Making health and social care information accessible
Royal National Institute of Blind People (RNIB) Workshop Birmingham 03.12.13 – Notes 

Introduction 

Sarah Marsay, Public Engagement Account Manager at NHS England, welcomed participants to the workshop, and talked through an introduction to the ‘making health and social care information accessible’ project. 

A question and answer session followed, with the opportunity for those present to query anything which was unclear or on which they wanted further detail. 

Following this, the 12 participants split into two groups to take part in discussions around their personal experiences and to offer views to shape the standard. The workshop was facilitated by Sarah Marsay, Frances Newell and Nasser Quhill from NHS England, with support from Rebecca Swift from the RNIB. Participants’ comments and queries are noted below.

Workshop 1 – Discussion about personal experiences

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

Comments from Group 1

· Participants agreed that in general they did not. 
· A number of participants had experience of appointment systems where the patient’s name is displayed on a screen when the appointment time comes up. This is inaccessible for a blind person, and may mean that they miss their appointment despite being present. 

· Many felt that hospitals still tended to send letters to all patients and that in their experience there may be instruction from senior management, the Patient Advice and Liaison Service (PALS) or complaints departments to send information accessibly, but that this it does not filter down. 
· Participants felt that they had to fight to get accessible information.
· Comments on personal experiences included: 
· Following requests, I now get text messages from my medical centre, and from the podiatrist. 
· My GP will telephone me instead of sending a letter. 

· My consultant refused to use email, so I complained and took it all the way to the Ombudsman. After 12 months, the hospital finally agreed to use email. However, I was recently discharged from hospital and they still sent a letter despite telling me that I would be sent an email.

· “They can send you emails to come to meetings, but not to attend a hospital appointment!”
Comments from Group 2
· My GP practice rang me on my mobile to invite me to go for a ‘flu jab, which was great, but then sent me a paper letter confirming my appointment – which I could not read. 

· I have a bi-yearly appointment at the hospital. They send me a text message as a reminder, but this does not include all of the information you would get in a letter. I have to hand the letter (which I cannot read) to the taxi driver so he can see which department to drop me off at.

· I feel like I receive the bare minimum of information in a format I can read. It would be better if I could get all of the information I need via text message.

· I asked for a copy of my medical records via email but was told that they could not be sent by email so they would send me a letter instead. This is not accessible.

· My preference would be to receive information via email and telephone.

· Often people ask for letters to be sent via email but are told it is not possible due to ‘data protection.’

· Email is cheaper than Braille. I could be awkward and ask for Braille every time, but I do not, I request information via email. 

· The hospital made me sign a disclaimer to say that I was happy to receive letters by email. Sometimes I have to chase them up but they do send me letters by email now.

· If organisations sent letters out in larger font this would help lots of people, and encourage them to take up invitations for things such as ‘flu jabs.

· My GP practice recently introduced a system where a patient’s name appears on screen to tell them it is their turn. I cannot read this. There is an audio call for ‘patient to room x’ but I do not know it is me as I cannot see if it is my name on the screen. 

· My GP practice has an automated voice which announces the patient’s name and room – this works well, but it seems to have been switched off recently.

· If I hear my name being called I can ask the receptionist to direct me to the right room, but I need to hear my name to know to do this. 

· The responsibility falls on the patient to tell reception that you are in the waiting area and will need support.

· At my GP practice they used to call out the name of the next patient to go through, but I did not know where to go. Now, they take me to sit directly outside of the room I need to be in. 

· I do not understand why services can send some information via text message but not all. 

· “GPs are the worst for not sending information by email.”
· Social care will email me, and I can email them directly too. So I can communicate with my social worker via email. This is really easy. 

· Email is the best option for most people.

· I do not receive emails from my GP surgery.

· There is a new system at my GP surgery, with different waiting areas for different rooms. When it is your turn, they call out your name and the room number. This works well, especially as you are already sitting in the waiting area nearby. I also like the fact that they call out everyone’s name and room number – so it is fair. 

· I can make an appointment at my GP practice either by visiting the surgery or over the telephone.

· There is a touch screen at my GP practice and at the local hospital. These are totally inaccessible. If I visit the hospital alone I am sometimes reliant on other patients to let me know when it is my turn, as there are not always staff to help. 

· It is hard to find where to go in large health centres and hospitals.

· It is better if your name is called out when it is your turn.

· It is good if the reception staff know you and your needs, and can guide you.

· “The eye hospital is not always good either. I never get information from them in an accessible format, it is always in print.”
· I have asked for communication via email but I get standard print. 

· I get fed up with people assuming that because I have a sighted partner it is not a problem as they will read correspondence to me. But sometimes you want things to be private and you want to be able to read information yourself. 

· People have suggested that I get my sighted children to read correspondence to me, or someone else in my family, or that I have a carer who would do this. This takes away my independence and my privacy. You also do not know if people are reading information correctly. 

· Staff do not seem to see it as a priority, but I have a right to accessible information. It should be equal. 

· I am not as forceful in requesting accessible information and support as I could be, as I get worn down.

· Email is cost effective and we have a right and a need to have information. Some places will communicate via email and some will not. 

· “Please don’t give me a leaflet and assume a family member will read it to me!”
· “Tell me what you are doing to me!” I need information emailed to me in Word or plain text format, in advance. 

· My GP practice text me, this is brilliant. My dentist will text you too. It is important to consider people without smartphones or mobile phones too though.

· It can be difficult to book appointments with my GP, and I do not always want to see a different doctor. 

· There are some good practices, they are not all bad. We need to keep an eye on the good ones too. 

· A good relationship with the practice manager is important in my experience. 

· I find it difficult to explain to the GP or pharmacist what information or support I need, they seem to find it hard to understand. This makes me anxious. 

· I have been told that there is a sentence on some leaflets about requesting it in other formats, but I cannot read it so cannot make a request. 

· There is a visual impairment team as part of the council, but I still do not get information in Braille. 

b) Do you usually get the communication support you need? 
Comments from Group 1
· Participants did not feel they got the support they needed to access information independently. They felt that the barriers were a lack of empathy, understanding, and time, on the part of medical professionals and NHS staff. They felt that there is a lack of knowledge and sometimes an assumption that the professionals know best, so they do not bother to ask patients about their needs. 

· Comments included: 
· “Never mind sharing my health information with other professionals. How about sharing it with me?”
· “Professionals fob you off with concerns about data protection, but how secure is land post, e.g. to a house in multiple occupation? And how protected is your information if you have to get a neighbour to read it? The NHS should be able to use secure messaging, as in online banking.”
· “We are individuals with equal rights to engage and contribute, but we are made dependent on the system.”
· “Computers are a powerful tool for supporting accessible information but the systems are not used to support people.”
Comments from Group 2
· I can book an interpreter guide via Deafblind UK for my appointments. They meet me at my home, accompany me to the hospital and then interpret for me too. However, this is only possible because the funding is in place.
· People assume I need a British Sign Language (BSL) interpreter because I am ‘deaf’ but I am deafblind. 

· I was put on some medication I did not need because I was not communicated to properly. 
· At one local hospital they have a ticket system in place, where a screen states ‘patient x go to room x’ but I cannot read the information on the screen. In my experience the reception staff will help me if they know I am blind. 

· The staff at the hospital I go to do not always know that I need help. It is better if staff know you, and know what help you need. 

· Staff need to be aware of your needs, and then they will help. 
c) Do you think there is any information you are missing out on?

· There is a lot of information which we do not receive. Any information we do get is specifically for us – we miss out on general information. For example posters, signs or screens in waiting areas or GP surgeries. So we miss out on these health messages.

· We also miss out on all of the health information leaflets. 

· We also miss out on knowing what is said in correspondence or communication between our GP and the hospital or consultant – we are not privy to their dialogue. 
Comments from Group 2 
· I am not able to have a copy of my medical records in a format which is accessible to me. They are accessible to sighted people but not to us.

· I miss out on information about procedures I go through. 

· “I have recently been diagnosed with diabetes and cannot get any accessible information from the NHS. I have asked for it and been told nothing is available. They say I have to wait to go on the Expert Patient programme. There are no leaflets or information for me to read in an accessible format.”
· I was given some new medication and asked about any side effects. I became ill but could not read the medication leaflet – and not everyone can use the X-PIL service [see http://xpil.medicines.org.uk/ ]. Information about prescriptions and medication should be available in different formats – what if you have an allergy to one of the ingredients?

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?

Comments from Group 1
· It would make me feel valued as an individual; included; able to participate.

· I would not miss health appointments; I would be able to organise my transport and my support in advance.

· I would be able to keep my health information confidential.

· I would not have to repeat myself – staff would know the protocol because it would be standard practice.

· It would support my independence and choice.

· I would be recognised and valued as an equal partner in the service I am getting – enabling co-production. Information and communications are the basis of any equal relationships. I would be recognised as an expert by experience.

Comments from Group 2
· Privacy.

· No more stress / stress-free.

· Dignity.

· I would feel part of society.

· I would feel in control.
· Equality.

· I would be surprised – a good surprise.

· People would be talking to me, and asking me. 

· It would mean that I can make a decision. 

· I would not have to have someone read my correspondence to me, this is really important especially with private matters. 

· Being able to read information personally, make a decision about what I want to do, and being able to share my information only with people I wanted to, when and if I chose to. 

· Being able to keep my information private. This is really important to me, especially information which is really personal, for example about mental health. 

· The three ‘key things’ which participants agreed upon were privacy, choice and being in control.

· The right to be open about my information / diagnoses but only if I want to be. It should be my decision whether to share information or not. 

· Currently we do not have access to our own information because we do not have sight – this is not equal.

· Having communication support would take away my anxiety. 

· I would not miss any information.

· Fewer things would go wrong – I would know that I would not miss any appointments, and so would not worry about this. If you miss two appointments at my GP practice they take you off their list.

· Currently I am reliant on other people; I would like to be more independent. 

· I would have choice, and information in advance.

Workshop 2 – Discussion about improvements

3) How should organisations find out about your information or communication support needs? 

Comments from Group 1
· By asking once – and not having someone answer for you.
· They should also us what format we would like. 
· Different professionals / services will ask different questions – can this be standardised?
· Every appointment I go to they ask you the same questions, for example about name and address.  They should also ask about communication need – and we should only be asked once.

· Health services all use the same computer systems; they should add one page that captures this information from the outset.
· Ask the question – “how do you prefer to be contacted” – and give the option of electronically or via telephone.
· Practices need to know that we cannot read scanned documents (for example .jpeg formats are not recognised).
· Computer / file format is important. 

· “Don’t assume we all read Braille.”
· “Ask questions but don’t make assumptions, and don’t keep asking me the same questions.”
· There should be a standardised form – with brief information that pops up first.
· If pop ups are possible – could that be applied across the whole system (secondary and primary care)?
· I do not mind being asked once by every provider, for example my GP or dentist, but each organisation should only ask about my communication needs once.

· Birmingham City Council has an initiative called “I tell my story once.” This is aimed at supporting the sharing of service users’ needs and preferences.  

· The willingness of providers to meet your needs is important. In my experience they usually seem reluctant to do so.
Comments from Group 2
· When you register with a GP or at a hospital there should be a marker or flag on all patient records.

· There should be a standard question when registering; it should be part of the forms.

· It needs to be at the top of the page or record. 

· Patients should tell organisations if their access needs change – this is the responsibility of the patient.

· There should be a way for organisations to record and share information about a patient’s communications needs with other organisations. 

· If a patient informs their GP of their communication needs the GP should share this with other organisations – then the patient would be responsible for advising if their needs change.

· There should be a standardised question on every registration form.

· It is important to recognise that some people might not be confident about being open about their needs. Also, to understand that some people will not be aware that they can ask for support or different formats.

· If you are already registered with a service or organisation, then they should ask me about my communications needs via email, or telephone call or face-to-face at my next appointment. 

· If my GP could tell the hospital / my consultant about my communications needs that would help, for example I may not see my consultant for two years or more. The other option would be for the patient to ring the consultant’s secretary to ask them to record your communications needs. But this relies on the patient being confident enough to do this.
· Disseminating the information is important.

· Find out face-to-face at my next appointment, or via telephone, or email, or text. 

4) What questions should they ask?
Comments from Group 1

· How do you want to be notified? Followed by a choice / number of options.

· A tick box style approach to options.
· Everybody should be asked the same question(s).
Comments from Group 2

· What is your preferred method of communication?

· Do you need a different format? Followed by tickbox options.

· Do you have any access needs?

· There should be one or two examples included as part of the question.

· There should be tickbox options to record each format or method.

· How would you like to be contacted?

· The question needs to be really clear, especially for someone who is newly diagnosed.

· There should be an ‘other’ option as well as lots of tickboxes.

· Options should include email, audio and large print. 

· It is important to specify what is meant by ‘large print’ as this can range from point 14 to point 22. 

· When you get your certificate of visual impairment, the card you receive should be in an accessible format. 

· There needs to be one system, linked to your NHS number.

· It is important to remember that knowing that someone is blind does not tell you what their communications needs are.

5) What should organisations do to make sure that you can get communication support and information in the right format quickly?

Comments from Group 1
· Organisations should have a patient focused group around communication needs or this could be picked up by existing Patient Participation Groups (PPGs) or patient forum groups.  These groups could act as a mandated forum that can hold practices to account and highlight needs.

· Transfer of successful practitioners to other less successful sites, for example GPSIs [GPs with Special Interest] to teach and develop good practice.
· Focus on more challenged areas and services which are struggling to meet patients’ needs.  

· Electronic communications is the way forward.
· Correspondence should be written in word format ‘electronic communication’ so that it is accessible and organisations should ensure that it is in a user friendly format – tables should not be used as they cannot be translated and are usually difficult to understand.
· Emails should be simple with no images. This will also help others who have difficulty reading or understanding. 
· Organisations should get their corporate information format accessibility tested.
· There are misconceptions around the cost of getting translated information.
· Providers need to know about the production of cost-effective information.
· There is a need for health providers to have a better understanding of data protection and not hide behind it.
· In my experience, providers seem to be more concerned about workload than finding a solution.
· Addressing attitudes around empathy and compassion – providers should adopt a ‘can do attitude’ not a ‘can’t do attitude,’ or a ‘want to do it attitude’ rather than ‘can do.’

· Re-train staff where needed.
· Address staff willingness to learn.
· Organisations need to think about efficiency gains from technological advances, for example email, and should consider the needs of the individual first and foremost.
· Providers should adopt the aspiration of ‘the patient at the centre’ as in my experience this does not seem to exist.
· Coproduction, coproduction, coproduction!
· My message to organisations would be, “Don’t work it out on your own; you should do it with us, all the way through to implementation.”
· Does accessible information include work around languages?

· “Put important ‘phone numbers at the top of the page instead of at the bottom.”
· Organisations should have access to pathways for accessible information.
Comments from Group 2
· There should be one central point. The NHS should have one department for producing information in alternative formats or there should be one hospital which produces this for all of the others (for example this is the system with bank statements). 

· We need information at the same time as everyone else, for example a letter via email or in Braille at the same time as other people receive a standard print letter. 

· Learn from other sectors, for example banking. When I get a bank statement in Braille it also comes in standard print, I think in case I need to share the information with someone else, or perhaps because of a legal requirement. Even large print statements come with a standard print version. 

· All participants in this group wanted communication via email – pointing out that this is very quick. 
· The use of Braille is falling, most people use email now. We recognise the cost and bulk issues with Braille. However, we do need to consider people who do not use email too. 

· There is a freepost Articles for the Blind system, which organisations can use to get documents reformatted when the requirement is for a font size of over 16 point. 

· Email is a cheap solution. 

· The telephone works well too, especially when arranging appointments, or a text.

· I have a ‘Braille Sense’ electronic Braille machine, from which the same text is directly readable in Braille and English. It is portable and I can transfer the data to my computer. I can also directly access emails from it – an email is received to my inbox and the machine will then translate it into Braille for me. 

· Email or text.

· Each hospital or trust should have a clear policy on producing available information in alternative formats and a procedure in place for staff to follow.

· There should be information on the staff intranet.

· It needs to be uniform across the country, currently some organisations are good and some bad. 

· Equality Leads at hospitals need to know where to access communication support from, including specialist communication support such as for people who are deafblind. 

· Some staff will go out of their way to help, to make sure that you get the information you need, and will check that you receive it. 

· Make it easier for people –put a personal responsibility on staff to meet patients’ needs. But it is also the responsibility of the patient to say thank you. 

· The responsibility lies both ways. If we want to be treated as equals then we need to ask for support and tell people what our needs are.

· There needs to be awareness across health services about access needs – not all trusts are open to this at all. 

· Have Word document versions of information leaflets available online on a website, so you do not need to ask for them, you can just download them. 

· Although not everyone has access to a computer many people do. It would be even better if information could be available online in DAISY or audio format too. DAISY is an MP3 file, so it is small, the RNIB are trying to make it more accessible too.  

· Convince departments that increasing the availability of information online would benefit lots of people and organisations – it is a way of giving more responsibility to patients, and it can be cheaper.

· Make sure that websites are accessible – get visually impaired service users to test them. If a website works for a visually impaired person it will also work better for a sighted person. 

· Could you have a tablet, for example an IPad, with speech software loaded, in a hospital, where you could listen to information being talked through (in audio format)? This would be instead of a patient reading a leaflet or other information before speaking to a doctor / consenting for surgery / making a decision about treatment. This would mean instant and equal access to information. It could even have a Braille display. 

6) Is there anything else that we should think about when recording or sharing information about people’s information or communication support needs?
Comments from Group 1

· There should be two-way communication – there should not be any ‘no reply’ emails. Some organisations do not allow you to reply to their emails.
· You should always have a point of return contact.
· Organisations should have a better understanding of what information is needed and ask relevant questions.
· Health professionals should ask the question ‘what happens if?’ to assess effect / impact.
· In my experience, the restrictions within an NHS setting about ways of communicating do not apply in a private healthcare setting, for example clinicians who work for both the NHS and a private provider follow different processes depending on which setting they are in. 
· Keep it simple.
· I want to be able to email my GP surgery and share protected documents between us.

Comments from Group 2 
· “Don’t speak to my partner instead of me! I am a person! Speak to me!” I get really stressed and upset when people speak to my partner as if I am unable to communicate or make decisions. But sometimes I am too upset to complain or challenge this. There is a training issue with some staff, they would benefit from role play or learning directly from service users. The key message is, ‘speak to me as you would like to be spoken to.’

· Please ask me! Most people do not mind if you get it wrong, but please ask us, we can always correct you if you get the language or something else wrong. 

· Please share my information. When I register with a GP or with the local authority they should spread information about my communications needs to other organisations.

· When producing audio information, remember that some accents can be difficult to understand.

· If social services are doing a referral to another department, they should include your communications needs as part of the referral.

· Local authorities have registers of blind and d/Deaf people – but this does not record your communication needs. 

· The system is that a consultant registers you as blind and sends the V1 / BD1 form to the local authority – to add you to the register. As the consultant is already part of the NHS they should share it with other NHS organisations. 

· I have some concerns about my information being shared, I think organisations should ask for your consent before they share it or seek my permission. I should have the opportunity to say no. I should be able to agree who my communications needs are shared with. 

· It should go out from registration with your GP – i.e. be disseminated from this one point. There should be a mark on your records that you have communications needs and this should be accessible to all of the NHS at the top of your record or written in bold on your notes. There should be a specific place where this is recorded and it should be linked to your NHS number.

· The key thing will be to link your communications needs to your NHS number.

· Information about your communications needs should be included on referral letters. 
Close and next steps

On behalf of NHS England, Sarah Marsay thanked everyone for participating and sharing their views, and thanked the RNIB for setting up the workshop. 

The engagement period will continue until 21 February 2014, providing lots of opportunity for people to have their say. Three surveys aimed at recording views from different individuals and groups, as well as more information and updates are available at www.england.nhs.uk/accessibleinfo 
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