
A. Information sheet for the study: `Living on ART’

(For adult ART participants: qualitative component - cases)

Hello, my name is ……………………………….I am a social science interviewer from the Medical Research Council.

What is this study about?

This study will look at the lives of people who have been taking ART for more than 1 year. 

The study will ask people about events and changes in their lives that happened earlier as a result of illness, and also about their lives since they started taking ART.  The study will ask people about the health services they use and the support arrangements available to them. It will also ask people about their health, their family circumstances, their friends and social activities, and the work they do.  The study is also interested to hear about people’s hopes and fears for the future, and their feelings about the changes that have happened to them.  The study aims to improve our understanding of how people are managing on ART, and how to improve support services for people living with HIV..  This part of the study will consist of three or four visits over the next 12 months.
Why do we want to include you in the study?

You have been asked to participate in this study because you are accessing ART from (a) TASO, (b) the Entebbe A hospital or (c) a government health centre. 
What’s involved in taking part in the study? 

Your participation in the study is voluntary. You can decide freely whether to participate or not. If you do agree to take part, you can still decide to withdraw at any stage of the study without any penalty.  

I am requesting you to take part in this study which will involve three or four visits by me over the next 12 months.  I can meet you at the facility / hospital or somewhere else you find convenient or at your home.  

What are the risks and benefits of your participation?
There is little if any risk to you from taking part in this study. We will not take any blood, give any drugs, or conduct any medical procedure. We will only ask questions and make observations about your experiences. You may find some questions sensitive or embarrassing. You can refuse to answer any question asked.
There are no direct benefits to you from participating in this study. However, I hope that this study will provide information to improve support services for people living with HIV.  You will receive a small token of thanks after each visit (a bar of laundry soap or a kilogram of salt).

What happens to the information you give?  

Your answers will be written down by the interviewer during the interview. Afterwards they will be added together with all the information from the other people taking part in the study. We will write-up the results, they will be given to the people in charge of health services, and they may be published in research journals.  

Will the information you give me be kept confidential?  

Yes, all information collected from you (and other participants) will be kept in strict confidence. Your name will not be written on the interview sheets or the account of the visit. Your name, and any details by which you could be identified, will not be used in any reports. 

What happens now?  
If you agree to take part we can arrange a time for our first meeting/visit. If you are not ready to decide now, I will contact you in the next few days to see if you are interested in taking part. 

Who can you contact for more information?  

If you have any questions or would like any more information before deciding to take part, please feel free to contact Dr Janet Seeley or Ms Flavia Zalwango on telephone 0417-704000. If you have questions about your rights as a research participant, you can contact the Uganda Virus Research Institute (Ethics Committee Chairperson) on telephone number 0414321962 . 
Consent form for the study: ‘Living on ART’
(For adult ART participants: qualitative component - cases)

Consenting to participate in this study

	
	I have read and understood the information sheet that describes this study, or I have understood the explanation offered,  and I agree to take part and I understand that I do not need to respond to questions  if I do not want to and can withdraw from the study at any time without penalty

	
	

	
	I give permission for short extracts from my interview to be used for research purposes (including publications and reports), so long as they are strictly anonymous. 




Name of participant: _____________________________________________________

Signature / finger print of participant: 
_____________________________________ Date: _____________

Signature of investigator/ interviewer: 
_____________________________________ Date: _____________

B. Information sheet for the study: `Living on ART’

(For adult ART participants: quantitative component - cases)

Hello, my name is ……………………………….I am a social science interviewer from the Medical Research Council.

What is this study about?

This study will look at the lives of people who have been taking ART for more than 1 year. 

The study will ask people about events and changes in their lives that happened earlier as a result of illness, and also about their lives since they started taking ART.  
This part of the study will ask people about their family, their social activities and links with social groups or organizations, the work that they do, and their economic circumstances.  It will also ask about their feelings and how well they feel about life at the moment. The study aims to improve understanding of how people are managing on ART, and how to improve support services for people living with HIV.  This part of the study will consist of just one visit.
Why do we want to include you in the study?

You have been asked to participate in this study because you are accessing ART from (a) TASO, (b) the Entebbe A hospital or (c) a government health centre.
What’s involved in taking part in the study? 

Your participation in the study is voluntary. You can decide freely whether to participate or not. If you do agree to take part, you can still decide to withdraw at any stage of the study without any penalty.  

I am requesting you to take part in this study which will involve one visit by me in the next 2 months.  I can meet you at the facility / hospital or somewhere else you find convenient or at your home.  

What are the risks and benefits of your participation?
There is little if any risk to you from taking part in this study. We will not take any blood, give any drugs, or conduct any medical procedure. We will only ask questions about you, your family and your experiences. You may find some questions sensitive or embarrassing. You can refuse to answer any question asked.
There are no direct benefits to you from participating in this study. However, I hope that this study will provide information to improve support services for people living with HIV.  You will receive a small token of thanks after each visit (a bar of laundry soap or a kilogram of salt).

What happens to the information you give?  

Your answers will be written down by the interviewer during the interview. Afterwards they will be added together with all the information from the other people taking part in the study. We will write-up the results, they will be given to the people in charge of health services, and they may be published in research journals.  

Will the information you give me be kept confidential?  

Yes, all information collected from you (and other participants) will be kept in strict confidence. Your name will not be written on the interview sheets or the account of the visit. Your name, and any details by which you could be identified, will not be used in any reports. 

What happens now?  
If you agree to take part we can arrange a time for our meeting/visit. If you are not ready to decide now, I will contact you in the next few days to see if you are interested in taking part. 

Who can you contact for more information?  

If you have any questions or would like any more information before deciding to take part, please feel free to contact Dr Janet Seeley or Ms Flavia Zalwango on telephone 0417-704000. If you have questions about your rights as a research participant, you can contact the Uganda Virus Research Institute (Ethics Committee Chairperson) on telephone number 0414321962 . 
Consent form for the study: ‘Living on ART’
(For adult ART participants: quantitative component - cases)

Consenting to participate in this study 
	
	I have read and understood the information sheet that describes this study, or I have understood the explanation offered,  and I agree to take part and I understand that I do not need to respond to questions  if I do not want to and can withdraw from the study at any time without penalty

	
	

	
	I give permission for short extracts from my interview to be used for research purposes (including publications and reports), so long as they are strictly anonymous. 




Name of participant: _____________________________________________________

Signature / finger print of participant: 
_____________________________________ Date: _____________

Signature of investigator/ interviewer: 
_____________________________________ Date: _____________

C. Information sheet for the study: `Living with ART’

(For adult comparison participants: quantitative component)

Hello, my name is ……………………………….I am a social science interviewer from the Medical Research Council.

What is this study about?

This study is looking at the lives of people who have not faced any serious illness in the last 1-2 years, and compares these healthy people’s experiences with other people who have been ill and taking treatment.  

This part of the study will ask people about their family, their social activities and links with social groups or organizations, the work that they do, and their economic circumstances.  It will also ask about their feelings and how well they feel about life at the moment. 
The study’s aim is to improve understanding of the well-being of people with illness, and how to improve support services for these people. To understand these people’s well-being, we ned to compare their lives and well-being with people like yourself who are not ill. This part of the study will consist of one visit over the next 2 months.
Why do we want to include you in the study?

You have been asked to participate in this study because you and your family live in this area which has been selected for this study.  This will allow us to compare your experiences with other people who live in this area and have been getting treatment.
What’s involved in taking part in the study? 

Your participation in the study is voluntary. You can decide freely whether to participate or not. If you do agree to take part, you can still decide to withdraw at any stage of the study without any penalty.  

There will be one visit by me which will take from 1-2 hours. I can meet you somewhere that you find convenient or at your home.  

What are the risks and benefits of your participation?
There is little if any risk to you from taking part in this study. We will not take any blood, give any drugs, or conduct any medical procedure. We will only ask questions about you, your family and your experiences. You may find some questions sensitive or embarrassing. You can refuse to answer any question asked.
There are no direct benefits to you from participating in this study. However, I hope that this study will provide information to improve services.  The household will receive a small token after each visit (a bar of laundry soap or a kilogram of salt).

What happens to you information you give?  

Your answers will be written down by the interviewer during the interview. Afterwards they will be added together with all the information from the other people taking part in the study. We will write-up the results, they will be given to the people in charge of health services, and they may be published in research journals.

Will the information you give me be kept confidential?  

Yes, all information collected from your child (and other participants) will be kept in strict confidence. Your child’s name will not be written on the account of the visit. Your child’s name, and any details by which you could be identified, will not be used in any reports. 

What happens now?  
I will arrange when to make my first visit with the participant taking ART in your household.  If your child is present during that visit I may chat to them then, or, if not, during a future visit.  I will arrange all my visits in advance at the convenience of the participant and household members. 

Who can you contact for more information?  

If you have any questions or would like any more information before deciding to take part, please feel free to contact Dr Janet Seeley or Ms Flavia Zalwango on telephone 0417-704000. If you have questions about your rights as a research participant, you can contact the Uganda Virus Research Institute (Ethics Committee Chairperson) on telephone number 0414321962 . 
Consent form for the study: ‘Living on ART’

(For adult comparison participants: quantitative component)

Consenting to participate in this study

	
	I have read and understood the information sheet that describes this study, or I have understood the explanation offered,  and I agree to take part and I understand that I do not need to respond to questions  if I do not want to and can withdraw from the study at any time without penalty

	
	

	
	I give permission for short extracts from my interview to be used for research purposes (including publications and reports), so long as they are strictly anonymous. 




Name of participant: _____________________________________________________

Signature / finger print of participant: 
_____________________________________ Date: _____________

Signature of investigator/ interviewer: 
_____________________________________ Date: _____________
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