pact social relationships and psychological well-being of people 
living with HIV/AIDS (18, 22, 23).

HIV-related stigma is a social phenomenon due to which 
an HIV infected individual is considered as tainted, spoiled or 
flawed by others (22). It weakens social interaction, community 
support and strength by creating social distance among PLHIV 
from other parts of society (24). The manifestation of HIV/AIDS 
stigma not only varies with cultural and national setting, but 
also by whether one is considering intrapersonal versus societal 
levels of stigma (23). Nepalese people perceive HIV/AIDS as a 
bad person’s disease and they think it is due to bad deeds from 
the past. Therefore, HIV illness is perceived as a punishment for 
some wrong-doing. People think personal habit and behaviour 
are more responsible for HIV than the situational one. Similarly, 
Nepalese culture is not open to discussion about sex and sexu-
ality and the people are dissuaded from speaking about sexual 
matters with elder people or other responsible family members. 
HIV infection is considered to be a result of deviant behaviour 
(25). Due to such a culture in Nepal, PLHIV feel stigma, fear 
and helplessness and do not disclose their HIV status to other 
people. Such stigma not only hinders control and prevention of 
HIV infection, but also discourage HIV infected people from 
taking part in HIV related research and programmes.

In our study, fear of stigma and discrimination was found to 
be one of the major problems of involving respondents in HIV/
AIDS research. They were always worried about possible stigma 
and discrimination and did not want to expose themselves as 
HIV positive towards other people.

In most research, incentives are not provided to the partici-
pants. However, some researchers provide incentives to thank 
participants for their contributions or for motivating respond-
ents for participation (12). Some authors argue that monetary 
payments are often used as inducements and they motivate peo-
ple to do something (26, 27). Monetary payment has positive 
effects on respondents’ willingness to participate in any kind 
of research regardless of the risk. However, payment has some 
influence on respondents’ potential behaviour regarding con-
cealing information about restricted activities (drug use, pros-
titution, gambling etc.) (28). Gates et al. argue that monetary 
incentives could be an effective way to increase the number of 
postal questionnaires returned and reduce loss to follow-up in 
clinical trials (29). From normative ethical perspectives, vari-
ous authors have argued for and against the use of monetary 
payments to research participants (30). Grady argues that in-
ducements are offers not threats (27). But, Macklin argues that 
monetary inducement encourage people to expose themselves 
to risk and such inducements increase inequality in the research 
process because the majority of research participants would be 
from lower socioeconomic status (14). Many researchers worry 
that incentives might cause response bias.

The possibility of response bias has been evaluated in a re-
view paper by Massey et al., where the paper compares respons-
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es from those respondents who receive an incentive to those 
respondents who do not (31). It has been found that differences 
between incentive groups and non-incentive groups are not 
statistically significant. But, a few other studies have found that 
incentives may produce slightly more favourable evaluations 
or positive ratings from incentive groups compared to non-
incentive groups (12). Palmers argues that inducement can be 
undue only in research studies that involve the possibility of the 
highest form of physical or psychological injuries and risks (32). 
Incentives can help to increase response rates; however, they 
can add significant cost to the study (33). There would be a sig-
nificant possibility that economically weak respondents would 
be attracted to the study. Therefore, we suggest not to provide 
monetary incentives to the respondents.

Confidentiality in a research refers to the methods for pro-
tecting the collected information. The confidentiality of the in-
formation is expected by both researchers and respondents. It 
is important for the success of a piece of research because re-
search participants would be much more willing to participate 
if they thought the researcher would maintain confidentiality in 
the research (34). Anonymity protects the privacy of the sub-
jects studied. It is also assumed that where the human subjects 
in the research cannot be identified they cannot be harmed by 
data about them appearing in the local area. However, the iden-
tification of research participants can sometimes be predicted 
from published material if sufficient care is not taken to protect 
confidentiality (1). Researchers must promise that research sites 
and subjects’ identities will remain confidential (35). Anonym-
ity is important for the success of research because it can help to 
protect the privacy of the information provided by the respond-
ents. Anonymity can therefore improve co-operation when the 
research poses exceptional risks for participants (36).

Surveys of sensitive issues like HIV/AIDS, drug abuse, gam-
bling and others may benefit from anonymity of the respond-
ents. When a survey seeks to get information about sensitive 
questions, anonymity is likely to improve the chance of ob-
taining information on stigmatizing behaviour or unpopular 
attitudes and views.  However, anonymity hinders follow-up 
research and also causes difficulty in verifying the information 
with respondents after the research (34). Anonymity and con-
fidentiality should be maintained in every type of sensitive re-
search to improve respondents’ participation.

As a major public health issue, HIV/AIDS is a main focus 
for research and programme activities in Nepal. In the three-
year National Plan (2008-2010) of Nepal, HIV/AIDS was ac-
corded “priority 1” health issue status. Therefore, government, 
NGOs, INGOs and private sectors are targeting the PLHIV for 
their programmes, research and studies. There are around 400 
NGOs and 60 INGOs working for the PLHIV in Nepal (37). 
Similarly, large numbers of students conduct research on HIV/
AIDS every year. Therefore, PLHIV were approached extensive-
ly by government, NGOs, INGOs, researchers and students for 
different purposes. PLHIV could see the direct benefit of the 
programmes launched by NGOs/INGOs and government but 
not the research projects. Therefore, they prefer immediate di-
rect benefit rather than indirect long-term benefit in the future.

Conclusion 
Research over the past three decades has developed better 
methodological understanding of conducting research on sensi-
tive issues. But, there are still a number of unresolved theoretical 

and methodological problems. Conduct of research on sensi-
tive topics like HIV/AIDS is very challenging. Sensitive research 
should be conducted in a most thoughtful and careful manner. 
To develop a broad understanding of the issues in sensitive 
research, it is important to examine more than just the conse-
quences of undertaking the research. The following conclusions 
are drawn based on the findings and discussions of the paper:
• The researchers working on sensitive issues need to follow 
ethical principles strictly. The use of informed consent forms 
with verbal consent which do not use participants’ signatures 
is preferred by research participants in the sensitive research;
• A mixed methods approach is better for understanding the 
complex situations in sensitive research. Similarly, non-proba-
bility sampling method is preferred over probability sampling 
method due to the special nature of sensitive participants; 
• The researchers need to ensure participant anonymity and 
confidentiality in order to involve them and readily get the re-
sponses in sensitive research;
• Support from hospital staff and person in charges or volun-
teers of NGOs is necessary to encourage participants in sensi-
tive research like HIV/AIDS;
• It is important to build a good rapport with the participants 
and explain possible benefits of the sensitive research in order 
to motivate them; 
• It is important not to provide monetary incentives to the par-
ticipants so as to avoid biased responses and ethical conflicts; 
and
• All types of respondents who refused to take part in one re-
search site should be noted and similar categories of respond-
ents should be encouraged to take part in another research site 
if possible to minimize the respondents’ bias.

Limitations
There are some limitations of the paper although it highlighted 
important issues and problems. These limitations include- con-
centration of the observation in limited number HIV/AIDS 
treatment centres and NGO shelters. Moreover, the paper is 
based on only observations, experience and literature reviews 
which hinder its generality.
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