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THE PEOPLE LIVING WITH HIV STIGMA INDEX INFORMATION SHEET
Note to interviewers: this information sheet is designed for the interviewees to take away as a
summary of the project if they are interested. Take some spare copies with you to the interview.
However it is best not to read through the whole information sheet in the interview itself, as much of
this information is covered in other parts of the interview process (for example in the informed
consent form).

The SWANNEPHA and partners is conducting a stigma index that will describe experiences of stigma and
discrimination among PLHIV. To obtain information for this we request your participation by giving an
interview on your experiences. Each questionnaire that is administered forms part of a larger survey
conducted in a country that aims to document the extent of stigma and discrimination experienced by
people living with HIV in Swaziland. The questionnaire, together with the idea of
conducting such a survey, has been adapted from that which was developed by the Global Network of
People Living with HIV (GNP+) and the International Community of Women Living with HIV/AIDS (ICW),
with financial and management support from the International Planned Parenthood Federation (IPPF)
and the Joint United Nations Programme on HIV/AIDS (UNAIDS).
THE PURPOSE AND NATURE OF THE PEOPLE LIVING WITH HIV STIGMA INDEX SURVEY
The People Living with HIV Stigma Index survey was created to find out more about the experiences of
people living with HIV, especially experiences of stigma or discrimination. There are a number of
organizations campaigning against stigma and discrimination and fighting for the human rights of people
living with HIV. It is hoped that this survey will one day provide information that will help these efforts.
In order to collect such information (i.e. on what HIV-positive people are experiencing, specifically in
relation to stigma and discrimination), the questionnaires and survey will be administered and managed
by 0rganizations or networks of people living with HIV in a country. The information that is collected
from the questionnaires will then be put together and presented in a way that presents a general
picture of the experiences of people living with HIV in that country. It is not information about individual
experiences of stigma and/or discrimination. For example, in documenting the results of the survey,
information will be presented in the report on “What percentage of people living with HIV experienced
discrimination last year”, as opposed to presenting information on your own, personal experiences of
stigma and discrimination. Ultimately, the main aim of this project is to broaden the understanding of
stigma and discrimination faced by people living with HIV in different countries, and to be able to find
out if there have been changes over a period of time. The organizations involved in this project intend to
use the information as a national and global advocacy tool to fight for the human rights for people living
with HIV.
PROCEDURES AND PROCESSES INVOLVED IN PARTICIPATING
I would like to make clear that your participation in this project is entirely voluntary. It is your choice
whether to participate or not. If you choose to participate, you are also free to not answer any of the
questions, and you can also decide to stop participating in the interview at any time that you wish. In
terms of process, if you choose to participate in the survey, we will complete a questionnaire that asks
you questions about your social environment, work, access to health services, knowledge about your
rights, HIV testing and treatment. Please feel free to ask to see the questionnaire at this stage if you
would like to take a more detailed look at the questions. If you participate in the survey, we will fill in
the questionnaire together. You can write down the answers and I will help explain anything that is not
clear to you. Or, if you prefer, I can fill it in for you while you sit beside me checking that I am ticking the
right boxes and recording your responses correctly. We believe that stories sometimes help people
better understand what other people experience. If you participate in the survey and at some point in
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the interview you describe an experience that I would like to include in the survey report, I will stop and
ask for your permission to do so. I may also request an additional interview with you in order to record
your story and your experience so it can then be written up as a case study. You should always feel free
to say no. If you tell me that I have your permission to include a particular experience you have had in
the report, I will not use your name, and I will not include any personal information that would allow
someone to identify you. The story will be completely anonymous. Lastly, before we begin to conduct an
interview and administer the questionnaire, we need to obtain informed, signed consent from all
potential survey participants. This ensures that all those agreeing to participate in the survey are
voluntarily willing to participate and that they have obtained all the information they needed in order to
make an informed choice about their participation.
CONFIDENTIALITY AND POTENTIAL RISKS OF PARTICIPATING IN THE SURVEY
This project is taking every possible step to ensure confidentiality, i.e. to prevent any personal
information from being known to people outside the research team. We know that breaches of
confidentiality could lead to problems for interviewees, so we have put in place measures to avoid this
from happening. For example, we do not write the name of the interviewee (i.e. the person being
interviewed who is providing us with information about their experiences of living with HIV) on the
questionnaire, and we do not write down anything that would allow someone to link the completed
questionnaire to the interviewee. All questionnaires and other forms used in this project will be stored
in a locked cabinet or cupboard. These data will be destroyed as soon as they are no longer needed (i.e.
once they are stored electronically in a suitably secure place).

DISCOMFORT THAT YOU MIGHT EXPERIENCE AS A PARTICIPANT
The questionnaire asks personal questions that may make you feel uncomfortable at times, and it may
bring up topics that are difficult to talk about. We do not wish for this to happen. We want you to know
that you do not have to answer any question or take part in the interview if you feel the questions are
too personal or if talking about them makes you uncomfortable. If you find you feel uncomfortable at
any point during the interview, you can decide to pause or stop the interview at this time – it is
completely up to you to decide this and to indicate to me, as the interviewer, that you wish to pause or
stop the interview process. Sometimes people want to explore certain issues and experiences in more
depth after the interview. In case you need psychological or physical support, such as counselling or
legal assistance or advice concerning educational, health or social support, we have developed a list of
professional support services in our community. I will be happy to share this information with you.
POTENTIAL BENEFITS FOR YOU AND THE COMMUNITY IN RELATION TO YOUR PARTICIPATION
We hope that the process of going through the questionnaire is an interesting one for you as it might
cover some issues that you may not have thought about in detail. We also hope that you will learn from
the interview process and from any discussions which may arise from it. However it is hoped that,
through you and other people living with HIV participating in this project, we will be able to produce rich
and valuable information that will assist both our national and global efforts to reduce HIV-related
stigma and discrimination and ultimately improve the lives of all people living with HIV.
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CONFIDENTIALITY AGREEMENT:  PARTNERS

I ______________________________________, from ___________________________ (name of
organization) assisting with the People Living with HIV Stigma Index survey project in Swaziland, agree to
the following:

I will take all possible steps to protect the confidentiality of the information that I handle. This
means that if personally identifying information is made known to me during the course of the
project, I will not disclose it –either verbally or in writing to anyone. I will do nothing that
discloses the identity of someone who is pr has been associated with the project.

Signature:  _____________________________________________________

Name (printed): ______________________________________________________

Date: ______________________________________________________

Place (town, country): ______________________________________________________

PROJECT LEADER OR ANOTHER WITNESS:

Signature: _____________________________________________________

Name (printed): _____________________________________________________

Date: _____________________________________________________

Place (town, country): _____________________________________________________
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To be completed by the interviewee and the interviewer. My name is___________________________
[INSERT the name of the interviewer.] I am administering a questionnaire about the experiences of
people living with HIV, particularly the experiences of stigma and discrimination they may have had. I
have provided you with an information sheet that describes the purpose of this questionnaire and how
the information collected from this questionnaire will form part of a larger survey that is being
conducted in this country to document some of the experiences of people living with HIV. The
information sheet also outlined what types of information you will be asked, how we will keep this
information confidential and the potential risks involved in your participating in this survey. Before we
begin the questionnaire, I would like to make sure that you are voluntarily willing to participate in this
survey and that you have obtained all the information that you need in order to make an informed
choice about your participation. This consent form may contain words that you do not understand.
Please ask me to stop as we go through the information and I will take time to explain. You do not have
to decide today whether or not you will respond to this questionnaire. Before you make a decision, you
can talk to anyone you feel comfortable with about the questionnaire and/or the survey. Please feel free
to also contact the  project team leader if you have any questions or concerns about this questionnaire
or the survey. These are the contact details
for the team leader:
Name: Happiness Mkhatshwa
Contact details: Telephone 422 1698/ 76081780. P.O. Box 4130, Mbabane. Email:
happiness@swaziplace.com.
If, however, you choose to respond to this questionnaire and thus participate in the survey, I will ask you
some questions about some of your experiences as a person living with HIV, in particular those related
to the experiences of stigma or discrimination you may have had. I expect that the interview will take
between two and three hours.  Before asking you whether or not you would like to be a participant, I
would like you to know that:
1. Your participation in this survey is entirely voluntary. It is your choice whether to participate or not.
2. You are free to not answer any of the questions in the questionnaire.
3. You may stop participating in the interview at any time that you wish.
The information collected in this interview will be kept strictly confidential. To help ensure
confidentiality, I will not write your name on the questionnaire or this form, and I will not write down
particular details that would allow you to be identified. If you would like to now more about the
measures that we are taking to protect confidentiality, please ask me to provide you with these details.
Your participation will include my providing you with a list of services that are available in our
community, including health care, social support and legal services. Do you consent to participating in
the interview?
Yes 1
No 2
If NO: Thank you for your time.
If YES: Thank you for agreeing to take part in this project. By saying yes, that means that you have read
the information on the information sheet, or it has been read to you. You have had the opportunity to
ask questions related to the questionnaire and the People Living with HIV Stigma Index survey and any
questions you have asked have been answered to your satisfaction. You consent voluntarily to be a
participant in this project and you understand that you have the right to end the interview at any time.
If you agree, please sign here. I will also sign this form to confirm that your consent has been obtained.

mailto:happiness@swaziplace.com
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I have read the information on the information sheet, or it has been read to me. I have had the
opportunity to ask questions related to the questionnaire and the People Living with HIV Stigma Index
survey, and any questions I have asked have been answered to my satisfaction. I consent voluntarily
to be a participant in this project and understand that I have the right to end the interview at any
time.
Signature of participant: _______________________________________
Signature/initials of interviewer: __________________________________
Date of interview: _______________________________________________
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