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INFORMATION SHEET FOR CASE STUDY (CARER/ HOUSEHOLD MEMBER)
REC Reference Number:[INSERT ONCE PROVIDED BY REVIEW BODY]
YOU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET

The Economic and Social Effects of Care Dependence in Later Life (10/66 INDEP study)
We would like to invite you to participate in this original research project.  The INDEP project has been funded by the UK Government Department for International Development (DFID) and the Economic and Social Science Research Council (ESRC). The 10/66 INDEP project is led by a research team from King’s College London, UK, working in collaboration with research teams in Mexico, Peru, China and Nigeria. The project in Mexico is led by Dra Ana Luisa Sosa from the National Autonomous University of Mexico, Mexico City.  As part of the INDEP study, we are talking to older people and their families about how families provide care. Your household has already taken part in a questionnaire survey, and we would now like to invite you and some others involved in helping and supporting Mr/ Mrs X (write in name of index older participant) to be interviewed in some more detail.   

You should only participate if you want to; choosing not to take part will not disadvantage you in any way. Before you decide whether you want to take part, it is important for you to understand why the research is being done and what your participation will involve.  Please take time to read the following information carefully and discuss it with others if you wish.  Ask us if there is anything that is not clear, or if you would like more information.

What is the purpose of the study? 

This is a study to find out about what it is like for older people who need some help to carry out everyday activities. We are interested in how much help they get and who gives it to them. We would like to know how this affects their lives as well as the lives of the people who help them. In particular, we are interested in how this affects your and your families’ economic situation and how decisions are taken about care-giving. We think that the best way to learn about these issues is to listen carefully to what people like you have to say. We hope to be able to use this information to make some suggestions about how to improve support services in the future. 

Who can take part?
We are inviting approximately six households who took part in the questionnaire survey to take part in the more detailed ‘case study’. We have aimed to include as wide as possible a range of different types of households, with different experiences and different approaches to meeting needs for care. Beyond this, there was no special reason for selecting your household. In the questionnaire survey, you were identified as someone involved with providing or organising help and support for Mrs X (write in name of index older participant), and we are therefore interested in your views and experiences.   
What will happen if I agree to take part?
A researcher will visit you in your own home, at a time that you arrange to suit your convenience. The interview will be like a conversation and will last for about an hour. There are no wrong or right answers. We would like to find out when and why Mrs X (write in name of index older participant) began to need more care and support from others, and how things have changed since then. We would like to find out more about how the family has coped with these changes, and the effects that this had on you and others that you live with. You do not have to answer any questions that you do not want to. You can stop the interview at any time, without having to explain why. The interview will be digitally recorded, and later transcribed into text form. The recordings of interviews will then be deleted.  

Are there any risks involved in taking part?

We do not anticipate any risks for you or other members of the household from taking part in this study. Some people may find the opportunity to talk about their experiences of giving and receiving care to be a good thing.  Others, though, might find it difficult to talk about this. We understand that in some households there may have been disagreements or conflicts. The researcher will take care to ask questions sensitively. It is up to you what you want to tell us. If there are any sensitive matters that you would rather not discuss, please tell us and we will miss out these sections of the interview.
Who will benefit from this study?

There will be no direct benefits from taking part in the study. For your interest, we will provide you with a copy of the final report of the study findings, and will be happy to hear your views, and to answer any questions that you may have. We will be passing on the results of the study to your government, local and national organisations involved in health care and social welfare for older people, and to international organisations, including the World Health Organization. We hope that this may lead to a greater understanding of the difficulties experienced by some families caring for older people, and therefore to useful developments to provide support to families in the future. 
Who will have access to any personal information that I, and other household members provide?
The information provided by you will be kept in strict confidence. We will not share anything that you have told us with the person that you care for, others in your household or community. We will not publish any information about individuals or particular households, and nothing that is published will allow you, your household or other household members to be identified. The interviews will be listened to, in full, by the member of the research team member who transcribes them into text form. The leader of this part of the project, Dr. Veronica Montes de Oca will then anonymise the transcript of the interview removing or changing names, addresses, and any references to particular people, places or events that could allow you, or your household to be identified. The original digital recording will then be destroyed. The anonymised transcript, and an English translation will be kept as a data file on a computer at the National Autonomous University of Mexico, Mexico City, and at King’s College London. As part of the presentation of results, your own words may be used in text form. However, as mentioned before, this will be anonymised, so that you cannot be identified from what you said.  

In accordance with the policies of the funders of the project, the data that has been collected will, after the end of the project, be made available to other researchers for legitimate scientific research purposes. This is to ensure that the best and fullest possible use is made of the information that you have provided. This process will be managed by the UK Data Archive, who will be responsible for approving or rejecting applications to use the data. Any data released to other groups will be fully anonymised, that is, any information that could possibly identify you or your household will be removed.   
Some important points to note:

· Taking part in this study is entirely voluntary

· It is for YOU to choose whether or not to take part
· Your decision, to participate or not, will not have any effect on any health care that you or others in the household receive, or their entitlement to any pensions or benefits, now or in the future.
· You can withdraw at any stage, without having to give a reason for doing so

· You can decide to stop the interview at any point

· You need not answer questions that you do not wish to

· In addition to withdrawing yourself from the study, you may also withdraw any data/ information that you have already provided up until the time that the interviews have been transcribed and anonymised, approximately two to four weeks after the date of the interview. 
· All information we collect from you will remain entirely confidential

· Your name will be removed from the information and anonymised. It should not be possible to identify anyone from our reports on this study. 

· If you do decide to take part you will be given this information sheet to keep and be asked to sign a consent form

If you agree to take part, please complete the consent form, answering all the questions.

If you have any questions about the research, or believe that you have been harmed in any way by the research, then please contact the local head investigator:  
Name of local investigator:
 Dra Ana Luisa Sosa


Institution of local investigator: The National Autonomous University of Mexico, Mexico City



Contact telephone of local investigator: 


Contact address of local investigator:

CONSENT FORM FOR PARTICIPANTS IN RESEARCH STUDIES


Please complete this form after you have read the Information Sheet and/or listened to an explanation about the research.

Title of Study: The Economic and Social Effects of Care Dependence in Later Life (10/66 INDEP STUDY)
King’s College Research Ethics Committee Ref:________________

Thank you for considering taking part in this research. The person organising the research must explain the project to you before you agree to take part.  If you have any questions arising from the Information Sheet or explanation already given to you, please ask the researcher before you decide whether to join in. You will be given a copy of this Consent Form to keep and refer to at any time.


· The information you have submitted will be published as a report and you will be sent a copy. Please note that confidentiality and anonymity will be maintained and it will not be possible to identify you from any publications.

· I understand that if I decide at any time during the research that I no longer wish to participate in this project, I can notify the researchers involved and withdraw from it immediately without giving any reason. Furthermore, I understand that I will be able to withdraw my data up to two to four weeks after the interview.
· I consent to the processing of my personal information for the purposes explained to me.  I understand that such information will be handled in accordance with the terms of the UK Data Protection Act 1998.

· I consent to the digital audio-recording of my interview. I understand that this will be destroyed as soon as the interview has been transcribed and anonymised

· I consent to the use of anonymised direct quotes of my words from the interview in publicly available study reports. 

· I agree that the research team, and other researchers may use my data for future research. As with this project, data would not be identifiable in any report.
Participant’s Statement:

I ​​​​​​​​​​​​_____________________________________________________________________

agree that the research project named above has been explained to me to my satisfaction and I agree to take part in the study. I have read both the notes written above and the Information Sheet about the project, and understand what the research study involves.

Signed





Date

DELETE IF NOT APPROPRIATE

Investigator’s Statement:

I __________________________________________

Confirm that I have carefully explained the nature, demands and any foreseeable risks (where applicable) of the proposed research to the participant.

Signed                                          Date

WITNESSING OF VERBAL CONSENT FORM FOR CAPACITOUS PARTICIPANTS IN RESEARCH STUDIES WHO ARE UNABLE TO READ INFORMATION SHEETS AND CONSENT FORMS

Please complete this form after the participant has listened to an explanation about the research.

Title of Study: The Economic and Social Effects of Care Dependence in Later Life (10/66 INDEP STUDY)
Research worker affirmation

I (name of research worker) affirm that the respondent (name of respondent) could not read the information sheet and consent form well enough to understand its contents.  I affirm that I have read the information sheet and consent form out loud, verbatim, to the respondent, and that he/she appeared to understand its contents.  I affirm that the respondent gave the responses indicated on the consent form.

Signed



………………………..(Research worker)

(NAME IN BLOCK LETTERS)
………………………..

Literate witness confirmation (to be completed, if available)

I (name of witness) confirm that the respondent (name of respondent) could not read the information sheet and consent form well enough to understand its contents.  I confirm that the research worker read the information sheet and consent form out loud, verbatim, to the respondent, and that he/she appeared to understand its contents.  I confirm that the respondent gave the responses indicated on the consent form.

Signed



………………………..(Witness)

(NAME IN BLOCK LETTERS)
………………………..

Relation to respondent

………………………...

Please tick or initial
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