Making health and social care information accessible

Bradford Strategic Disability Partnership Workshop 29 January 2014 – notes 

Introduction 

Bradford Talking Media hosted a workshop of the Access to Information Action Group and the Health and Well Being Action Group of the Bradford Strategic Disability Partnership specifically to enable members to contribute to the accessible information standard engagement activity. 

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 52 participants split into 3 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, lead officers of the Strategic Disability Partnership and members of staff from Bradford Talking Media. 
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?
b) Do you usually get the communication support you need? 

Comments from Group 1

· I have difficulty getting British Sign Language (BSL) interpreters for GP appointments.
· They never offer me a BSL interpreter for appointments even though they know I am d/Deaf.
· In my experience, no-one seems to know who is responsible for booking interpreters. This means that I end up having to book my own interpreters.

· If I need an urgent appointment they never seem to be able to get an interpreter for me.
· There seems to be confusion about who pays for interpreters in different circumstances.

· I think that the Choose and Book system is very difficult for d/Deaf people who use BSL.

· Services need to remember that not everyone can use computers.

· When booking using the computer [Choose and Book] once you are offered an appointment there is no opportunity to request an interpreter. In my experience, this means that the responsibility for booking an interpreter for the appointment is left with the patient.
· Every venue does not have the opportunity for online booking.  Some only have a telephone number – this is no good for d/Deaf people.
· I have a problem contacting services when they give you a specific time as I need a Minicom and I only have access to this when I am at home. 

· Professionals should understand that people’s need to use lip speakers varies as it depends very much on the person you are seeing and how they speak [and therefore how easy it is to read their lips]. 

· I find that when I am trying to book an appointment reception staff do not understand about my need for a lip speaker or to be able to lipread. 

· In my experience there can be 4-5 week wait for a lip speaker.
· I have been told they would stop treatment if I did not go to an appointment even though they could not get a lip speaker.

· I worry that when my consultant retires I will have to fight all over again [for communication support] and I find this difficult.

· I would like staff to stop using headsets as I find this causes difficulties for people with hearing aids.

· There are particular difficulties for people who have access needs where you have to ring a GP at 8am to book an appointment.

· There can be problems for people who need access to a Minicom when they are given specific times to contact people.
· GP’s being open longer hours is great – but the pharmacy should be open longer too. 

· I have difficulties at the pharmacy. They explain about my medication and how to take it but I find this very hard to understand as I am d/Deaf and I use BSL, but there is never an interpreter. 
· I have had very positive experiences with the Special Needs Dental Service. Other services could learn from them. [There was lots of agreement with this statement from other participants].
Comments from Group 2

· I have found most staff to be friendly. My mum helps with reading information, as I cannot understand it. But I think that staff would help me if my mum was not there. 

· I do not seem to have any continuity of care. I keep having to repeat things to different doctors or clinicians when the information should be clear in my notes or in supporting documents.
· I think that the idea of ‘My Needs Cards’ [which summarise a person’s access or support needs] might help. 
· I think that the public need to know about ‘My Needs Cards’ or anything that would help services to know in advance about the right way of communicating with each person.
· I have a ‘VIP passport’ [a document which outlines the needs and preferences of a person with learning disabilities to support professionals in meeting those needs]. When I went to the hospital, if my support worker had not been with me, then it would have stayed in my bag. I find that when health professionals read my passport their attitudes towards me change [for the better].

· Staff training is needed to make them aware that some people may need a different kind of help. This should be across all services. 
· In my experience, if people with learning disabilities are supported by staff to feel safe then they are less panicked or uncomfortable. Some family carers might be reluctant to take patients to hospital because of the hassle and panic that going to new places and meeting new people can cause.
· I have heard of ‘trial runs’ which people with a learning disability can have before they go to see a new clinician or visit a new venue for treatment. I think these should be promoted more. 

· I think that staff should recognise that we have a right to access services and a right to support, for example interpreters, if we need it. It is not good enough to say it is expensive and so not provide support. 

· In my view, we are talking about basic access needs rather than desires.
· I had a bad experience when I was admitted to hospital. A family member came with me but when she was told I would be kept in overnight she left. Then I was discharged at 2am and was not offered any support. I had to ring my family at 2am to come and help me. What made it worse was that because I was going to be in hospital overnight my home care had been cancelled so there was no support at home the following day.
· I have not had a [learning disability] diagnosis so my support needs are not flagged up on the system. I would like my needs to be recorded so that staff explain things more appropriately and can make the right adjustments.
· I would like there to be more continuity. This provides me with reassurance and I feel more secure. I think that staff should be more mindful of the consequences of their actions 
· I think that staff need training about support tools such as ‘My Needs Cards’ and VIP passports.

· I prefer to walk up to my doctors surgery to tell the staff what support I need as they get frustrated with me when I try to explain on the telephone, and this makes me even more flustered. I wish that staff had better training and could understand my anxiety and work with me.

· GP and hospital records do not seem to be connected. So the hospital cannot always see what is flagged at your GP practice. 

Comments from Group 3
· In my experience, most people who need information in a different format do not receive information in the right format for them. 

· I do not understand why the NHS does not seem to be able to manage information better. If my need for information in a particular format is on my medical records why do other departments in the NHS keep sending me letters that I cannot read?
· I find that lots of the time information is too complicated – even for those without an impairment or disability. I think lots of people would like to have things explained simply and be able to ask questions. 
· Most people I know have to rely on friends and family to help with communication, which makes them feel bad, and dependent. 
· It seems to me that lots of services find it very difficult to arrange for interpreters, both British Sign Language interpreters and other language interpreters. There also seems to be a problem with services using interpreters who are not appropriately skilled to interpret in a medical setting. There also needs to be consideration given to dialects. 

c) Do you think there is any information you are missing out on?
Comments from Group 1

· I think that I miss out on prevention messages, which other people receive.

· In my experience, when you have a long term condition this becomes everyone’s focus and other conditions / illnesses can be overlooked. This could result in poor health.

· I think I miss out on information and this causes delays in getting appointments and tests results. 

· Prescriptions are not accessible.
Comments from Group 3
· It is hard to know what we are missing out on, because you do not know what you do not know.
· I think we would be in a better position to make choices if we understood the options better. 
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

· There would be no stress.

· It would save time.

· I would be healthier.

Comments from Group 3
· I would be more independent and have better self-esteem because I would not have to rely on friends and family. Also it would mean that I would have a right to confidentiality. 

· I do not think that people in the NHS understand the consequences of not having good information / communication in place. They seem to keep making the same mistakes.

· I think if there was a standard then services would have to comply, and they would have to give you information in the way you need it. This would enable independence and wellbeing.

Workshop 2 – Discussion about improvements
3. How should organisations find out about your information or communication support needs? 
4. What questions should they ask?
Comments from Group 1

· I think staff could wear ‘here to help’ T shirts and display notices explaining how to get help or support.  

· Suggestions questions included:

· How can we make sure you can access our service?

· What do you need to use our services?

· How can we help you?

· Do you think we can do anything to make it easier for you to use our services?

· The group agreed that their preferred question was, “Do you need any extra help to use ……..”

Comments from Group 3

· I think that the best way for services to find out about our needs is to ask us!

· I think staff should ask, ‘how would you like to be given information?’ They should also ask if there is any extra help you would like to have for appointments.

· In my view, a patient’s GP should be the source of this information. They know the patient, so they should be able to put on their records what support they need.
· The group’s suggested question was: “Do you sometimes need help with seeing, hearing, speaking, reading, or understanding what is being said?”
· The general public needs to know about the standard so they are empowered to ask for what they need. Otherwise there is a risk that the NHS and Social Care will not comply; they will say that no-one asks for support. 
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
· Improve the number of ways of contacting people for appointments and include text, emails and large print letters. It would be good if all appointment letters could be printed in a minimum text size too. 

· There should be the ability to ‘flag’ medical and social care notes to indicate that people have access needs and what these are. This should mean people get their access needs met from the outset. 
· It should be possible to flag on a patient’s records that they are a carer, as well as when someone has access needs.
· Choose and Book needs to change and allow for options for people to indicate access needs and request support.
· I think that they need to be the right systems in place to respond quickly to people’s access needs.

· Staff should follow agreed protocols.

· Services should have information readily available in different formats.

· Staff attitudes have a major effect –I think that all staff should have practical disability awareness training.

· There needs to be awareness-raising or training to improve attitudes so that people with access needs get a positive first response from all staff, and people with needs are not made to feel like they are being a nuisance or being difficult. 

· There should be the option to use a double appointment time for people with access or communication needs.
· I think there should be access to interpreters during ward rounds and at other key points.

· Using remote sign language interpretation available from a hospital bed would be one possible solution. I think that this is being piloted.

Comments from Group 2

· Staff should think about everyone’s needs and what they can do to help.

· Doctors should ask patients in what way they would like communicating with and put it on their notes so it is very clear.
· A ‘health passport’ to take to GPs might help.

· As part of the [Learning Disability] Annual Health Check GPs should talk to patients and carers about their needs.
· There should be a standard form for all services to use, asking patients about their support needs. This should include the dentist, optician and pharmacist.
· Services should send out information in advance, in the right format so it is accessible by the person, so they do not have to rely on someone else to tell them.
· Preparation is key. Services should put things in place before the patient arrives and put support in place before discharge. For example, considering whether the right support is in place at home before discharging someone, especially if this is at night. It is important that they make sure that the right care is in place. 

· Frontline staff need to know what patients’ support needs are. They should be on the system. Also, importantly, staff should have had training to know what they should do.

· Information should be passed between the wards. There needs to be understanding of people’s needs especially when it comes to discharge.

· I think that services should make sure that people can be independent and not rely on their family. It is not appropriate for a family member to interpreter for someone, especially not if it is child. 

· There should be accessible information available in a range of different formats, for example easy read, British Sign Language, plain English, and audio.
· Patients should be able to use ‘My Needs Cards’ anywhere, including at the dentist, pharmacist and opticians.
Comments from Group 3

· The real problem in all this seems to be getting joined up thinking, or joined up talking. There needs to be a system in place so that the information about your communication and access needs can be shared with all departments who need to know.  This applies to Social Care as well.
· There is no point in your GP knowing you need information in an accessible format if the rest of the NHS does not know that you need it that way, and so they keep sending your letters in formats you cannot understand or access.

Close and next steps
On behalf of NHS England, Sarah Marsay thanked everyone for participating and sharing their views, and thanked Bradford Talking Media and the Strategic Disability Partnership for setting up the workshop. 

More information about the project and updates are available at www.england.nhs.uk/accessibleinfo
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