


Participant Information Sheet
 The Missing Billion: Using participatory approaches to improve access to healthcare for disabled people in Uganda.
Introduction
We would like to invite you to take part in a research study. Joining the study is entirely up to you. Before you decide, you need to understand why the research is being done and what it would involve. One of our team will go through this information sheet with you, and answer any questions you may have. Ask questions if anything you read is not clear or you would like more information. Please feel free to talk to others about the study if you wish. Take time to decide whether or not to take part.


What is the purpose of the study?
The London School of Hygiene and Tropical Medicine (LSHTM) are conducting research to support the development of a programme to support people with disabilities, in partnership with MRC Uganda, Makerere University and Women and Children First. As part of this research, we want to understand the experiences of people with disabilities in Uganda, including their access to healthcare and support groups, and community attitudes.

Why have I been asked to take part?
We are interviewing approximately 25 people with disabilities in Uganda. You have been invited because you are a person with a disability or a parent/caregiver of a person or child with a disability.


Do I have to take part?
No. It is up to you to decide to take part or now. If you don't want to take part, that's ok. Taking part in this study will not affect any services you receive.

We will discuss the study together and give you a copy of this information sheet. If you agree to take part, we will then ask you to sign a consent form.

[For participants under 18 years and above 8 years and/or with difficulties understanding/communicating the above will be addressed to caregiver as well: If you give us permission, we will follow the same process with your child. If they are aged under 18, we will read a similar form and we will record them agreeing to speak with us. We will follow the same process if the person you care for is an adult with difficulties understanding or communicating.]


What will I have to do?
We invite you to speak with us about your experience. We will ask you a series of questions about accessing healthcare, employment and education, groups for people with disabilities to attend and attitudes from the community towards people with disabilities. This will last about 45-60 minutes. 

If you agree, we would like to record the interview so that we can read it later.

What are the possible risks and disadvantages?
We perceive no risks or disadvantages to you for taking part, other than the time to interview with us. You may feel distressed at discussing your own experiences, or those of disabled people in general. If this happens, you are free to take a break in the interview at any time.

What are the possible benefits?
We cannot promise the study will help you but the information we get from the study will help our knowledge and understanding of this research area. This will help us to develop a group programme for people with disabilities and training programmes for healthcare professionals, improving knowledge of disability. If you agree to participate, we will offer you UGX as compensation for time spent with us.

What if something goes wrong?
If you have a concern about any aspect of this study, you should ask to speak to the researchers who will do their best to answer your questions. If you remain unhappy and wish to complain formally, you can do this by contacting: Patricia Henley at rgio@lshtm.ac.uk or [Telephone no] or Dr Femke Bannink Mbazzi, study Co- PI, Tel [telephone no]. The London School of Hygiene and Tropical Medicine holds insurance policies which apply to this study. If you experience harm or injury as a result of taking part in this study, you may be eligible to claim compensation.

Can I change my mind about taking part?
Yes. You can withdraw from the study at any time and this will not affect any care that you get in the future.

If you withdraw from the study, we will destroy all your questionnaires although we may still use the information from you already collected.

What will happen to information collected about me?
After the interview, we will make a written record of our conversation today. We will need to use information from you for this research project. All information collected about you will be kept private. Only the study staff and authorities who check that the study is being carried out properly will be allowed to look at information about you. We will keep all information about you safe and secure.

Data may be sent to other study staff in London or Uganda but this will be anonymised. This means that any information about you will have your name and address removed so that you cannot be recognised and your data will have a code number instead.

Your personal details, meaning your name and other identifiable information, will be kept in a different safe place to the other study information and will be destroyed within 10 years of the end of the study.

What are your choices about how your information is used?
You can stop being part of the study at any time, without giving a reason, but we will keep information about you that we already have.

Where can you find out more about how your information is used?
You can find out more about how we use your information
· by asking one of the research team
· by sending an email to DPO@lshtm.ac.uk
· by contacting Dr Femke Bannink Mbazzi, study Co- PI, [telephone no]

What will happen to the results of this study?
The study results will be published in a medical journal so that other researchers and programme providers can learn from them. Your personal information will not be included in the study report and there is no way that you can be identified from it. We may use your anonymised data in the public domain via a data repository.

The information from you and all study participants will be discussed between LSHTM, MRC Uganda, Makerere University and Women and Children First to discuss any changes needed for the group programme for people with disabilities.

Who is organising and funding this study?
London School of Hygiene & Tropical Medicine is the sponsor for the research and they have full responsibility for the project including the collection, storage and analysis of your data, and will act as the Data Controller for the study. This means that we are responsible for looking after your information and using it properly.


Who has reviewed this study?
All research involving human participants is looked at by an independent group of people, called a Research Ethics Committee, to protect your interests. This study has been reviewed and given favourable opinion by the Uganda Virus Research Institute's Research Ethics Committee and the London School of Hygiene and Tropical Medicine Research Ethics Committee. The Uganda National Council for Science and Technology (UNSCT) has also reviewed the study and have agreed that it is okay for us to ask people to take part.

Further information and contact details
Thank you for taking time to read/listen to this information sheet.
[Phone interviews]: If you think you will take part in the study, I will now turn on the recorder. I will then read out the consent sheet. At the end I will ask you to confirm your decision to participate by stating your full name. [Face-to-face interviews]: If you think you will take part in the study, please read, and sign the consent form.

Further questions about the research?
If you would like any further information, please contact:
Dr Femke Bannink Mbazzi, study co- PI, Tel [telephone no]


What if I have concerns about the study?
If you have any concerns about your/your child's experiences of being involved in this research you can contact any of the following organisations:

· Dr Femke Bannink Mbazzi, study Co-Pl, MRC/UVRI & LSHTM Uganda Research Unit, Tel [telephone no]
· Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr Tom Lutalo, Tel [telephone no]
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