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“The Evaluation of a Training Session for Carers of Users of AAC Technology”


You are invited to take part in a research study evaluating a training session for carers and others who provide support to users of Communication Aids [AAC]. 
Please find below information relevant to your participation in this study.
Please ask us if you have any questions.
Thank you for reading this.

Study title: 
“The Evaluation of a Training Session for Carers of users of AAC Technology”
The purpose of the study:
This training session has been developed as part of a European Union Interreg IVA Project “EDECT” (http://www.interreg4a-2mers.eu/clusters/approved-clusters/services-health-care/edect/).
The overall goal of EDECT is to begin the development of a care pathway for users of assistive technology and their support network [family, carers, healthcare professionals, suppliers etc] from user assessment through identification of AAC device, provision, training and long term support. The identification of a suitable AAC device may also include the development of that device by academic and commercial partners.
Major themes in EDECT include;
1. The involvement of all the stakeholders [user, support network, developers, suppliers, manufacturers etc] in that process.
2. The training and support of the user – both at delivery of the device and long term.
3. The training and support of members of the user’s support network – both at delivery of the device and long term
4. Enhancing the members of the support network empathy for the user and their commitment to support the user in their use of the communication aid.
It is hoped that by doing this the quality of life of both the user and the members of their care network will be enhanced.
In this study we are looking one aspect of that care pathway - how to provide effective training for those who support users of communication aids.
There are two major elements to this study
1. Training members of the care network in the use of a typical communication aid so that they can provide the user with technical support. This will also give the participant some idea of the challenges faced by both the user and the carer in using such technology.
2. Experiencing what it is like to rely on a communication aid for all verbal communication. It is hoped that this element of the training will help the members of the care network develop their empathy for users of communication aids and so enhance the care provided to users and the interaction between users and carers.

Because this is a new venture the main purpose of this study is to obtain preliminary participant feedback on their experiences of the training. This information will then be used to help improve the training and the evaluation of that training.

Why have I been invited? 
You are being invited to take part on the basis that you are a member of the EDECT team, a student or a carer/health care professional supporting a user of a communication aid. Following the study in England, similar evaluations will take place in France, Belgium and Holland. The outcome of the study will be used to direct further development of the training package for those who support users of communication aids.

Do I have to take part?
No. It is up to you to decide whether or not to take part.  If you do decide to take part you will be given this information sheet to keep and be asked to sign two consent forms. If you decide to take part you are still free to withdraw at any time and without giving a reason.  A decision to withdraw at any time, or a decision not to take part, will not affect the standard of care you receive.

Description of the study:
There will be eight or so participants. The program will include; 
· Questionnaire about use of communication aids
· Introduction to communication aids, followed by a short practical session using a communication aid.
· Holding a scripted conversation with another participant as a user of a communication and then as a receiver of communication.
· Guided discussion on the experience with all the participants 
· Post session questionnaire to record feedback on the experience and to provide feedback on how the training and evaluation process might be improved
The study will take approximately four hours.

Advantages of the study:
We expect that the study will contribute to the development of an effective training program which involves both technological and empathy for those who support users of communication aids.
An effective training program will help improve the quality of life of users and their support network as part of the wider care pathway.

Possible risks and disadvantages of the study: 
We do not anticipate any health risks from taking part in this study.

Confidentiality and publication of data:
Your data will be stored under an anonymised code available only to the investigators associated with this study. We expect that the data collected in this study will be published in scientific articles, but you will not be personally identifiable in any such publications. The anonymised data will be stored in password-locked computers at the Partner Institutions and the East Kent University Hospitals NHS Foundation Trust for 10 years after completing the study. 
If you would like to receive a summary of the research we can arrange for this to be sent to you but it will not be until the study has been completed.

Discontinuation of the study by the investigators:
At any time during the testing, the investigators have the right to terminate your participation in the study for any reason.  

Withdrawal from the study:
Your participation in this study is entirely voluntary. You have the right to withdraw from the study at any time without penalty of any kind.

Contact details for any other inquiries concerning the study:
If you have any inquiries concerning this study, please refer to below contact details:

Dr Matthew Pepper
Emeritus Consultant Clinical Scientist
Medical Physics Department
Kent and Canterbury Hospital
East Kent Hospitals University Foundation Trust
CY1 3NG

matthew.pepper@nhs.net
01227 864291 ext 722-4291 
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