Making health and social care information accessible

SignHealth Workshop Manchester 14.01.14 – Notes 
Introduction
Participants were welcomed to the workshop by facilitator Jonathan Swift.
A brief introduction to the ‘making health and social care information accessible’ project was outlined.

Following this the two participants took part in discussion around their personal experiences and to offer views to shape the standard. All questions and answers were delivered directly in British Sign Language (BSL). 

Workshop 1 – your experiences
1. Thinking about when you use NHS or social care services: 
a) Do you usually get information in a format you can understand?

· In my experience, appointment letters often include the phrase, “if you have any needs, please contact…” but often the available communication methods still exclude d/Deaf people. 

· No….definitely not. A big no! I receive a range of information about my health but I do not find any of it very clear or easy to understand. 
· I have been unsure about my medication, and the GP seemed reluctant to give more information out. This was despite an interpreter being present. I have made a complaint as I do not feel that my requests for information are being listened to.  
b) Do you usually get the communication support you need?
· Some d/Deaf people will panic [when they need to access services] as they do not have English skills and they need an advocate. 
· In my experience the doctor would not write anything down [as a way of supporting communication]. 
· I have asked my GP practice for a signed video covering specific health issues, but to no avail. I think this is because of the costs involved. 
· With various health organisations, my experience is that staff think that it is okay to book any interpreter / anyone who can sign at some level. 
c) Do you think there is any information you are missing out on?
· I know of some d/Deaf people who are concerned that they need a referral for something that is personal or sensitive, and they feel that this is overlooked by their GP.  
· Accessible information needs to be distributed equally to GP surgeries and other services. Sometimes it feels like a lottery – not all services are accessible for d/Deaf people in different regions.

· Yes, for example about allergies. Deaf people need to be able to understand about allergies and allergic reactions – they need this information explaining through sign language / BSL. The sign for allergy indicates a rash – but understanding could be improved by GPs explaining more clearly. 

· It can be about the detail in other things too – for example the difference between an allergy to penicillin or to all antibiotics. 

· Internet access needs improving. There should be BSL-signed videos for example for diabetes or cancer rather than just information leaflets. 

· It is difficult to complain if you are not happy about a service or the information you have received. It is a lengthy process.
· Someone I know is diabetic. There was an interpreter at his GP appointment, but they were not able to translate information leaflets for him, which would have helped him to understand his condition.
2. What difference would it make to you if organisations always gave you information in a format you could understand and if you always got the support you needed to communicate?
· In Scotland you can contact NHS 24 directly and they provide interpreters via a webcam. I know someone who lives in Scotland, he had an allergic reaction but was able to access the website and find the information he needed easily. 
· Mental health would be improved, no social exclusion, and d/Deaf people would feel more knowledgeable and confident about things.
· It could save money as well, by reducing disruptions and mix-ups. It would also reduce mental health problems. It would reduce health risks and mean fewer demands on friends and family [to interpret].
· In my experience, GPs and hospitals book interpreters through an agency but they do not give the patients’ details – I think because of confidentiality. This means that you may get a male interpreter when you would prefer a female. The NHS needs to work with d/Deaf people to improve this, for example to develop consent forms.
· Sometimes d/Deaf people do not know whether an interpreter has been booked or not [for an appointment], or you have to wait before finding out there is no interpreter. Solving this problem could really help.
· My local hospital used to send out a letter of confirmation for interpreters, but this seems to have stopped. Some agencies do send the name of the interpreter – I think they all should.  
· The NHS should consult with d/Deaf people about sharing their details with interpreters. Currently, different agencies vary in their policy on confirmation of interpreters.
· Interpreter confirmation needs to be provided, providing clear information, for example which agency is being used.
Workshop 2 – Discussion about improvements

3. How should organisations find out about your information or communication support needs? 
· Listen to the community.

· NHS organisations need BSL users as patient representatives, sharing information.

· There should be more consultation with the d/Deaf community.
4. What questions should they ask?
· There should be a checklist detailing a d/Deaf person’s requirements, for example communication via SMS or email, that a BSL interpreter is required. It should be clear what their preferences are and which would be acceptable alternatives. 
5. What should organisations do to make sure that you can get communication support and information in the right format quickly?
· Hospitals and GPs should have a record of d/Deaf patients and a flagging system for booking interpreters. This information should be available across the NHS, including to GPs, dentists and hospitals. 

· There should be accessible information online about prescription medicines. 

· Telephone calls for booking appointments sometimes involve a third party, which is a concern because of privacy. Texts would be a lot easier.
· There should be a VRS [Video Relay Service] / VRI [Video Remote Interpreting] / video relay system in reception. However ideally there should be a record of the d/Deaf person and an interpreter should be booked in advance.
· There should be a consent form for interpreters to access patient information.
· Hospitals and GPs should provide accessible information. The message should be, ‘if you are d/Deaf let us know.’ There should be BSL DVDs and videos on websites. Similarly there should be options for people who read braille. 
· Leaflets that are easier to read would help - or have an easy / visual format.
· Videos in BSL that are accessible for d/Deaf people.
· In A&E departments there should be a way of contacting fully qualified interpreters at any time – this should be publicised so that d/Deaf people know that an interpreting service is available.  
· Health staff need good d/Deaf awareness.
· GPs should have accessible information about prescription medicines available to enable better understanding. This should be [BSL] signed if possible.
· Patient groups run by charities can often offer easy access to information, for example about diabetes and diet.
· There should be an inspector, watchdog or independent ombudsman – perhaps incorporated into the Patient Advice and Liaison Service (PALS). 
6. Is there anything else that we should think about when recording or sharing information about people’s information or communication support needs?

· There should be an easy-to-understand leaflet explaining the different NHS services and contact points via email, telephone and text.  

· Opticians and dentists should be included in these improvements. It is important to have an interpreter when seeing the dentist or having a hearing test, for example.
· Lots of health information is provided by family and friends, but this is not always the case for d/Deaf people who are more isolated.
· GPs do not seem to realise that d/Deaf people do not always have the signs for medical language, for example mucus / phlegm.

· Data protection seems to conflict with sharing of information between health organisations. I have a right to confidentiality but also to ask someone else to speak on my behalf. 
· I think that there is variation in the quality of interpreting services and in the interpreters / agencies across different regions. 
· Scotland and Wales have good reputations with regards to working with d/Deaf people.

· Some GPs have online access to booking interpreters, but some do not.
· Patient Participation Groups (PPGs) should be used to support patients in expressing their views.

· We would like NHS to comment on our thoughts and opinions, creating a dialogue.
· Interpreters should be properly qualified within a health setting – and interpreters’ qualifications should be checked to ensure that they are appropriate and legitimate. 
· Interpreting service agencies have various reputations. Regulation would be very useful.

Close and next steps

The workshop closed with all participants being thanked for participating and sharing their views. 

For more information and updates visit www.england.nhs.uk/accessibleinfo 
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