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[bookmark: _Toc476214372][bookmark: _Toc490920055]Patient Information Sheet 
Study Title: Optimum Hospice at Home Services (OPEL-HAH Project)

We would like to invite you to take part in a research study.  This information sheet explains why this research is being done and what it would involve for you. A member of your care team will go through this information sheet with you and answer any questions you may have. 

What is the purpose of this study?
Hospice services provide care that focuses on providing comfort and quality of life.  Offering people a choice about where they receive their care is important and some people want to receive hospice services at home (Hospice at Home). Around the country, hospice at home services are very different.  We are looking in detail at these different types of service. We want to understand how the services are delivered, what the costs are and how patients and carers are supported and cared for. By finding out all this information, we will be able to understand what hospice at home services work best for patients and carers and what type of service is the best value for money.

Why have I been invited?
The reason we have approached you about the study because you are receiving care from a Hospice at Home service.  A member of your palliative care team feels you may be willing to participate in this study.  

Do I have to take part?  	
It is up to you whether or not you take part in this study. If you decide to take part but change your mind, you are free to do so; you are free to withdraw at any time, without giving a reason. Taking part, or declining to take part, will not affect the care you receive. 

What will happen?
If you and your carer are both happy to take part, we will ask you to sign a consent form.  A copy of the signed consent form and this information sheet will be given to you to keep.  After you have consented to take part, your hospice at home care team will collect information for the study from your medical records.  This is information that is being recorded anyway as part of your care.  You will not be asked to do anything further for the study.  

We will also ask the person supporting you at home to take part in the study (e.g. your wife, husband, partner, friend).  We will ask to contact them every 2 weeks while you are receiving care form the hospice at home service to collect information on what health care services you have used.  There will also be an opportunity for later follow up discussion with your carer about the Hospice at Home services you have used. 

Will my taking part in this study be kept confidential?
We would like to reassure you that any information collected about you will be kept strictly confidential and anonymous. The information we collect will be kept secure and will only be used by members of the research team. You will not be identifiable in any written reports. 

What are the benefits and risks of taking part?
There are no risks to you by taking part in the study. The results of this study will not be directly beneficial to you, however, the information you provide will give us a better idea of how we can improve Hospice at Home services across the country for the benefit of future patients and carers. 

What will happen to the results of the study?
This study will produce detailed guidelines for the staff providing Hospice at Home services.  The results of the study will be published in scientific peer-reviewed journals. We will talk about the results with a wide range of healthcare professionals through presentations and meetings to make sure as many people benefit from the results of this study as possible. The information you provide will be completely anonymised in any publications, reports or talks.

Who is organising and funding this study?
This study is organised and sponsored by the University of Kent.  The study is funded by the National Institute for Health Research Health Services and Delivery Programme.   If you have any concerns about the conduct of the study, please do not hesitate to contact the Chief Investigator, Professor Claire Butler [Contact details].

Who has reviewed this study?
The study has been reviewed by the NHS Health Research Authority and the NHS Research Ethics Committee London – Queens Square (ref #: 17/LO/0880).

Who can I contact if I have any further questions?

If you have any further questions about the study, your local contact is: 

[Contact details]

The University of Kent is the sponsor for this study based in the United Kingdom. We will be using information from you and your medical records in order to undertake this study and will act as the data controller for this study. This means that we are responsible for looking after your information and using it properly. The University of Kent will keep identifiable information about you for 5 years after the study has finished.
Your rights to access, change or move your information are limited, as we need to manage your information in specific ways in order for the research to be reliable and accurate. If you withdraw from the study, we will keep the information about you that we have already obtained. To safeguard your rights, we will use the minimum personally-identifiable information possible.
You can find out more about how we use your information at the University of Kent website:
https://research.kent.ac.uk/researchservices/wp-content/uploads/sites/51/2018/05/GDPR-Privacy-Notice-Research.pdf
[Your hospice] will collect information from you and/or your medical records for this research study in accordance with our instructions.
[Your hospice] will keep your name, date of birth and contact details confidential and will not pass this information to the University of Kent. [Your hospice] will use this information as needed, to contact you about the research study, and make sure that relevant information about the study is recorded for your care, and to oversee the quality of the study. Certain individuals from the University of Kent and regulatory organisations may look at your medical and research records to check the accuracy of the research study. The University of Kent will only receive information without any identifying information. The people who analyse the information will not be able to identify you and will not be able to find out your name, date of birth or contact details.
[Your hospice] will keep identifiable information about you from this study for 5 years after the study has finished.

Thank you for taking the time to read this information


[bookmark: _Toc476214373][bookmark: _Toc490920056]Carer Information Sheet (Initial)

Study Title: Optimum Hospice at Home Services (OPEL-HAH Project)

We would like to invite you to take part in a research study.  This information sheet explains why this research is being done and what it would involve for you. A member of the research team can go through this information sheet with you and answer any questions you may have. 

What is the purpose of this study?
Hospice services provide care that focuses on providing comfort and quality of life.  Offering people a choice about where they receive their care is important and some people want to receive hospice services at home (Hospice at Home). Around the country, hospice at home services are very different.  We are looking in detail at these different types of service. We want to understand how the services are delivered, what impact they have on patients and their carers, and how patients and carers can be supported and cared for as well as possible. We will also compare the costs of delivering these different types of hospice at home services and we will talk to staff about local issues that help or hinder the delivery of a good service. By finding out all this information, we will be able to understand what works best for patients and carers and what type of service is the best value for money.

Why have I been invited?
You are supporting someone who has been offered care by a hospice at home service and they/their consultee have confirmed that they would be happy to take part in the study.    

Do I have to take part?  
It is up to you whether or not you take part in this study. If you decide to take part but change your mind, you are free to do so.  You are free to withdraw at any time, without giving a reason. Taking part, or declining to take part in this study will not affect the support or care you or the person you care for receives. 

What will happen?
The hospice at home service team will discuss the research study in more detail with you.  Should you agree to take part, we will ask you to sign a consent from.  A copy of the signed consent form and this information sheet will be given to you to keep.

If you agree to take part:

1. A member of the research team will contact you by telephone every 2 weeks while the person you are supporting/caring for is receiving care from the hospice at home service.  The calls should take no longer than 15 minutes and we will collect information about how you are and what health care or other services have been used by the person you are supporting/caring for.  All telephone calls will be arranged on a day and time convenient to you.  At the time you agree to take part, we will ask you to tell us the best telephone number to contact you on and what day or times would be best for you. 

You will be given a diary to complete at home.  Using this diary is optional, but may help you keep track of appointments and care received so that we can easily collect this information when we call.  In the diary, please make a note of any home visits, appointments outside the home, travel, supplies or equipment.  

2.  	Post bereavement, we will contact you again to give you the opportunity to provide us with additional information about the person you are supporting/caring for as well as your experience of the hospice at home service and that of the person you supported/cared for.  We will send you further information about this in due course. 

Will the information collected from me be kept confidential?
We would like to reassure you that any information collected about you will be kept strictly confidential.  The information we collect will be kept secure and will only be used by members of the research team. You will not be identifiable in any written reports. 

What are the benefits and risks of taking part?
We will ensure that there are no particular risks to you by taking part in the study. We realise that this is a time when you may be very busy in caring for and supporting someone, and you may be feeling tired. We will only talk to you when you have the time. You can pause or stop answering questions for the study at any time. If you would find it helpful we can also provide details of organisations that can provide further support. 

The results of this study will not be directly beneficial to you, however, the information you provide will give us a better idea of how we can improve hospice at home services across the country for future patients and carers. 

What will happen to the results of the study?
This study will produce detailed guidelines for the staff providing Hospice at Home services.  The results of the study will be published in scientific journals. We will talk about the results with a wide range of healthcare professionals through presentations and meetings to make sure as many people benefit from the results of this study as possible. The information you provide will be completely anonymised in any publications, reports or talks.

Who is organising and funding this study?
This study is organised and sponsored by the University of Kent.  The study is funded by the National Institute for Health Research Health Services and Delivery Programme.   If you have any concerns about the conduct of the study, please do not hesitate to contact the Chief Investigator, Professor Claire Butler [contact details]

Who has reviewed this study?
The study has been reviewed by the NHS Health Research Authority and the NHS Research Ethics Committee London – Queens Square (ref#: 17/LO/0880).

Who can I contact if I have any further questions?

If you have any further questions about the study, your local contact is: 

[contact details]
The University of Kent is the sponsor for this study based in the United Kingdom. We will be using information from you in order to undertake this study and will act as the data controller for this study. This means that we are responsible for looking after your information and using it properly. The University of Kent will keep identifiable information about you for 5 years after the study has finished.
Your rights to access, change or move your information are limited, as we need to manage your information in specific ways in order for the research to be reliable and accurate. If you withdraw from the study, we will keep the information about you that we have already obtained. To safeguard your rights, we will use the minimum personally-identifiable information possible.
You can find out more about how we use your information at the University of Kent website:
https://research.kent.ac.uk/researchservices/wp-content/uploads/sites/51/2018/05/GDPR-Privacy-Notice-Research.pdf 
[Your hospice] will collect information from you and/or your medical records for this research study in accordance with our instructions.
[Your hospice] will use your name, and contact details to contact you about the research study, and make sure that relevant information about the study is recorded, and to oversee the quality of the study. Individuals from the University of Kent and regulatory organisations may look at your medical and research records to check the accuracy of the research study. [Your hospice] Hospice Trust will pass these details to the University of Kent along with the information collected from you. The only people in the University of Kent who will have access to information that identifies you will be people who need to contact you to collect study data or audit the data collection process. The people who analyse the information will not be able to identify you and will not be able to find out your name or contact details.
[Your hospice] will keep identifiable information about you from this study for 5 years after the study has finished. 

Thank you for taking the time to read this information



[bookmark: _Toc476214374][bookmark: _Toc490920057]Carer Information Sheet (Post-death Follow-up)
Sent out with a copy of initial information sheet

Study Title: Optimum Hospice at Home Services (OPEL-HAH Project)
I am writing to you about a research study you have already helped us with, looking at hospice at home services.   We have enclosed the information sheet given to you at the time you agreed to take part.
I understand that the person you were supporting/caring for has now died and we offer our sincere condolences.
A member of the research team will contact you to arrange a telephone questionnaire about the experiences the person you were supporting/caring for had at the end of their life.  This questionnaire will take no longer than 45 minutes and will be arranged on a day and time convenient to you. 
If you prefer to complete the questionnaire in another form, we offer the following options:
· Online - you can type this link into your computer https://kentsspssr.eu.qualtrics.com/jfe/form/SV_8HVrbOotqo7Blpb, or we can email the link to you if you give us an email address (contact details below).  
· By post - If you would like a hard copy to complete just let us know when we call.  If we are unable to contact you by telephone, we will send you the paper questionnaire.
There is also an option to participate in a fuller interview about the hospice at home service and the care experience the person you supported/cared for had and I also enclose information about this and the interview should last no longer than an hour.
I understand if you no longer wish to participate or if you feel able only to participate in the questionnaire or the interview.
Thank you for taking the time to help us with this important study at this difficult time, your contribution is much appreciated.
I would like to reassure you that any information collected about you will be strictly confidential. 
If you have any questions about the research, you can contact:
[Contact details]

Thank you for taking the time to read this information


[bookmark: _Toc476214375][bookmark: _Toc490920058]Carer Information Sheet (In-depth Interview)

Study Title: Optimum Hospice at Home Services (OPEL-HAH Project)

You will recall that we recently spoke to you to collect some information for a research study you agreed to take part in looking at hospice at home services received by the person you supported/cared for. On the phone, you expressed an interest in taking part in an additional interview about your experiences of the hospice at home service received.  We are sending you this information sheet to give you some more details about what this will involve.

Do I have to take part?  
It is up to you whether or not you want to have this optional interview. If you decide to take part but change your mind, you are free to do so.  You are free to withdraw at any time, without giving a reason. 

What will happen?
If we arranged a time and day to do the interview during our previous phone call, we will contact you as arranged.  If we did not arrange at time and day, we will contact you by phone to find out if you are still interested and to arrange the interview when it is convenient for you.  We can do the interview over the phone or a researcher can come to talk to you in person at your house or a place of your choice if this is more convenient.

The interview will involve a member of the research team asking you some questions about the hospice at home services the person you cared for/supported received and your experiences of the service. The interview will take about 1 hour of your time and we would like to record it with your permission so that we can better analyse it. 

We will only talk to you when you have the time. You can pause or stop answering questions for the study at any time. If you would find it helpful we can also provide details of organisations that can provide further support. 

I would like to reassure you that any information collected about you will be strictly confidential. The findings from this study will be published in scientific journals. 

I would like to thank you for taking the time to help us with this important study. If you have any questions about the research you can contact:
[Contact details]

Thank you for taking the time to read this information



[bookmark: _Toc476214376][bookmark: _Toc490920059]Personal Consultee Information Sheet

Study Title: Optimum Hospice at Home Services for End of Life Care (OPEL-HAH Project)

We feel your relative/friend is unable to decide for himself/herself whether to participate in this research study.

To help decide if he/she should join the study, we would like to ask your opinion on whether or not they would want to be involved.  We’d ask you to consider what you know of their wishes and feelings, and to consider their interests. Please let us know of any advance decisions they may have made about participating in research.  These advance wishes will take precedence.

If you decide your relative/friend would have no objection to taking part we will ask you to read and sign the personal consultee declaration. We will give you a copy of this declaration to keep.  A copy of will also be put into the patients notes and the original will go into the research study file.  

We will keep you fully informed during the study so you can let us know if you have any concerns or you think your relative/friend should be withdrawn at any time.  If you decide that your friend would not wish to take part or should be withdrawn, their care will not be affected in any way.

If you are unsure about taking on the role of consultee you may seek independent advice.  We will understand if you do not want to take on this responsibility.  

The patient information sheet we have provided explains why this research is being done and what it would involve. This is the same information we would have provided to your relative/friend.

Thank you for taking the time to read this information



[bookmark: _Toc476214377][bookmark: _Toc490920060]Nominated Consultee Information Sheet

Study Title: Optimum Hospice at Home Services for End of Life Care (OPEL-HAH Project)

We feel a patient in your Hospice at Home service has not got the capacity to decide for himself/herself whether to participate in this research study and there is no relative or friend available at this time who can advise as a consultee on their behalf.

As a study guardian, we are asking you to help decide if he/she should enter the study, we would like to ask your opinion and for you to consider what is in his/her best interests. If you decide he/she have no objection to taking part we will ask you to read and sign the nominated consultee declaration. A copy of this declaration will be put into the patients notes and the original will stay within the study site file.

We will ask you to stay fully informed (as study guardian) during the study, so you can let us know if you have any concerns or you think the participant should be withdrawn at any time.

The patient information sheet we have provided explains why this research is being done and what it would involve. This is the same information we would have provided to the participant

If you decide that the potential participant would not want to take part, their care will not be affected in any way.

If you do not want to take the role of nominated consultee with this particular participant, we will understand and they will not be entered into the study.  If any advance decisions have been made about participating in research, or if the participant regains the ability to consent, their decision will take precedence.

Thank you for taking the time to read this information


[bookmark: _Toc476214378][bookmark: _Toc490920061]Service Provider / Commissioner Information Sheet

We would like to invite you to take part in a research study of hospice-at-home services in England.  

There is a range of different hospice at home services operating in England and the project aims to find out what type of service, and which local enablers, provide the best outcomes for patients and carers.

We are inviting you because your local hospice at home service [name] is recruiting patients and carers to the study.  We are very keen to have the service provider perspective so we can understand the service in context and all the local factors at work. We are also exploring the costs of delivering different types of hospice at home service.

If you agree, we will set up an interview with you and one of our research team. We will ask you a series of questions to understand how the service is delivered, what impact it has on patients and their carers and what local factors help or hinder you to provide this service.  The interview will last about 45 minutes.  We will contact you to arrange the interview either face-to-face or by telephone at a time of your convenience.  All the information collected will be confidential, only identifiable to the study team and anonymised in the analysis.  Participation in the research is entirely voluntary.

At the end of the research all participants will be invited to a national consensus workshop where we will present the main findings and provide an opportunity for you to contribute to the interpretation of the results and development of policy recommendations. The study will produce guidelines for commissioners and providers of Hospice at Home services and the results will be published in scientific, peer-reviewed journals.

If you would like to take part, please complete and return the consent form.
If you decide to participate you are free to withdraw from the study at any time. 
The research is funded by the National Institute for Health Research and is a collaboration between the Universities of Kent, Surrey and Cambridge, Pilgrims Hospices, the National Association for Hospice at Home and NHS England. It is supported by Hospice UK.  The study has been approved by the NHS Health Research Authority and the NHS Research Ethics Committee London – Queens Square (ref#: 17/LO/0880). 

If you would like any further information about the research please contact [contact details].
Thank you for taking time to read this information. 

Yours sincerely,
Professor Claire Butler MA FRCP,
Clinical Professor of Palliative Medicine, Chief Investigator


