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BASELINE SURVEY (IN-DEPTH)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, 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 will involve.
We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/ UVRI & LSHTM
Uganda Research Unit and Makerere University, are conducting research in this location to
understand the quality of life, health, and health services used amongst people with functional
difficulties. The purpose of our research is to understand whether several activities we plan to
implement in Luuka district change the health and quality of life of people with functional
difficulties living in the area. At a minimum, in your area there will be training of healthcare workers
about functional difficulties and assessment of whether healthcare facilities are accessible.

Why have | been asked to take part?

You have been invited to take part because you are living in one of the villages where this study is
taking place, and your household head indicated that [delete as appropriate: you/ the person for
which you are guardian for] may have difficulties with functioning.

What will happen if | take part?

After we have discussed the study, if you agree to take part, we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you questions about [delete as appropriate:
your/ the person for which you are guardian] health status, use of health services, quality of life,
participation in society and attitudes. We will come back in two years’ time, and with further
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e qUestions again. In order to find your household in two years’ time
we will note down the location of your home but this location information will not be used for any
other purpose in the study.

Do | have to take part?
No. Itis up to you if you decide to take part or not. We will discuss the study together and if you

don’t want to take part, that’s ok. Taking part in this study will not affect any services you or your
household receive.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you in taking part, other than the time to answer all our
questions. The questions we will ask should take approximately 45-60 minutes to complete. If you
feel uncomfortable at any point during our questions, you are free to take a break or ask to stop
entirely at any time without providing a reason.

What are the possible benefits?

We cannot promise the study will help you or your household, but the information we get from the
study will help our knowledge and understanding on how to improve the health and quality of life
of people with functional difficulties. If you agree to participate, we will offer you UGX 15,000/= as
compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at
Makerere University (Dr Peter Waiswa, study Co- Pl, Tel: (N ). |f you
remain unhappy and wish to complain formally, you can do this by contacting the Research
Governance and Integrity Office at London School of Hygiene and Tropical Medicine at

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 | 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 or your
household gets in the future. If you withdraw from the study we will not ask any further questions

A copy of this informed consent document should be provided to the participant
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of you and will not revisit you in two years’ time. However, we may still use the information that we
have already collected from you.

What will happen to information collected about me?

All information collected provided by you, and if applicable the person for which you are guardian,
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 the information you provide.

We will keep all information you provide safe and secure. The storage of your data will be managed
by the Medical Research Council Uganda. Personal details, meaning your name and if applicable the
name of the person for which you are guardian, as well as any other identifiable information, will be
kept securely and will be destroyed within 10 years of the end of the study.

Data may be sent to other study staff outside Uganda, to the United Kingdom, but this will be
anonymised. This means that any information you provide will have names and detailed location
information removed so that you cannot be identified, and your data will have a coded number
instead.

We may share information that you provide to us with other researchers or on an online data
repository. A data repository is a site where other researchers outside this study team can look at
data from different studies so that they can confirm our findings or use the data for other research.
All information that could potentially identify you, or if applicable the person for which you are
guardian, will be removed before we put it on this site or share it with other researchers.

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 and your household 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
e by asking one of the data collection team present today
e by contacting Dr Peter Waiswa, study Co- Pl, Tel: |

¢ by sending an email to NG
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What will happen to the results of this study?

The study results will be published in a journal so that other researchers and programme providers
can learn from them. Any personal information provided to us will not be included in these journal
publications, or any other study reports, and we will ensure there is no way that you can be identified
from them.
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Who is organising and funding this study?

London School of Hygiene and Tropical Medicine is the sponsor for this 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take partin
the study, please read, and sign/thumbprint the consent form.

Further questions about the research?
If you would like any further information, please contact:

Makerere University Dr Peter Waiswa, study Co- Pl, Tel: NN

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

* Uganda Virus Research Institute (UVRI) Research and Ethics Committee (REC) chairman, Dr
Tom Lutalo, Tel NG

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at |

A copy of this informed consent document should be provided to the participant
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

I understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| understand that data about me may be sent to study staff in the United Kingdom, and that |
will not be identifiable from this information.

| understand that data about me may be shared via a public data repository, or by sharing
directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/Thumbprint* of household representative

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*
[*Only required if the participant is unable to read or write.]
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that the participation of the person for which | am guardian for is voluntary and my
consent for their participation can be withdrawn at any time without giving any reason, and
without any negative consequences.

| understand that data about the person for which | am guardian may be sent to study staff in
the United Kingdom, and that they (or 1) will not be identifiable from this information.

| understand that data about the person for which | am guardian may be shared via a public data
repository, or by sharing directly with other researchers, and that | will not be identifiable from
this information.

| agree for the person for which | am guardian to take part in the above-named study.

Name of participant (First, Last):

Printed name of guardian Signature/Thumbprint* of guardian

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*
[*Only required if the participant is unable to read or write.]

Date
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HEALTHCARE WORKER INTERVIEWS (PROCESS EVALUATION)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda , are undertaking a study to determine how training healthcare workers on disability and
conducting accessibility audits of healthcare facilities has affected practice in health facilities.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then [delete as needed: sign/thumbprint a document
confirming you’ve been told about the study and that you agree to participate OR confirm you’ve
been told about the study and that you agree to participate by being recorded agreeing to the
study terms]. Once you have agreed to participate, we will ask you to speak with us [delete as
needed: over the phone/in person] about your experience of the disability and audit training,
including what you thought went well and where improvements may be needed, what you
remember from the training, and your experiences treating people with disabilities since. We may
also ask about any changes that have been made to your health facility in relation to the feedback
received from the accessibility audit that was conducted. This interview will last about 45-60
minutes. If you agree to participate, we will also record the interview so that we can review it later.

A copy of this document should be provided to the participant
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Why have | been asked to take part?
We are interested in speaking to healthcare workers who have been involved in the disability and

accessibility audit training led by the MRC/ UVRI & LSHTM Uganda Research Unit, either as
facilitators or recipients.

,?
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Do | have to take part?
No. Itis up to you to decide if you would like to take part or not. We will discuss the study

together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
job in any way.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you for taking part. In the unlikely event you feel
distressed or uncomfortable during the interview, you are free to take a break in the interview or
stop the interview completely at any time.

What are the possible benefits?

We do not think the study will help you directly but the information we get from the study will help
our knowledge and understanding on how to improve the provision of health services for people
with disabilities. If you agree to participate, we will offer you UGX 20,000/= as compensation for
your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- Pl, Te| G

I - | \ou remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine o |

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

s " T T o ——
claim compensation. UGANDA VIRUS RESEARCH INSTITUTE
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Can | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your job in any way. If you

withdraw from the study we will not ask any further questions of you. However, we may still use
the information that we have already collected from you.

Medical
Research
Council

What will happen to information collected about me?

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.

Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, and any other identifying information about you, removed so that you cannot be recognised,
and your data will have a coded number instead. After writing up the recording is complete and
checked, all audio-recordings will be deleted.

We will keep all information about you safe and secure. The storage of your data will be managed by
the MRC/ UVRI & LSHTM Uganda Research Unit. Your personal details, meaning your name and other
identifiable information on the consent forms, will be kept securely and will be destroyed within 10
years of the end of the study.

Written copies of the audio-recordings containing no identifying information about you will be
shared with other study staff outside Uganda, in the United Kingdom. These written copies of the
recordings may also be uploaded to an online data repository. A data repository is a site where
other researchers outside this study team can look at data from different studies so that they can
confirm our findings or use the data for other research. All information that could potentially
identify you will be removed before we put it on this site.

Where can you find out more about how your information is used?
You can find out more about how we use your information
e by asking one of the data collection team present today
e by contacting Dr Femke Bannink Mbazzi, study Co- Pl Te! TN

e by sending an email to[ GGG

What will happen to the results of this study?
The study results will be published in a research journal so that other researchers and programme

A copy of this document should be provided to the participant
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providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other study
reports and we will ensure there is no way that you can be identified from any quote.
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Who is organising and funding this study?

London School of Hygiene and 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint 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 _

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

* Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr
Tom Lutalo, Tel

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at I o- D

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
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HEALTHCARE WORKER AND TRAINER WITH DISABILITY INTERVIEWS (PROCESS EVALUATION)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction
We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda are undertaking a study to determine how training healthcare workers on disability and
conducting accessibility audits of healthcare facilities has affected practice in health facilities.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then sign/thumbprint a document confirming you've
been told about the study and that you agree to participate OR confirm you’ve been told about the
study and that you agree to participate by being recorded agreeing to the study terms].

Once you have agreed to participate, we will ask you to speak with us [delete as needed: over the
phone/in person] about your experience of the disability and audit training, including what you
thought went well and where improvements may be needed, what you remember from the
training, and your experiences treating people with disabilities since. We may also ask about any
changes that have been made to your health facility in relation to the feedback received from the
accessibility audit that was conducted. This interview will last about 45-60 minutes. If you agree to
participate, we will also record the interview so that we can review it later.

As part of the training, we will also introduce you to a tool called the Disability Awareness Checklist.
This tool can be used to assess the accessibility of health facilities. At the end of the training, we will

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator; Professor Hannah Kuper, London School of Hygiene and Tropical MedicinfUGANDA VIRUS RESEARCH INSTITUTE
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introduce DAC facilitators, who will organise to visit you at the facility you work in and complete the
checklist together shortly after the training. Completion of the checklist together with the
facilitators will take 1-2 hours.

Makerere University

Why have | been asked to take part?

We are interested in speaking to healthcare workers and trainers with disabilities who have been
involved in the disability and accessibility audit training led by the MRC/ UVRI & LSHTM Uganda
Research Unit, either as facilitators or recipients.

Do | have to take part?
No. Itis up to you to decide if you would like to take part or not. We will discuss the study

together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
job in any way.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you for taking part. In the unlikely event you feel
distressed or uncomfortable during the interview, you are free to take a break in the interview or
stop the interview completely at any time.

What are the possible benefits?

We do not think the study will help you directly but the information we get from the study will help
our knowledge and understanding on how to improve the provision of health services for people
with disabilities. If you agree to participate, we will offer you UGX 20,000/= as compensation for
your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- PI, Te| (i

I |7 ou remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at p— o I

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.

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical MediciffRiG ANDA VIRUS RESEARCH INSTITUTE
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Can | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your job in any way. If you
withdraw from the study we will not ask any further questions of you. However, we may still use
the information that we have already collected from you.

What will happen to information collected about me?

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.

Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, and any other identifying information about you, removed so that you cannot be recognised,
and your data will have a coded number instead. After writing up the recording is complete and
checked, all audio-recordings will be deleted.

We will keep all information about you safe and secure. The storage of your data will be managed by
the Medical Research Council Uganda. Your personal details, meaning your name and other
identifiable information on the consent forms, will be kept securely and will be destroyed within 10
years of the end of the study.

Written copies of the audio-recordings containing no identifying information about you will be
shared with other study staff outside Uganda, in the United Kingdom. These written copies of the
recordings may also be uploaded to an online data repository. A data repository is a site where
other researchers outside this study team can look at data from different studies so that they can
confirm our findings or use the data for other research. All information that could potentially
identify you will be removed before we put it on this site.

Where can you find out more about how your information is used?
You can find out more about how we use your information
e by asking one of the data collection team present today

e by contacting Dr Femke Bannink Mbazzi, study Co- P|, el
e by sending an email to NN

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
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of this study?

The study results will be published in a research journal so that other researchers and programme
providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other study
reports and we will ensure there is no way that you can be identified from any quote.

Council

What will happen to the results

Who is organising and funding this study?

London School of Hygiene and 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint 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 _

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

¢ Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, T

® Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine o«

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda, are conducting research to support the development of participatory groups to support
the health needs of people with disability in the community. As part of this study, we have
established one of these groups in your community for people with disabilities, their family
members and other interested community members. We are conducting the current study to
understand how these groups have benefitted people with disabilities in the community.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you to share with us your thoughts and
experiences of facilitating your group, including what you thought went well and where
improvements may be needed. The questions will take about an hour to answer. If you agree to
participate, we will also record the interview so that we can review it later.

Why have | been asked to take part?
You have been invited to participate because you are a facilitator of one of these groups.

A copy of this document should be provided to the participant.

Study title: The Missing Billion: Community-based participatory learning and action groups to address healthcare access issues
for people with disabilities in Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical MediciifEANDA VIRUS RESEARCH INSTITUTE
PLA-D Group Facilitator Interviews (Process Evaluation): Participant Information Sheet Reseavchfg'ic5$tmmillo
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Do | have to take part?

No. Itis up to you to decide if you would like to take part or not. We will discuss the study
together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
ability to facilitate group meetings in the future or any other services you or your household
receive.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you for taking part, apart from the time required to
answer our questions. In the unlikely event you feel distressed or uncomfortable during the
interview, you are free to take a break in the interview or stop the interview completely at any
time.

What are the possible benefits?

We cannot promise the study will help you directly but the information we get from the study will
help our knowledge and understanding on how to improve the participatory groups, to better
support people with disabilities in addressing their health needs. If you agree to participate, we will
offer you UGX 20,000/= as compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- PI, Tel I
I you remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

et o

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 | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your ability to facilitate
the groups or any services you or your household may receive in the future. If you withdraw from
the study we will not ask any further questions of you. However, we may still use the information
that we have already collected from you.

A copy of this document should be provided to the participant

Study title: The Missing Billion: Community-based participatory learning and action groups to address healthcare access issues

for people with disabilities in Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine [UGAN%::’\gnR’gg ?zsn?ffc"fn'fé'ﬂ?g"m
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What will happen to information collected about me?
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.

Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, and any other identifying information about you, removed so that you cannot be recognised,
and your data will have a coded number instead. After writing up the recording is complete and
checked, all audio-recordings will be deleted.

We will keep all information about you safe and secure. The storage of your data will be managed by
the MRC/ UVRI & LSHTM Uganda Research Unit. Your personal details, meaning your name and other
identifiable information on the consent forms, will be kept securely and will be destroyed within 10
years of the end of the study.

Written copies of the audio-recordings containing no identifying information about you will be
shared with other study staff outside Uganda, in the United Kingdom. These written copies of the
recordings may also be uploaded to an online data repository. A data repository is a site where
other researchers outside this study team can look at data from different studies so that they can
confirm our findings or use the data for other research. All information that could potentially
identify you will be removed before we put it on this site.

Where can you find out more about how your information is used?
You can find out more about how we use your information
e by asking one of the data collection team present today
e by contacting Dr Femke Bannink Mbazzi, study Co- P, Tel IR

e by sending an email to I

What will happen to the results of this study?

The study results will be published in a research journal so that other researchers and programme
providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other study
reports and we will ensure there is no way that you can be identified from any quote.

A copy of this document should be provided to the participant

Study title: The Missing Billion: Community-based participatory learning and action groups to address healthcare access issues
for people with disabilities in Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine-
PLA-D Group Facilitator Interviews (Process Evaluation): Participant Information Sheet UGAN%‘:*’?}:& gfhfffggz "?"f"'TUTE
Version & Date: 1.2/13 March 2024 VALID UNTIL T e

REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927

Page 3 of 4 i 13 JUN 2025 &;&

APPROVED

P. O. BOX 49, ENTEBBE (U)




MRC/UVRI and LSHTM Uganda Research Unit

Medical Goeds  LERIDON S 7 Makerere University
Research Reweach  HYGIENE = 9\ College of Health Sciences
Council ratitiia e 1A SCHOOL OF PUBLIC HEALTH

Who is organising and funding this study?

London School of Hygiene and 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint the consent form.

Further questions about the research?
If you would like any further information, please contact:

Dr Femke Bannink Mbazzi, study Co- PI, Te! I

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

e Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, Te! |G

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine ot/

A copy of this document should be provided to the participant

Study title: The Missing Billion: Community-based participatory learning and action groups to address healthcare access issues

for people with disabilities in Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine _
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PLA-D GROUP IMPLEMENTER INTERVIEWS (PROCESS EVALUATION)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda, are conducting research to support the development of participatory groups to support
the health needs of people with disability in the community. As part of this study, we have
established groups in a number of villages across Luuka district for people with disabilities, their
family members and other interested community members. We are conducting the current study
to understand how these groups have been implemented to benefit people with disabilities.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you to speak with us about your experience of
your role and the project, including what you thought went well and where improvements may be
needed. This will last about 45-60 minutes. If you agree to participate, we will also record the
interview so that we can review it later.

Why have | been asked to take part?
You have been invited because you have been involved in the wider implementation of the
community groups.

A copy of this document should be provided to the participant

Study title; The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine

UGANDA VIRUS RESEARCH INSTITUTE
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No. Itis up to you to decide if you would like to take part or not. We will discuss the study
together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
ability to facilitate group meetings in the future or any other services you or your household
receive.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you for taking part. In the unlikely event you feel
distressed or uncomfortable during the interview, you are free to take a break in the interview or
stop the interview completely at any time.

What are the possible benefits?

The study is unlikely to help you directly but the information we get will help our knowledge and
understanding on how to improve the participatory groups, to better support people with
disabilities in addressing their health needs. If you agree to participate, we will offer you UGX
20,000/= as compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- PI, Te!

I | \ou remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine o+

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 | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your role within the
project or other project opportunities in the future. If you withdraw from the study we will not ask
any further questions of you. However, we may still use the information that we have already
collected from you.

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
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What will happen to information collected about me?

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.

Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, and any other identifying information about you, removed so that you cannot be recognised,
and your data will have a coded number instead. After writing up the recording is complete and
checked, all audio-recordings will be deleted.

We will keep all information about you safe and secure. The storage of your data will be managed by
the Medical Research Council Uganda. Your personal details, meaning your name and other
identifiable information on the consent forms, will be kept securely and will be destroyed within 10
years of the end of the study.

Written copies of the audio-recordings containing no identifying information about you will be
shared with other study staff outside Uganda, in the United Kingdom. These written copies of the
recordings may also be uploaded to an online data repository. A data repository is a site where
other researchers outside this study team can look at data from different studies so that they can
confirm our findings or use the data for other research. All information that could potentially
identify you will be removed before we put it on this site.

Where can you find out more about how your information is used?
You can find out more about how we use your information
e by asking one of the data collection team present today

e by contacting Dr Femke Bannink Mbazzi, study Co- PI, Te! | NN RN
e by sending an email to _

What will happen to the results of this study?

The study results will be published in a research journal so that other researchers and programme
providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other study
reports and we will ensure there is no way that you can be identified from any quote.

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical MedicifeGANDA VIRUS RESEARCH INSTITUTE
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London School of Hygiene and 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint the consent form.

Further questions about the research?
If you would like any further information, please contact:

Dr Femke Bannink Mbazzi, study Co- PI, Te! ||| | N DD

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

¢ Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, Te!

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine ot I
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PLA-D GROUP PARTICIPANT FOCUS GROUP DISCUSSIONS (PROCESS EVALUATION)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda, are conducting research to support the development of participatory groups to support
the health needs of people with disability in the community. As part of this study, we have
established one of these groups in your community for people with disabilities, their family
members and other interested community members. We are conducting the current study to
understand how these groups have benefitted people with disabilities in the community.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you to participate in a group discussion where
we will ask you to share your thoughts and experiences of the participatory groups for people with
disabilities that have been established in your village. This will last about 1 hour 30 minutes and
take place in a convenient location. We expect there will be around 8 persons with disabilities in
the discussion in total (including yourself). If you agree to participate, we will also record the

interview so that we can review it later. GRWOR VIRUS RESEARCH INSTITUTE
Research Ethics Committe
VALID UNTIL
The facilitator of the focus groups will ask you questions about: ﬁ 13 JUN 2025 ;}Eg{é
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e Your health and healthcare use

e Your participation in group meetings

® Your views on the group programme, for example what went well and where improvements
may be needed.

Why have | been asked to take part?
We are interested in speaking to people with disabilities who participated in the participatory group
meetings in their village.

Do I have to take part?

No. It is up to you to decide if you would like to take part or not. We will discuss the study
together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
ability to attend group meetings in the future or any other services you or your household receive.

What are the possible risks and disadvantages?

If you choose to participate in the focus group discussion, your identity will be known to the other
persons with disabilities participating in the group discussion, who could tell other people that you
took part. We will ask all focus group participants (including yourself) to agree not to tell any other
people who participated in the discussions and remind participants of this before and after the
discussion. In the unlikely event you feel distressed or uncomfortable during the discussion you are
free to take a break in the interview or leave the discussion completely at any time.

What are the possible benefits?

We cannot promise the study will help you directly but the information we get from the study will
help our knowledge and understanding on how to improve the participatory groups, to better
support people with disabilities in addressing their health needs. If you agree to participate, we will
offer you UGX 20,000/= as compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- Pl, Tel 0417 704
000 or 0776102265. If you remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at | o I 1 London School of Hygiene and Tropical

A copy of this document should be provided to the participant
Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda. UGANDA VIRUS RESEARCH INSTITUTE
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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 | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your ability to participate
in the groups or any services you or your household may receive in the future. If you withdraw from
the study we will not ask any further questions of you. However, we may still use the information
that we have already collected from you.

What will happen to information collected about me?
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.

Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, and any other identifying information about you, removed so that you cannot be recognised,
and your data will have a coded number instead. After writing up the recording is complete and
checked, all audio-recordings will be deleted.

We will keep all information about you safe and secure. The storage of your data will be managed by
the Medical Research Council Uganda. Your personal details, meaning your name and other
identifiable information on the consent forms, will be kept securely and will be destroyed within 10
years of the end of the study.

Written copies of audio-recordings containing no identifying information about you will be shared
with other study staff outside Uganda, in the United Kingdom. These written copies of the
recordings may also be uploaded to an online data repository. A data repository is a site where
other researchers outside this study team can look at data from different studies so that they can
confirm our findings or use the data for other research. All information that could potentially
identify you will be removed before we put it on this site.

Where can you find out more about how your information is used?

You can find out more about how we use your information
e by asking one of the data collection team present today
e by contacting Dr Femke Bannink Mbazzi, study Co- PI, Te! N
e by sending an email tol NS
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What will happen to the results of this study?

The study results will be published in a research journal so that other researchers and programme
providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other study
reports and there is no way that you can be identified from any quote.

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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint 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 ||| | NN

What if | have concerns about the study?

If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

e Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr
Tom Lutalo, Te! I

® Research Governance and Integrity Office at London School of Hygiene and Tropical
Medicine 2« |

A copy of this document should be provided to the participant
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PLA-D GROUP PARTICIPANT & NON-PARTICIPANT INTERVIEWS (PROCESS EVALUATION)
Participant Information Sheet

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/UVRI & LSHTM
Uganda Research Unit, Makerere University, Women and Children First and Amref Health Africa in
Uganda, are conducting research to support the development of participatory groups to support
the health needs of people with disability in the community. As part of this study, we have
established one of these groups in your community for people with disabilities, their family
members and other interested community members. We are conducting the current study to
understand how these groups have benefitted people with disabilities in the community.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will interview you about your thoughts and
experiences of the participatory groups for people with disabilities that have been established in
your village. This will last about 1 hour and take place in a private and convenient location. If you
agree to participate, we will also record the interview so that we can review it later.

E
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During the interview we will ask you questions about:
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e Your health and healthcare use

e Your participation in group meetings

® Your views on the group programme, for example what went well and where improvements
may be needed.

Why have | been asked to take part?

We are interested in speaking to people with disabilities in the village, including those who
participated in some or all of the group meetings and people with disabilities that did not
participate in the groups at all.

Do I have to take part?

No. Itis up to you to decide if you would like to take part or not. We will discuss the study
together and if you don’t want to take part, that’s ok. Taking part in this study will not affect your
ability to attend group meetings in the future or any other services you or your household receive.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to you for taking part, other than the time it will take to
answer our questions. In the unlikely event you feel distressed or uncomfortable during the
interview, you are free to take a break or ask to stop entirely at any time without providing a
reason.

What are the possiblé benefits?

We cannot promise the study will help you directly but the information we get from the study will
help our knowledge and understanding on how to improve the participatory groups, to better
support people with disabilities in addressing their health needs. If you agree to participate, we will
offer you UGX 20,000/= as compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at the
MRC/ UVRI & LSHTM Uganda Research Unit - Dr Femke Bannink Mbazzi, study Co- PI, Tel [
I | you remain unhappy and wish to complain formally, you can do this by
contacting the Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at |
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Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
" " g . . UGANDA VI
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine Resn:lgrsv ?&?ffgfm?.fl"m
PLA-D Group Participant & Non-Participant Interviews(Process Evaluation): Participant Informatiod Sheet VALID UNTIL

Version & Date: 1.2/13 March 2024 )é{ )
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927 13 JUN 2025 ggé

Page 2 of 4
APPROVED J

P. O. BOX 49, ENTEBBE (U)




MRC/UVRI and LSHTM Uganda Research Unit

: \e/ & ygana LONDON
thledlcal T SCHOOLY (g
esearch R s  HYGIENE
Council ) pear STROPICAL

PPy, Institute MEDICINE N\&oe

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.
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Can | change my mind about taking part?

Yes. You can withdraw from the study at any time and this will not affect your ability to participate
in the groups or any services you or your household may receive in the future. If you withdraw from
the study we will not ask any further questions of you. However, we may still use the information
that we have already collected from you.

What will happen to information collected about me?

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 in a password protected secure server.
Shortly after the interview takes place we will make a written copy of the recording, with any
identifying details about you removed. This means that any information about you will have your
name, address and other identifying information about you removed so that you cannot be
recognised. After transcription is complete, all audio-recordings will be deleted.

Your personal details, meaning your name and other identifiable information on the consent forms,
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. Your name and other identifiable information will only be known to
staff at MRC Uganda and will not be shared more widely, including with staff in LSHTM. Transcripts
of audio-recordings will be shared with LSHTM staff and will contain no identifying information about
you. Transcripts may be uploaded to the public domain via a data repository held at LSHTM.

Where can you find out more about how your information is used?
You can find out more about how we use your information
e by asking one of the data collection team present today

e by contacting Dr Femke Bannink Mbazzi, study Co- Pl, Tel I

e by sending an email tol|| | GGG
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What will happen to the results of this study?

The study results will be published in a research journal so that other researchers and programme
providers can learn from them. In these publications we will share quotes from interview
participants. Your personal information will not be included in these publications or any other
publicly available study reports and there is no way that you can be identified from any quote.

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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint 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 I

What if I have concerns about the study?

If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

* Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, Te! I

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Medicine at

A copy of this document should be provided to the participant
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Consent Form for Participants
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (13 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| understand that my identity will be known to other focus group participants and agree not to
disclose the identity of other focus group participants to any other person.

| agree to the interview being recorded and for the words spoken during the interview to be
anonymously quoted.

I understand that data about my household may be sent to study staff in the United Kingdom,
and that | will not be identifiable from this information.

I understand that data from my household may be shared via a public data repository, or by
sharing directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/Thumbprint* of participant

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*

[*Only required if the participant is unable to read or write.]

Date

UGANDA VIRUS RESEARCH INSTITUTE
Resuarfh Ethics Committe

A copy of this informed consent document should be provided to the parti
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INTERVIEWS (PROCESS EVALUATION)
Participant Consent Form

Makerere University
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (13 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR

I have had the information explained to me by study personnel in a language that | understand. |
have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

I understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| agree to the interview being recorded and for the words spoken during the interview to be
anonymously quoted.

I understand that data about my household may be sent to study staff in the United Kingdom,
and that | will not be identifiable from this information.

I understand that data from my household may be shared via a public data repository, or by
sharing directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/Thumbprint* of participant

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*
[*Only required if the participant is unable to read or write.]

Date

A copy of this informed consent document should be provided to the pa

Study title: The Missing Billion: Addressing healthcare access needs for people with functional dif
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Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Version & Date: 1.2 (13 March 2024)

REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927

VIRUS RESEARCH INSTITUTE
Research Ethics Committe

cujties in Luvlﬁ%;'iodfﬁwtt,
n SENTTVR

APPROVED

P. O. BOX 49, ENTEBBE (U) |




/

V-

7 LN

MRC/UVRI and LSHTM Uganda Research Unit

\
LONDON ;
‘ ;‘edhalh Ve SCHOOLS
s Resewn  (TAIENT
Counc| insttste  MEDICINE e

FOCUS GROUP DISCUSSIONS (PROCESS EVALUATION)
Parent/ Guardian Consent Form
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or
thumbprint* each box

| confirm that | have read and understood the information sheet version 1.2 (13 March 2024) for the
above-named study. | have had the opportunity to consider the information, ask questions and have
these answered satisfactorily.

OR
I have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that my participation and the person for which | am a parent/ guardian for, is
voluntary and my consent for my and their participation can be withdrawn at any time without
giving any reason, and without any negative consequences.

| agree to the interview being recorded and for the words spoken during the interview by myself or
the person for which | am a parent/ guardian to be anonymously quoted.

I understand that my identity and the person for which | am a parent/ guardian will be known to
other focus group participants and agree not to disclose the identity of other focus group
participants to any other person.

| understand that data about myself and the person for which | am a parent/ guardian may be sent
to study staff in the United Kingdom, and that they (and 1) will not be identifiable from this
information.

| understand that data about myself and the person for which | am a parent/ guardian may be
shared via a public data repository and that they (and I) will not be identifiable from this
information.

| agree for myself and the person for which | am guardian to take part in the above-named study.

Name of participant :

Printed name of parent/ guardian Signature/Thumbprint*

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*
[*Only required if the participant is unable to read or write.]

Date

UGANDA VIRUS RESEARCH INSTITUTE
Research Ethics Committe
VALID UNTIL

A copy of this document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difﬁc'{ in 419@1”"1(2025 },}gé.

Uganda. Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical M
Version & Date: 1.2 (13 March 2024)
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (13 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that my participation and the person for which | am a parent/ guardian for, is
voluntary and my consent for my and their participation can be withdrawn at any time without
giving any reason, and without any negative consequences.

| agree to the interview being recorded and for the words spoken during the interview by myself
or the person for which | am guardian to be anonymously quoted.

| understand that data about myself and the person for which | am a parent/ guardian may be
sent to study staff in the United Kingdom, and that they (and I) will not be identifiable from this
information.

| understand that data about myself and the person for which | am a parent/ guardian may be
shared via a public data repository and that they (and 1) will not be identifiable from this
information.

| agree for myself and the person for which | am a parent/ guardian to take part in the above-
named study.

Name of participant:

Printed name of parent/ guardian Signature/Thumbprint*

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*

[*Only required if the participant is unable to read or write.]

Date

UGANDA VIRUS RE§EA§CH INSTITUTE

A copy of this document should be provided to the participant

RescnrchEthicsGo itte

VALID UNTIL

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficult %“*@‘JUN 2025 %

Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine

Version & Date: 1.2 (13 March 2024)
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927

]

APPROVED

| P. O. BOX 49, ENTEBBE (U)




MRC/UVRI and LSHTM Uganda Research Unit
‘ nda LONDON
Eg e oot
& Research 5 3
Council netite MESICINE LS

ENDLINE SURVEY (SHORT)
Participant Information Sheet

% ","_‘ Makerere University
ﬁ College of Health Sciences
S

ISCHOOL OF PUBLIC HEALTH

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, 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 will involve.
We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/ UVRI & LSHTM
Uganda Research Unit and Makerere University, are conducting research in this location to
understand the quality of life, health, and health services used amongst people with functional
difficulties. The purpose of our research is to understand whether several activities we have
implemented in Luuka district have changed the health and quality of life of people with functional
difficulties living in the area.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you questions about [your/ or a member of
your household/ or your neighbour’s (delete as appropriate, if original respondent cannot be found
ask other household member and neighbour)] health and well-being.

Why have | been asked to take part?
You have been invited to take part because you are living in one of the villages where this study is
taking place. Two years ago, it was indicated that [you/ a member of your household/ your

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and mm
Endline Survey (Short): Participant Information Sheet Research Ethics Committe
Version & Date: 1.2/01 March 2024 VALID UNTIL
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927 i
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APPROVED
P. O. BOX 49, ENTEBBE (V) |




MRC/UVRI and LSHTM Uganda Research Unit
. \=‘—/ Uganda LONDON
s, 2 R e
» Research TR
Council ol mmite  Sipiorcin \0dD N

neighbour] may have difficulties with functioning and we explained we would return again in two
years’ time to ask further questions about [your/their] health and well-being.
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Makerere University
College of Health Sciences

Do | have to take part?
No. Itis up to you if you decide to take part or not. We will discuss the study together and if you

don’t want to take part, that’s ok. Taking part in this study will not affect any services you or your
household receive.

What are the possible risks and disadvantages?

We perceive no risks or disadvantages to your household in taking part, other than the time to
answer all our questions. The questions we will ask you should take approximately half an hour to
complete. If you feel uncomfortable at any point during our questions, you are free to take a break
or ask to stop entirely at any time without providing a reason.

What are the possible benefits?

We cannot promise the study will help you or your household, but the information we get from the
study will help our knowledge and understanding on how to improve the health and quality of life
of people with functional difficulties. If you agree to participate, we will offer you UGX 15,000/= as
compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at
Makerere University (Dr Peter Waiswa, study Co- PI, Tel: | | | | ). 7 you
remain unhappy and wish to complain formally, you can do this by contacting the Research
Governance and Integrity Office at London School of Hygiene and Tropical Medicine at

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 | 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 or your
household gets in the future. If you withdraw from the study we will not ask any further questions.
However, we may still use the information that we have already collected.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine UGAN%’;,‘Q:,%% gfh?f,“gfx,,','f,?,}””“
Endline Survey (Short): Participant Information Sheet VALID UNTIL
Version & Date: 1.2/01 March 2024 o/ p
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What will happen to information collected about me?

Makerere University
College of Health Sciences

SN SCHOOL OF PUBLIC HEALTH

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 your
household.

We will keep all information about your household safe and secure. The storage of your data will be
managed by the Medical Research Council Uganda. Your personal details, meaning your name and
other identifiable information, will be kept securely and will be destroyed within 10 years of the end
of the study.

Data may be sent to other study staff outside Uganda, to the United Kingdom, 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 coded number instead.

We may share information that you provide to us with other researchers or on an online data
repository. A data repository is a site where other researchers outside this study team can look at
data from different studies so that they can confirm our findings or use the data for other research.
All information that could potentially identify you will be removed before we put it on this site or
share it with other researchers.

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 the
information 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
e by asking one of the data collection team present today

e by contacting Dr Peter Waiswa, study Co- PI, Te!
o by sending an email tol|  EGTEGEG

What will happen to the results of this study?

The study results will be published in a journal so that other researchers and programme providers
can learn from them. Your personal information will not be included in these journal publications, or
any other study report, and we will ensure that there is no way that you can be identified from them:.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,

Uganda.
R " : ; . [UGANDA VIRUS RESEARCH INSTITUTE
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medlcuf Rescarch Ethics Cummitte 1

Endline Survey (Short): Participant Information Sheet VALID UNTIL
Version & Date: 1.2/01 March 2024
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Who is organising and funding this study?
London School of Hygiene and Tropical Medicine is the sponsor for this 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute 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. 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:

Makerere University Dr Peter Waiswa, study Co- PI, Te!: | GcIEEINGgG@GGEGE

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

® Uganda Virus Research Institute (UVRI) Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, el

* Research Governance and Integrity Office at London School of Hygiene and Tropical

edicine o« S

UGANDA VIRUS RESEARCH INSTITUTE
Resoarch Ethics Committe

VALID UNTIL (yi‘
3 13008 5 158
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A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Endline Survey (Short): Participant Information Sheet
Version & Date: 1.2/01 March 2024
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, Uganda.

Introduction

We would like to invite you to take part in our 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 will
involve. We will go through this information sheet with you, and answer any questions you may
have. Please ask us questions if anything 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 you
would like to take part in the study. If you have any difficulties reading this information sheet, we
can read it to you and invite someone that can read, who is separate to our work, to confirm that
what we tell you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/ UVRI & LSHTM
Uganda Research Unit and Makerere University, are conducting research in this location to
understand the quality of life, health, and health services used amongst people with functional
difficulties. The purpose of our research is to understand whether several activities we have
implemented in Luuka district have changed the health and quality of life of people with functional
difficulties living in the area.

Why have | been asked to take part?

You have been invited to take part because you are living in one of the villages where this study is
taking place. Two years ago, your household head indicated that [delete as appropriate: you/ the
person for which you are guardian for] may have difficulties with functioning and at that time we
asked you questions on the same topics we hope to ask you about today, and explained we would
return again in two years’ time.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you questions about [delete as appropriate:

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficy i
EARCH INSTITUTE
Uganda. Research Ethics Committe

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine VALID UNTIL
Endline Survey (In-depth): Participant Information Sheet

Version & Date: 1.2/01 March 2024 a 13 JUN 2025
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927 =
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your/ the person for which you are guardian] health status, use of health services, quality of life,
participation in society and attitudes.

RAZ

Makerere University

Do | have to take part?

No. Itis up to you if you decide to take part or not. We will discuss the study together and if you

don’t want to take part, that’s ok. Taking part in this study will not affect any services you or your
household receive.

What are the possible risks and disadvantages?
We perceive no risks or disadvantages to you in taking part, other than the time to answer all our
questions. The questions we will ask should take approximately 45-60 minutes to complete. If you

feel uncomfortable at any point during our questions, you are free to take a break or ask to stop
entirely at any time without providing a reason.

What are the possible benefits?
We cannot promise the study will help you or your household, but the information we get from the
study will help our knowledge and understanding on how to improve the health and quality of life

of people with functional difficulties. If you agree to participate, we will offer you UGX 15,000/= as
compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at
Makerere University (Dr Peter Waiswa, study Co- PI, Tel: R [ ). | \ou
remain unhappy and wish to complain formally, you can do this by contacting the Research
Governance and Integrity Office at London School of Hygiene and Tropical Medicine at

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 | 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 or your
household gets in the future. If you withdraw from the study we will not ask any further questions

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine

UGANDA VIRUS RESEARCH INSTITUTE

Endline Survey (In-depth): Participant Information Sheet Research Ethics Committe
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What will happen to information collected about me?

All information provided by 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 you provide.

We will keep all information you provide safe and secure. The storage of your data will be managed
by the Medical Research Council Uganda. Personal details, meaning your name and if applicable the
name of the person for which you are guardian, as well as any other identifiable information, will be
kept securely and will be destroyed within 10 years of the end of the study.

Data may be sent to other study staff outside Uganda, to the United Kingdom, but this will be
anonymised. This means that any information you provide will have names and detailed location
information removed so that you cannot be identified, and your data will have a coded number
instead.

We may share information that you provide to us with other researchers or on an online data
repository. A data repository is a site where other researchers outside this study team can look at
data from different studies so that they can confirm our findings or use the data for other research.
All information that could potentially identify you, or if applicable the person for which you are
guardian, will be removed before we put it on this site or share it with other researchers.

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

. . ey
information about you and your household that we already have. UGANDA VIRUS RESEARCH INSTITUTE
Rowmskﬁgﬂﬁ:"cltmmme

Where can you find out more about how your information is used? i 13 JUN 2025 }%é
You can find out more about how we use your information i
. i APPROVED
e by asking one of the data collection team present today P. O. BOX 49, ENTEBBE (U) |

e by contacting Dr Peter Waiswa, study Co- PI, Tel:“
e by sending an email to _

What will happen to the results of this study?

The study results will be published in a journal so that other researchers and programme providers
can learn from them. Any personal information provided to us will not be included in these journal

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Endline Survey (In-depth): Participant Information Sheet
Version & Date: 1.2/01 March 2024
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
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publications, or any other study reports, and we will ensure there is no way that you can be identified
from them.

Makerere University

Who is organising and funding this study?

London School of Hygiene and Tropical Medicine is the sponsor for this 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute Research Ethics Committee. The Uganda
National Council for Science and Technology 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. If you think you will take part in
the study, please read, and sign/thumbprint the consent form.

Further questions about the research?
If you would like any further information, please contact:

Makerere University Dr Peter Waiswa, study Co- PI, Te

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

e Uganda Virus Research Institute (UVRI), Research and Ethics Committee (REC) chairman, Dr

Tom Lualo, Te|

® Research Governance and Integrity Office at London School of Hygiene and Tropical

e UGANGA VIRUS RESEARCH INSTITUTE

Research Ethics Committe

AF 13008 5 185
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A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Endline Survey (In-depth): Participant Information Sheet
Version & Date: 1.2/01 March 2024
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
Page 4 of 4



MRC/UVRI and LSH IM Uganda Research unit
Uganda LONDON
Virus SCHOOLof
Research HYC"ENE
&TROPICAL
Institute MEDICINE \&2=

ENDLINE SURVEY (VERBAL AUTOPSY- HOSPITALISATION)
Participant Information Sheet

S Makerere University

[
WS College of Health Sciences
= s S SCHOOL OF PUBLIC HEALTH

Medical
Research
Council

Title of Project: The Missing Billion: Addressing healthcare access needs for people with
functional difficulties in Luuka district, 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 will involve.
We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell
you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/ UVRI & LSHTM
Uganda Research Unit and Makerere University, are conducting research in this location to
understand more about the lives of people with functional difficulties. The purpose of this part of
the research is to investigate causes of hospitalisation among participants of the study.

Why have | been asked to take part?

You have been invited to take part because you are living in one of the villages where this study is
taking place. Recently, you completed a survey with us, during which you told us that [delete as
appropriate: you/ the person for which you are guardian for] was hospitalised. We have selected a
few people that told us they had been hospitalised, to understand more about why they were
hospitalised.

What will happen if | take part?

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.
Once you have signed (or thumbprinted), we will ask you questions about:

1. Any medical conditions [delete as appropriate: you/ the person for which you are
guardian for] had in the time before hospitalisation.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,

Uganda. GGANDA VIRUS RESEARCH INSTITUTE
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine Resomszﬁg\mfﬁ"‘"‘““
Endline Survey (Verbal Autopsy - Hospitalisation): Participant Information Sheet J§
Version & Date: 1.0/01 March 2024 1 UN 2025 ;,933‘.
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2. The health ser\;izes attended by [delete as appropriate: you/ the person for which
you are guardian for].

Makerere University

[/

Do | have to take part?
No. Itis up to you if you decide to take part or not. We will discuss the study together and if you

don’t want to take part, that’s ok. Taking part in this study will not affect any services you or your
household receive.

What are the possible risks and disadvantages?

Talking about [delete as appropriate: your/ the person for which you are guardian for’s] hospital
experience may be difficult but the questions will be asked in a sensitive way. The other potential
disadvantage is the time taken to complete the interview, which will be about one hour. If you feel

uncomfortable at any point during our questions, you are free to take a break or ask to stop entirely
at any time without providing a reason.

What are the possible benefits?
We cannot promise the study will help you or your household, but the information we get from the
study will help our knowledge and understanding on how to reduce emergency hospitalisations of

people with functional difficulties. If you agree to participate, we will offer you UGX 15,000/= as
compensation for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at
Makerere University (Dr Peter Waiswa, study Co- PI, Tel: ). If you
remain unhappy and wish to complain formally, you can do this by contacting the Research
Governance and Integrity Office at London School of Hygiene and Tropical Medicine at

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 | 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 or your
household gets in the future. If you withdraw from the study we will not ask any further questions.
However, we may still use the information that we have already collected.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,

Uganda.
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What will happen to information collected about me?

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 provided.

We will keep all information about your household safe and secure. The storage of your data will be
managed by the Medical Research Council Uganda. Your personal details, meaning your name and
other identifiable information, will be kept securely and will be destroyed within 10 years of the end
of the study.

Data may be sent to other study staff outside Uganda, to the United Kingdom, 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 coded number instead.

We may share information that you provide to us with other researchers or on an online data
repository. A data repository is a site where other researchers outside this study team can look at
data from different studies so that they can confirm our findings or use the data for other research.
All information that could potentially identify you or the deceased will be removed before we put it
on this site or share it with other researchers.

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 the
information 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
e by asking one of the data collection team present today
e by contacting Dr Peter Waiswa, study Co- PI, Te!: I

e by sending an email to

What will happen to the results of this study?

The study results will be published in a journal so that other researchers and programme providers
can learn from them. Your personal information will not be included in these journal publications,
or any other study report, and we will ensure that there is no way that you can be identified from
them.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional

RESEARCH

Uganda. Research Ethics com INSTITUTE
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medidne VALID UNT)L e
Endline Survey (Verbal Autopsy - Hospitalisation): Participant Information Sheet i 1 3 JU g
Version & Date: 1.0/01 March 2024 ){g
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927 A N 2025 &
Page 3 of 4 PP
P. 0. Box 4§0VED

ENTEB{?F )



MRC/UVRI and LSHTM Uganda Research Unit

L O . »

) %5 LONDON (7 Makerere University
Medical e SCHOOLof (Acan College of Health Sciences
R h Virus S
ceseafff Research  HYGIENE == “AWNSCHOOL OF PUBLIC HEALTH

ounci 3 -

TNy Institute MEDICINE
Who is organising and funding this study?

London School of Hygiene and Tropical Medicine is the sponsor for this 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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute 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. 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:

Makerere University Dr Peter Waiswa, study Co- PI, Te!: ||| | [ | ) b RN

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

¢ Uganda Virus Research Institute (UVRI) Research and Ethics Committee (REC) chairman, Dr

Tom Lutalo, Te!

* Research Governance and Integrity Office at London School of Hygiene and Tropical

Mecicine ot [
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A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Endline Survey (Verbal Autopsy - Hospitalisation): Participant Information Sheet
Version & Date: 1.0/01 March 2024
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with

functional difficulties in Luuka district, 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 will involve.

We will go through this information sheet with you, and answer any questions you may have.
Please ask us questions if anything 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 you would like to
take part in the study. If you have any difficulties reading this information sheet, we can read it to
you and invite someone that can read, who is separate to our work, to confirm that what we tell

you matches what is written in this information sheet.

What is the purpose of the study?

The London School of Hygiene and Tropical Medicine, in partnership with the MRC/ UVRI & LSHTM
Uganda Research Unit and Makerere University, are conducting research in this location to

understand more about the lives of people with functional difficulties. The

purpose of this part of

the research is to investigate causes of death among participants of the study.

Why have | been asked to take part?

You have been invited to take part because you are the relative or household member of a person

with functional difficulties who was recruited to take part in the study two
died since the start of the project.

What will happen if | take part?

years ago, but who has

After we have discussed the study, if you agree to take part we will first check you have fully
understood the information provided and then ask you to sign (or thumbprint) a consent form.

Once you have signed (or thumbprinted), we will ask you questions about:

1. The medical condition of the deceased in the time before death.
2. The health services attended by the deceased while they were alive.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,

Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medncx@GANDA VIRUS RESEARCH INSTITUTE )

Endline Survey (Verbal Autopsy - Death): Participant Information Sheet
Version & Date: 1.2/01 March 2024
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
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Do | have to take part?
No. Itis up to you if you decide to take part or not. We will discuss the study together and if you
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don’t want to take part, that’s ok. Taking part in this study will not affect any services you or your
household receive.

What are the possible risks and disadvantages?

Talking about a deceased relative is expected to be difficult but the questions will be asked in a
sensitive way. The questions we will be using have been tested in many countries and
recommended by the World Health Organization (WHO). The other potential disadvantage is the
time taken to complete the interview, which will be about one hour. If you feel uncomfortable at
any point during our questions, you are free to take a break or ask to stop entirely at any time
without providing a reason.

What are the possible benefits?

We cannot promise the study will help you or your household, but the information we get from the
study will help our knowledge and understanding on how to reduce mortality of people with
functional difficulties. If you agree to participate, we will offer you UGX 15,000/= as compensation
for your time spent with us.

What if something goes wrong?

If you have a concern about any aspect of this study, you can speak to the data collectors or their
supervisor present today, or you can contact the researchers managing the data collection at
Makerere University (Dr Peter Waiswa, study Co- P, Tel: I I ou
remain unhappy and wish to complain formally, you can do this by contacting the Research
Governance and Integrity Office at London School of Hygiene and Tropical Medicine at

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 | 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 or your
household gets in the future. If you withdraw from the study we will not ask any further questions.
However, we may still use the information that we have already collected.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine UGAN%‘;:{!‘:'SPS‘ g(iSEARCH INSTITUTE
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What will happen to mformatlon collected about me?

All information collected about you and the deceased 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 provided.
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We will keep all information about your household safe and secure. The storage of your data will be
managed by the Medical Research Council Uganda. Your personal details, meaning your name and
other identifiable information, will be kept securely and will be destroyed within 10 years of the end
of the study.

Data may be sent to other study staff outside Uganda, to the United Kingdom, but this will be
anonymised. This means that any information about you or the deceased will have your names and
addresses removed so that you or the deceased cannot be recognised, and your data will have a
coded number instead.

We may share information that you provide to us with other researchers or on an online data
repository. A data repository is a site where other researchers outside this study team can look at
data from different studies so that they can confirm our findings or use the data for other research.
All information that could potentially identify you or the deceased will be removed before we put it
on this site or share it with other researchers.

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 the
information 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
e by asking one of the data collection team present today

e by contacting Dr Peter Waiswa, study Co- PI, Tel: | N R

e by sending an email t_

What will happen to the results of this study?

The study results will be published in a journal so that other researchers and programme providers
can learn from them. Your personal information will not be included in these journal publications,
or any other study report, and we will ensure that there is no way that you can be identified from
them.

A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine (TJGANDA VIRUS RESEARCH INSTITUTE
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London School of Hygiene and Tropical Medicine is the sponsor for this 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.
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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 London School of Hygiene and Tropical Medicine Research Ethics
Committee and the Uganda Virus Research Institute 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. 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:

Makerere University Dr Peter Waiswa, study Co- PI, Tel:_

What if | have concerns about the study?
If you have any concerns about your or a member of your household’s experiences of being
involved in this research you can contact any of the following organisations:

* Uganda Virus Research Institute (UVRI) Research and Ethics Committee (REC) chairman, Dr
Tom Lutalo, Te!

* Research Governance and Integrity Office at London School of Hygiene and Tropical
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A copy of this informed consent document should be provided to the participant

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in Luuka district,
Uganda.
Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine
Endline Survey (Verbal Autopsy - Death): Participant Information Sheet
Version & Date: 1.2/01 March 2024
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927
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Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or
thumbprint* each box

I confirm that | have read and understood the information sheet version 1.2 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
I have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

I understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

I understand that data provided by me may be sent to study staff in the United Kingdom, and
that | will not be identifiable from this information.

I understand that data provided by me may be shared via a public data repository, or by sharing
directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/ Thumbprint* of participant

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*
[*Only required if the participant is unable to read or write.]

Date

| UGANDA VIRUS RESEARCH INSTITUTE

Research Ethics Committe
A copy of this informed consent document should be provided to the partici]?ant VALID UNTIC

Study title: The Missing Billion: Addressing healthcare access needs for people with functional difficult‘esg Lud(adduu, 2025 ﬁ

Uganda.

Principal Investigator: Professor Hannah Kuper, London School of Hygiene and Tropical Medicine

Version & Date: 1.2 (01 March 2024)
REC ref: UVRI: GC/127/904; UNCST: SS1348ES; LSHTM:29927

-
e —

APPROVED

| p. 0. BOX 49, ENTEBBE (U)




MRC/UVRI and LSHTM Uganda Research Unit

Ugand LONDON i)
a‘e"'“'h Viee . SCHOOLof
esearc Research  HYGIENE (1
Council sttt STROPICAL

MEDICINE

ENDLINE (IN-DEPTH)
Participant Consent Form

G\ 7 Makerere University
oo College of Health Sciences

SCHOOL OF PUBLIC HEALTH

Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in

Luuka district, Uganda.

Statement

Please initial or thumbprint*
each box

| confirm that | have read and understood the information sheet version 1.2 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
I have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

I understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| understand that data about me may be sent to study staff in the United Kingdom, and that |
will not be identifiable from this information.

I understand that data about me may be shared via a public data repository, or by sharing
directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant

Signature/Thumbprint* of participant

Date

Printed name of person obtaining consent

Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was given
and the participant/representative consented to taking part.

Printed name of impartial witness*

Signature of impartial witness*

[*Only required if the participant is unable to read or write.]

Date
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ENDLINE (VERBAL AUTOPSY - HOSPITALISATION)
Participant Consent Form

Title of Project: Addressing healthcare access issues for people with functional difficulties in Luuka district,
Uganda.

Statement Please initial or
thumbprint* each box

| confirm that | have read and understood the information sheet version 1.0 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| understand that data provided by me may be sent to study staff in the United Kingdom, and
that | will not be identifiable from this information.

| understand that data provided by me may be shared via a public data repository, or by sharing
directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/ Thumbprint* of participant Date

Printed name of person obtaining consent Signature of person obtaining consent Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was
given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness* Date
[*Only required if the participant is unable to read or write.]
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Title of Project: Addressing healthcare access issues for people with functional difficulties in Luuka district,

Uganda.

Statement

Please initial or
thumbprint* each box

| confirm that | have read and understood the information sheet version 1.2 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
| have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

| understand that my consent is voluntary and that | am free to withdraw this consent at any
time without giving any reason and without any negative consequences.

| understand that data provided by me may be sent to study staff in the United Kingdom, and
that | will not be identifiable from this information.

| understand that data provided by me may be shared via a public data repository, or by sharing
directly with other researchers, and that | will not be identifiable from this information.

| agree to taking part in the above-named study.

Printed name of participant Signature/ Thumbprint* of participant

Date

Printed name of person obtaining consent Signature of person obtaining consent

Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was

given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness*

[*Only required if the participant is unable to read or write.]

Date
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Rescarch Ethics Committe
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Guardian Consent Form

Title of Project: The Missing Billion: Addressing healthcare access needs for people with functional difficulties in
Luuka district, Uganda.

Statement Please initial or thumbprint*
each box

I confirm that | have read and understood the information sheet version 1.0 (01 March 2024) for
the above-named study. | have had the opportunity to consider the information, ask questions
and have these answered satisfactorily.

OR
I have had the information explained to me by study personnel in a language that | understand. |

have had the opportunity to consider the information, ask questions and have these answered
satisfactorily.

I understand that the participation of the person for which | am guardian for is voluntary and my
consent for their participation can be withdrawn at any time without giving any reason, and
without any negative consequences.

I understand that data about the person for which | am guardian may be sent to study staff in
the United Kingdom, and that they (or 1) will not be identifiable from this information.

I understand that data about the person for which | am guardian may be shared via a public data
repository, or by sharing directly with other researchers, and that | will not be identifiable from
this information.

| agree for the person for which | am guardian to take part in the above-named study.

Name of participant (First, Last):

Printed name of guardian Signature/Thumbprint* of guardian Date

Printed name of person obtaining consent Signature of person obtaining consent Date

The participant/representative is unable to sign. As a witness, | confirm that all the information about the trial was
given and the participant/representative consented to taking part.

Printed name of impartial witness* Signature of impartial witness* Date
[*Only required if the participant is unable to read or write.]

A copy of this informed consent document should be provided to the participant
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