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Background
A recent survey carried out by Dr Foster has been used by Royal National Institute for the Blind to determine the level of the problem in the UK.  The survey revealed that:- Ninety five percent of the blind and partially sighted people feel it is important to have health information in a format they can read for themselves, and most healthcare professionals agree.  However, 9 out of 10 said 

 they were not asked by NHS staff about the format they required when they were given information.
Blind and partially sighted people feel a loss of privacy and independence if they have to rely on someone else to access personal information.  Only 1% say they want information given via a carer or relative, yet 28% of health professionals thought that blind and partially sighted people did not want information conveyed to them directly but through a carer.
81% said they did not get medicine information in a format they could read.  Verbal instructions were easily forgotten.

Appointment letters which are not in acceptable formats are directly linked to an increased level of missed appointments.  21% said they had missed an appointment because the appointment letter was not in a suitable format.

72% reported that personal information they were given from their General Practitioner was not in an accessible format.  These results have been used in a  report into the availability of health information for blind and partially sighted people.  Produced by the RNIB.

There are other results produced by Doctor Foster which have been used in a report called ‘Loosing Patients’ produced by the RNIB in 2010!  ‘Loosing patients’ has been used as a basis for research in Central and Eastern Cheshire.

There is a need to ensure that all information provided to people who are blind or partially sighted complies with the New Equality Act 2010, this means making ‘reasonable adjustments’ to ensure patients are provided with information in their preferred accessible format.

Introduction
As a result of the Dr Foster report and the Losing Patients campaign by RNIB CECPCT decided to carry out research to investigate the situation with service providers within CECPCT.  This report details how the investigation was carried out, who was involved and the results.  A summary of the report is also available in a number of different formats including Braille, large print and audio.  Copies can be obtained by contacting the Equality and Diversity team at Central and Eastern Cheshire Pct.
Aim of the Project
To gain a greater understanding of how local services are meeting individual needs of patients who are blind or who have a visual impairment.
Objectives
· Identify gaps in the provision of accessible information for people with visual impairments within CECPCT.  Especially services 

directly commissioned by CECPCT i.e. GPs, dentists, chiropodists, opticians and provider services including CECH, ECHT, MCHFT and CWP.
· Identify good practice and share good Practice with CECPCT.

· Gather information from patients and providers and see how the two fit together.  
· Develop ideas to improve the patient experience.

· To develop an action plan for improving provision in CECPCT.

Partnership working
The project involved working with local specialist organisations including:-

Iris Crewe


Macclesfield eye society


Disability Information Bureau – Macclesfield


Vale Royal Disability Services – (VRDS).

The Pct also worked in partnership with the four main providers of NHS services including Mid Cheshire Hospitals Foundation Trust (MCHFT), East Cheshire Hospital Trust (ECHT), Cheshire East Community Health (CECH)) and Cheshire and Wirral Partnership (CWP).

The providers were asked to provide evidence of how they provide information to parents and whether the information is in accessible formats as well as examples of good practice.

Research process
In September the four main providers including CWP, MCHFT, ECHT and CECH GPs and Dentists all received a questionnaire which they were asked to complete before the end of October 2010.

All four providers responded within CECH a number of different divisions completed the questionnaire.

All GP Practices (fifty two) in CECPCT were sent a Questionnaire and asked to complete it.  

The PCT also worked with fifty two GP practices and eight community dental practices to identify systems in place to provide information in accessible formats and to determine current gaps in provision.

Initially a low response rate was received from GPs, thirty three percent.  A reminder e-mail and more time to complete the form resulted in a sixty six percent response rate.
Research Process
In October Iris in Crewe carried out one to one interviews with people who attend their Centre.  The results were recorded.

In October a focus group session was carried out at Disability Information Bureau in Macclesfield and the comments by participants were recorded.
34 GP practices completed and returned questionnaires (66% response rate).  A full analysis of the results can be found in Appendix 2.
16 CECH divisions completed and returned questionnaires out of 32 (50% response rate).  A full analysis of the results can be found Appendix 3.
ECHT completed and returned questionnaires.  A full analysis of the results can be found in Appendix 4.
MCHFT completed and returned questionnaires.  A full analysis of the results can be found at Appendix 5.
CWP completed and returned questionnaires.  A full analysis of the results can be found at Appendix 6.
Dentists – A representative from the community dental team completed and returned a questionnaire on behalf of the community dentists.
Iris Vision in Crewe carried out one to one interviews with clients to gather information about patient experience.  This information has been studied and trends identified.  Appendix six contains a full transcript.

Disability Information Bureau hosted a focus group session in October 2010.  The information gathered from the focus group has been studied and trends identified.  Appendix seven contains the full transcript. 

A session is planned at the beginning of February for people who attend a group as part of the Macclesfield Eye Society.  In Wilmslow the results of the session will be included in the final report.

Key Findings of the research
· Some GPs and members of staff at CECH were not aware of how to obtain information in different formats i.e. Braille, Large Print, Audio etc.  Others worked in partnership with Iris and DIB to produce practice leaflets on CD.

Some staff within services were not aware that a person had a visual impairment until they attended an appointment.  (This highlighted a lack of communication amongst service providers).

· Health Care Providers placed great emphasis on how patients are called to see doctors, nurses or clinicians once at a practice or clinic.  ‘Patients were given individual attention being led to a consulting room’, however there was a lack of emphasis on how a patient was informed of an appointment or the format or type  of information they received when they attended for an appointment.  i.e. patients sent letters in size twelve print, or a leaflet in the same font size.
· Even though it was on their medical records that they are visually impaired or blind, respondents were often sent letters in small print sizes.

· The research highlighted some good examples within GP 

Practices, CECH and ECHT of how they are meeting individual needs including utilising resources provided by Specialist organisations including the British Lung Foundation, RNIB and Diabetes UK.

· Respondents at Iris and DIB stated they would like to be treated as an individual, helped to be independent and not given specialist treatment.

· Respondents at Iris and DIB had experienced problems obtaining test results in accessible formats.  When they requested results to be e-mailed they were told that it was not possible due to confidentiality issues.  Respondents felt systems could be put in place to meet their individual needs.

Examples of Good Practice
· One practice had ‘transposed’ the practice leaflet onto a CD.
· ‘Volunteer ambassador ‘ service to support people with individual needs to access services at Waters Green in Macclesfield.
Vibrating coasters used at the outpatients department at ECHT and MCHFT.
Communication boxes at ECHT.
Cancer Services at ECHT providing information in different formats.

Respiratory team in CECH worked closely with the British Lung Foundation who have  produced leaflets in Braille, information on inhalers in Braille etc.

The Diabetes team as part of CECH, would contact Diabetes UK to obtain information on CD or tape.  Diabetes nurses could access talking blood glucose meters.  Referrals to the service are screened.  Where a service has been advised that a person is blind or visually impaired the admin support will telephone the patient with the appointment date and time to clarify how best to send the information.  Some clients have requested that the nurse phone back and leave the information on the answer machine.
East Cheshire Hospital Trust have introduced Communication Boxes in all areas.  These contain a picture board, sign alphabet, hearing enhancers and magnifiers.  Consultation with the eye society leads to standard font size fourteen on all patient information leaflets.  ECHT have installed Browsealoud on their website so that the contents can be read out to the viewer.  ECHT have produced audio and CDs for ophthalmology patients for all leaflets.
Mid Cheshire Hospitals Foundation Trust 
Conclusions
· People who are blind, partially sighted or who are visually impaired would like to be treated on a individual basis.

· A large number have experienced problems obtaining test results in accessible formats often when requested they are told that it is not possible to  e-mail results.  Respondents felt systems could be put in place to meet  their individual needs.

· Even though it was on their medical records that they are visually impaired or blind, respondents are often sent out letters in small print sizes!
Recommendations
· To produce guidelines for GP Practices, dentists and community services to meet the needs of people who are blind or visually impaired.

· To deliver  a training event to provide information and advice to dentists, GPs and local Service providers about the needs of people with Visual impairments.  This could be done through a morning event when good practice could also be shared.

· To offer training for individual teams and advisors to ensure people are aware of how to meet the individual needs of patients.

· Continue to work in partnership with Links, Iris, DIB and the Macclesfield Eye Society to ensure the individual needs of patients are being met.

· A full report and summary report to be produced by mid February 2011. Results to be circulated to all providers, including GP Practices, dentists and CECH along with recommendations during March 2011.

· Results to be linked to the New Equality Bill to support providers to be compliant with the bill.

· Discussions to take place with Cheshire ICT relating to e-mailing test results and confidentiality issues.

· To share examples of good practice amongst service providers to give people ideas and support to be able to provide alternative formats for patients.
· To  provide support to GP practices, community dentists and CECH to implement the recommendations of the report.

· To offer training to teams or divisions to ensure staff are aware of how to meet the individual needs of patients.
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         Losing Patients

Accessible information for people Who are visually impaired or blind
The PCT and Cheshire East LINk are working in partnership to carry out a mapping exercise of how Service Providers meet the needs of people who are visually impaired or blind.

Please read the questions below and circle the correct answer or write your answer in the space provided.  The results will be used to form a picture of services for people with visual impairments in Central and Eastern Cheshire.  All surveys to be completed and returned before the 29th of October 2010 to Stephanie Lawley Equality and Diversity Manager at Stephanie.Lawley@cecpct.nhs.uk.

1.
Are people asked what in what format they would like information? i.e. leaflets, posters, test results etc.



Yes





No

2.
If you are told a person is visually impaired or blind where do you store

this information?

3.
 Have you ever provided information in an alternative format?



Yes





No.


If yes please state what and when .                                                             .
           .                                                                                                                    .
4. 
Do you provide test results/information in different formats?



Yes





No.


If yes please state                                                                                        .
5.
If a person is visually impaired or blind and is referred for an appointment to a hospital or local clinic do you include this information in the referral letter? 



Yes





No.

6.
 How would you provide information in large print?


.                                                                                                                    .

.                                                                                                                    .
7.
How would you provide information in Braille, who would you contact etc?


.                                                                                                                    .

.                                                                                                                    .
8.
Would it be possible to e-mail test results to a patient?



Yes





No.


If No,  why not?______________________________________________

9.
Have you ever e-mailed test results to patients ?



Yes





No.


If yes when and what were the results for i.e. blood test, cancer smear etc.

__________________________________________________________

10.
How do you call patients for their appointments in the surgery/ clinics?


Bearing in mind that a person with a  visually impaired will not be able to read   an electronic 
notice or perhaps find their way to the consulting room.


____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

11.
Please tell us about your experiences of providing information for people with visual impairments


.                                                                                                                   .


.                                                                                                                   .

.









         .

12.
Please tell us about your examples of good practice. You may wish to attach or embed  documents as evidence.


.








__________ 

_______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
All surveys to be completed and returned before the 29th of October 2010 to Stephanie Lawley Equality and Diversity Manager at Stephanie.Lawley@cecpct.nhs.uk.
Appendix two

Analysis of results – GPs
Fifty two Questionnaires were sent out to GP practices in Central and Eastern Cheshire.  Thirty two were completed and returned.  A 66% response rate.

One Questionnaire completed and returned from community dentists.

Q1– Are people asked what format they would like the information in?


Yes 18%

No 82%
Respondents who stated no they did not ask people about alternative formats but explained that:-

Different formats were available if required.

If the patient had visual difficulties then this would be addressed at the point of notification.

Q2– If you are told a person is visually impaired or blind where do you store 

                           this information?

· On patients confidential medical history form (paper based) and on the 
· SOEL dental data system (computer).

· Read code on computer.

· On their medical records.

· Registered blind always recorded.

· On Emis and medical records.

· On the Clinical Summary record.

· On an alert on the patient records which comes on the screen the minute you put in their name.

· Paper records and computer records.

· On the clinical system as an active point of information.
· On the Clinical Computer System (as an alert so that each time the patient contacts the surgery, a message stating patient visually impaired or blind would be displayed).

· This information is put on the patients electronic medical record as ‘an alert’, so each time the patients record is entered, a marker flashes up for the clinician to go and verbally call for the patient and escort to the consulting room –‘Weaver Vale.’

Stored on notes  
 Yes 48%

                             
  No 39%

Stored on ICT system  Yes 54%


                          No 18%  
Q3– Have you ever provided information in an alternative format?


Yes 21% 

No  79%.
· The door signs detailing consulting rooms have Brail options on them.

· All practice publications are available in large print if required.

· Patents are called into the doctor over a speaker system.

· Large format leaflet.

· Practice leaflet.

· Verbally and in Braille.

· Currently have the practice leaflet produced on CD for the blind and partially sighted.  This service has been provided by local RNIB office.  ‘Lawton House Surgery’ – 
Printed off in larger print after discussion with the patient – dental service.

4) Do you provide any test results / information in different formats?

30% Yes

70% No.

Of those who responded Yes the comments included:-

· Test results and clinical important information can be given over the telephone or face to face by the doctor or nurse.

· Telephone, letter, text if patients ask.

· Verbally or printed.

· Leaflets have been  produced in large formats.

· If required – Verbal and written.

· In writing / during discussion either at face to face or telephone consultation, provide the patient with a printed copy of their results.

Of those who responded No comments included:-

Not been requested.

5) If a person is visually impaired or blind and is referred to a hospital or local clinic do you include this information in the referral letter?



91% Yes

9% No.

Yes – All such relevant information would be included as a matter of course.

6) Do you provide information in large print?



70% Yes

20% No

10% Not  Sure.

A number would contact Iris in Crewe.

Practice would use large font.

Enlarge information on photocopier.

This would be individually typed by the Practice Manager or Secretary in Large Font.

Use larger Sans Serif fonts in a letter.

A number of practices were unsure what to do.

One practice would contact the ‘RNID’.

7) How would you provide information in Braille, who would you contact?



70% Yes

30% No.

Of those practices who responded yes, a large number would contact Iris Vision in Crewe and others would contact the Pct for information.

One practice would contact the RNID (Royal National Institute for the Deaf).

8) Would it be possible to e-mail test results to a patient?



40% Yes

60% No.

Of those who responded no, the reasons included :-

· The GPs have some concerns about sending information out to a non nhs address as the information will not be encrypted as nhs.net to nhs.net.  Errors in typing up e-mail address could easily be made resulting in results going to the wrong person.

· Confidentiality, patient information only sent via secure network.

No we do not hold e-mail addresses of all patients but if specifically asked we would do so.

· No facility and not secure data.

· NHS code of connectivity (confidentiality nhs net).

No not a feature available in Emis
· No secure network unless using NHS net accounts.

· Information Governance reasons – not secure nor confidential.

· Patient confidentiality.

· Would be connected to send patient identifiable information to an address which is not an nhs.net address (cold call regulations).

· Yes – but only with the patient’s consent and on the understanding that if an e-mail went astray they would not hold a partner responsible.

· Yes – with patient consent.

· Yes.  Blood test, Cervical Smear test – Cumberland House, (Waters Green).

· Yes.  Blood test, Cervical Smear test – Wilmslow.

10) How do you call patients for their appointments in the Surgery / Clinic?

· Patients are called via a speaker system.  The reception staff tend to know those patients who are blind or who have a severe visual impairment and offer to guide them to the consulting room.  GPs tend to guide such patients back to the waiting room when the consultation is finished.

· If a patient is visually impaired, then the receptionist will inform them when they are called or the GP comes out into the waiting room and calls them in.

· The receptionist sits the patient near to the desk and then tells them personally when they are called aiding them if necessary.

· The receptionist will inform the patient when their name is called.  They will assist the patient with access to the appropriate consulting room.

· Reception staff put messages on clinicians appointment screen indicating the patient was in the waiting room and either clinician or reception staff would collect the patient from the waiting room and take them to the appropriate consulting room.

11) Please tell us your experience of providing information for people with visual 

      impairments.

RNIB leaflet: Detailing helpline telephone number and e-mail opti-call Eyecare@Home leaflet – Home eye examination.

        ‘We do not have much experience of this as we only have a couple of patients that we are aware of with visual impairments.’

Some held no experience of providing information for people with visual impairments.

‘There was no problem and little cost involved in using the RNIB Service for transposing our practice leaflet on to the CD’ – Lawton House – Congleton.

‘Some difficulty, but we have always managed to provide care with an appropriate level of confidentiality and information exchange.’

Large print leaflets available on request.

We have sent letters to patients in large print.

Registered patients with visual impairments do tend to be know to the practice staff and we deal with them on a one to one basis.

‘I have a friend who is registered blind and has an assistance dog.  I realise that by being with her that we need more help with information.  I have noticed that only the odd chemist and hospital actually have the medication in Braille and often the medication feels different because different chemists provide generics from different companies.’  Watling Practice.

Information leaflets are available in Braille from Cecpct.  The contact numbers will be given to the patient by the receptionist.

12). Please tell us your experiences of good practice.

Waters Green Medical Centre operates a volunteering programme to support anyone with various types of needs to easily / readily access services within the building and Practices.

Waters Green Medical Centre’s Strategic Development Manager is an Associate Member of the Disability Information Bureau.  Practice Signage is tactile and in Braille.

New practice questionnaires ask if the individual has any loss of vision.

‘We have a number of patients with assistance dogs.  We sit with the patients if necessary and tell them when the doctor calls them in.  We also provide a delivery service for repeat prescriptions or medication as we are a dispensing practice and have this facility.’  Watling Practice – Northwich.

‘All reception staff receptive and aware of patient disability.’

‘We have a volunteering programme –‘Friends of Waters Green’ which provides an invaluable service to support people with many needs to access services within the Medical Centre.  The signage within Cumberland House is tactile for people with visual impairments’ Cumberland House.

Practice leaflets can be made available when requested.  We have not had any requests for information in Braille but would if we needed to.  Reception staff are aware of the need to support people with disabilities.

‘Guide dogs welcome in all clinical buildings (dentists).’

‘We just deal with ‘disabilities’ as ‘part and parcel of the day.  We deal with many and varied patients with any, many and varied chronic conditions and disabilities.  We treat patients as individuals and recognise one size does not fit all.’  Lawton House Congleton.

‘One of our practice nurses volunteers and helps with the production of the talking newspaper and as such we are aware of the Service and can promote it to patients.’  Lawton House Congleton.

‘Waters Green Show a collective approach in promoting Equality and Diversity.  We have a volunteer programme with an ambassador service to support people with any needs to access our services.’

Conclusions
The research shows some practices have some examples of good practice.  Some have developed information leaflets and CDs in different formats.  Some are aware of how to obtain Braille and large print leaflets, others demonstrate gaps in knowledge.

· There is a need for all practices to be aware of how to obtain information in large print, Braille and different formats.

· The examples of good practice including the volunteer Ambassador programme and DIB associate manager, CD and close links with specialist organisations including diabetes UK and the British lung foundation are all examples of good practice and should be shared across the PCT.
Apendix Three

Mid Cheshire Hospitals Foundation Trust – Analysis
Mid Cheshire Hospitals Foundation Trust completed and returned three Questionnaires from three separate areas were completed including:-

· Equality and Diversity.

· Out patients.

· Health records.

Q1. Are people asked in what format they would like the information?

Q2. If you are told a person is visually impaired or blind where do you store 

       this information?

       The patient case note folder has a patient alert holder to collect this      

        information.  It is also stored on the patient administration system 
        electronically.

Q3.  Have you ever provided information in an alternative format?


33% Yes

67% No.

         Information has been provided on cassette to a patient due to undergo

         Surgery.  Information produced in Braille when required for example 
         ‘Welcome to the Ward’ information.

Q4.   Do you provide test results / information in different formats?



      100% No.

Q5
   If a person is visually impaired or blind and is referred for an appointment     

        to the hospital do you include this information on the referral letter?

This question is not applicable to or area, but we do take receipt of the referral letters from GP practices and it would be beneficial to have an area near to the demographic information for collection of disability information.  If such information is in the body of the letter the administrative staff do not read this part of the letter.  Needs to be more clearly defined by the addressee, DOB etc.

Information for patients leaflet invites patients to let us know of their communication needs.  If they cannot read this bit – how can they let people know?
Q6 How would you provide information in large print?


100 % responded yes what?
The outpatients leaflet can be produced in different formats by contacting PALS.

All letters are typed in type size twelve and Ophthalmology patient’s letters are in different type sizes.

Any documentation can be provided in large print or different formats if required.

The Trust Readers Panel includes a patient with a visual impairment.

Q7 Do you know who to contact for information in Braille?


100% Yes – PALS team.

Q8 Would it be possible to e-mail test results to a patient?


100% responded No.
This is not normal custom and practice at present. I am not sure that some test results in their current format would be understood by patients either with or without a disability.  Results normally go to GP.

Q9. Have you ever e-mailed test results to patients?



        100 % responded No.

Q10 How do you call patients for their appointments in the surgery clinics ?                              

At the main outpatient reception desk the patients book in and the  

hostess is then informed by the receptionist about the patient’s disability and the hostess will then escort the patient to the clinic  area.  The hostess will then inform the nurse in the clinic area of the patient’s disability.

Pagers have recently been introduced that include a vibrate mode.    These are used to alert patients that their appointment is ready to begin.

In Children’s out-patients the patients booked in at the desk and Consultant / Registrar walks into the play area and calls the child’s name

Q12 Please tell us your examples of good practice.

All leaflets available in different formats as described.

Pager system in place.

The Trust is currently undergoing a Disability Access Audit for all public areas.  This will enable us to produce a priority action list.

Information about Iris is displayed in the Eye Care Centre.

Iris volunteers on site in Eye Care Centre, three days a week, including AMD clinic.

Eye care staff will escort / assist patients as necessary.

Eye Care Centre has partnership working with other organisations to support patients with visual impairment.

Black and Yellow signs in Eye Care Centre.

Appendix Four

                                                  Analysis of results ECHT
At the end of September Questionnaires were sent out to East Cheshire Hospitals Trust.  The Equality Lead at East Cheshire Hospital Trust completed the questionnaires and returned them with Supporting information and an action plan.

Q1 Are people asked what format they would like information in?



   100% responded No.

This was qualified with the following answer:-

This varies between departments.  In the Cancer Resource Centre (CRC) it is normally asked, also in Outpatients if they are known visually impaired patients.

In physio and other areas, patients are not always asked as a general rule however, many staff would do this.

Q2  If you are told a person is visually impaired or blind where do you store this information?

In all cases, in the patient’s notes.  The notes have an alert sheet to record any issues /disabilities and equipment / help / support required.  There is also an alert to the CRIS, computerised patient record system where such information can be stored.  It can also be stored in  the PAS system.  The medical staff record this information on the front of their notes.

Q3Have you ever provided information in an alternative format?

Yes the Trust does this on a regular basis.

Examples included:- Cancer Resource Centre has audio tapes available stored in the Cancer Centre of different disease groups and has DVD’s about chemotherapy treatment as appropriate.

Ophthalmology – produce a range of audio CDs for example Post Cataract surgery. Large print is always available via the print room or by blowing up on the photocopier in departments.

Large print / CDs / Tapes always available for consultations, reports etc.

Patient menus in larger clearer print.

Q4 Do you provide test results or other information in different formats?

In some departments if requested.

Q5If a person is visually impaired or blind and is referred for an appointment       

 to your hospital or local clinic do you include this information in the                          referral letter?

100% responded Yes.

Q6 How would you provide information in large print?

Large print copies are available from our Print room at the Trust.  All trust leaflets are available in large print.

Macmillan Cancer Support have large print copies of all titles.  Some departments blow up information to a bigger size on the photocopier.

Patient appointment letters are available in large print and leaflets are available in Braille within the Outpatients Department.

Out of Hour Service would provide verbal instructions.  Verbal instructions would be given.

Q7 How would you provide information in Braille?  Who would you 

                            contact etc?

All departments follow Trust policy and guidelines where it indicates how to get 

information in alternative formats.

Q8 Would it be possible to e-mail test results to a patient?

No.  The out patient department does have a patient e-mail line set up for cancelling / amending / arranging appointments.  However, test results are not sent via this method as it may not be secure.  Also the Trust would not give bad news about results via e-mail.

The Cancer Resource Centre responded as follows:-

We would not be sure of the level of security this would provide with such confidential information.

Q9  Have you e-mailed test results to patients?

No.

Q10 How do you call patients for appointments in the surgery / clinic?  Bearing 

in mind that a person with a visual impairment will not be able to read an electronic notice or perhaps find their way to the consulting room.

Cancer Resource Centre patients are called to the clinic in the normal way, but if they have any visual or hearing impairments they are also given a flashing / vibrating coaster.  If their appointment is due, the coaster flashes (for those hard of hearing) and vibrates (for those visually impaired).  These coasters are in use in outpatients, Cancer Resource Centre, endoscope and treatment unit.

Out patients – Call patients through to clinic etc using their full name, this avoids confusion when busy.  Should the patient require assistance, this is given as appropriate by the nurse calling the patient.  Coasters in use.

Appendix Five

Cheshire and Wirral Partnership – Analysis
Six responses were received from CWP from the staff based at a number of different locations employed by CWP.

Q1.  Are people asked what format they would like the information in?




70% Yes


30% No.


Not routinely by post although if a Service user highlighted a need we would address the issue in a way that was most appropriate to meet the individual’s needs.

Q2.  If you are told a person is visually impaired or blind where do you store 

        this information?


50% not applicable 

 34% Yes

16% No.

· On the front of Care notes highlighted.

· Electronic case file.

· On the Electronic Care record – Case notes.

· Information would be shared as an alert on clinical notes / triage 

assessment.

Q3. Have you ever provided information in an alternative format?



70% Yes


30% No.

Our service is a Learning Disability Service; the primary diagnosis of all our service users is a learning disability.  We provide ‘easy read’ letters and leaflets and also offer leaflets in Braille.

Large print self help information have been provided to clients where appropriate, also information on tape or CDs.  Also had some information translated into moon for a client with diabetes that could not use Braille.  – Bowmere Hospital.

We provide ‘easy read’ letters and leaflets and also offer leaflets in Braille and information in a large print size.

Q4.  Do you provide any test results / information in different formats?




70% Yes


30% No.

We provide information in a variety of formats depending on assessed communication needs.  This may include One to One sessions, discussions, feedback or carers or letters in ‘Easy read’ format which includes large print and pictures.  We do not routinely deliver test results to service users.

PCMHT service opt in leaflet is available in Braille, large print, audio versions and a telephone number is available to call for information also.  We do not promote test results but we do provide clients with copies of assessment and discharge letters which can be provided in Braille or they can be read out to the client by the clinician.

A large proportion of the self help information we use is available in large print, Braille or audio versions.

If highlighted by a Service users that they required information in a different format we would provide information in a suitable format for the individual i.e. verbally, large print, Braille.

Q5. If a person is visually impaired or blind and is referred for an appointment to a hospital or local clinic do you include this information in the referral letter?




70% Yes


30% No.

· Would do if support is needed with the consent of the client.

· Not happened before.

Q6. How would you provide information in large print?

Information would be typed by the service in a font size requested by the service users.

Letters and leaflets are provided in ‘easy read’ formats which include large print and pictures.

If a client with a visual impairment is referred to our service we would telephone them to arrange appointments rather then write to them.

Following consultation with the client about preference we can:-

  Adapt letters to large print.

  Electronic versions of Self Help are printed off as required

Q7. How would you provide information in Braille?  Who would you contact etc?


Royal National Institute for the Blind.

We would ask the client who they usually use for information or contact CWP Communications team / PALS or organisations like the RNIB.

E – mail to info@cwp.nhs.uk.

I would contact our PALS department and our communications department for advice.

CWP Trust communications department.

Q8. 
Would it be possible to e-mail test results to a patient?


50% Yes

50% No.

Results would always be discussed personally / face to face with the Service user and trust policy discourages e-mail of confidential information outside of the NHS network.

It is possible to E-mail via an encrypted E-mail – but we do not routinely deliver test results to service users.

 Any psychiatric test results would be discussed with a client face to face.

Q9.
Have you e-mailed test results to patients?


100% responded No.

Q10.
How would you call patients for their appointments in the surgery / clinic?

Reception staff are on hand to guide clients into our waiting area and establish any special need a client may wish the client may have whilst waiting for their appointment.  All clients are met in the waiting area by their therapist and escorted into the therapy room.

Service users with a learning disability and a visual impairment may have further support needs and are often accompanied by a family member or carer to clinic appointments.  If they are unaccompanied their support would be facilitated through the community team.

Service users are called personally by staff from the waiting area and accompanied by a member if staff at all times to the clinic.

Not happened before – Braille signs in clinic.

Q11.
Please tell us about your experiences of providing information for people with visual impairments.


None.

Information is provided to service users on an individual basis depending on service users requirements.

Information has been provided in large font.

We would ensure a professional who knew the service user visited them at home and explained any communications to them and ensured that they understood the contents.

When our hospital was newly built, all door signs included information in Braille.

Q12.
Tell us about your examples of good practice.  You may wish to attach or embed documents as evidence.

One of my staff developed a degenerative sight problem and he was supported throughout by HR and Ward staff until he was found a role he could undertake in a different department.  He is still in our employment and has a guide dog with him on duty each day.

‘Easy read’ and our leaflets are available in Braille.

Appendix  SIX  
 Analysis of results CECH
At the end of September Questionnaires were sent out to all divisions in Cheshire East Community Health.  Sixteen were completed and returned.  A fifty percent response rate.

Q1 Are people asked what format they would like the information in?



25% Yes

75% No.

Yes – Respiratory.

Yes – We have a section in our Assessment relating to learning ability / style (Diabetes).

Yes – DVS about chemotherapy treatment as appropriate.

Q2.If you are told a person is visually impaired or blind where do you store

 this information?

· Adastra system.

· Application form, Primary assessment form.

· On Communication area of assessment.

· On notes. Where possible on  IT system.

· On patient records.

· On front of patient notes.

· On front of record sheet.

· Recorded on the patient held nursing assessment.

· The information is recorded in  the Assessment Part of their Case notes.  We have a section Eye Sight – Diabetes.

· On the outside of our department record card in ‘Other relevant information box’.

· On PAS and on the front of the therapists notes.

Q3 Have you ever provided information in an alternative format?



50% Yes

50% No.

Large print or we phone patients to make an appointment rather than write.

Many of the patient information leaflets can be obtained from the British Lung Foundation in Braille but only on request.  The inhalers also have Braille on them so patients can identify what their treatments are.

Provided written instructions in large print.  Repeat information verbally and the patient repeats to ensure understanding.

Spoken word or printed information to partner.

Pictorial – large Diagrams acting as a visual aid – for those with visual impairment.  I have developed individualised – blood glucose charts to assist people with visual impairment to complete.

I have contacted Diabetes UK to obtain tapes / CD to support education:-

Balance – A bi monthly magazine for people with type one and type two Diabetes.

Understanding Diabetes – for Type One and Type Two Diabetes.

Eating well with Diabetes – for Type One and Type Two Diabetes.

Diabetes Care and you.

We have e-mailed the diabetes diet sheet so the patient can enlarge on her computer.

We have photocopied Large Print versions of the diabetes diet sheet.

We have used the NAGE Eat Well for Diabetes and Eating Well for Older people diet sheets which are available in Large Print versions.

DVS about chemotherapy treatment as appropriate.

Q4
Do you provide test results / information in different formats?



30% Yes

70% No.


Yes
-
In Large Print.


Yes
-
Verbally and written in the patient’s notes.


No
-
Do not provide Test results – District Nursing.


No
-
But would be more than willing to do so if patient stated     preferred format.

Q5 If a person is visually impaired or blind and is referred for an appointment to a hospital or local clinic do you include this information in the referral

                        letter?


45% Yes

55% No.


Yes we would do a part of the patient’s history

Q6 How would you provide information in large print?


75% knew how to
25% did not know how to.

· Handwrite in large print or obtain large printed sheet.

· We could ask the secretaries to do this for us when they are typing up the letters or sending the appointment information out.

· Have ability to print off some of documentation, letters, and information sheets via Service IT Systems.

· If information was held on our service computers we would be able to increase font size.

· We have to writer it by hand in larger font size.

· Contact Diabetes UK.

· If information was held on out service computers we would be able to increase font size.

· Via Print room or OPAS team.

Q 7
How would you provide information in Braille, who would you contact etc?

· Would have to contact our manager.  Contact PPI team.

· Contact our Communication team, but not really sure, there is very limited information circulated.

· Contact our Communication team, but not really sure, there is very limited information circulated.

· Have contacted Blind Society to assist if appropriate.

· Contact British Lung Foundation, the Blind Society, the Ophthalmology nurse specialist of MCHFT, ECHT.

· Would contact PALS for advice.  Would use IRIS for advice.

· Contact translator and ask for help.

Q 8
Would it be possible to e-mail test results to a patient?


15% Yes

85% No.

· No there might be confidentiality issues.  PID (Personal Identifiable Data) can only be sent within NHS through NHS Net – Policy may need to be reviewed to allow this.

· We would not be sure of the level of security this would provide with such confidential information.

· Due to data governance, we are not allowed to send patient information via e-mail as the e-mail will not be secure.

Yes – but cannot be sure of patient confidentiality so we would prefer not to do this.

We do the tests with the patients and they receive the results straight away and the yare put in the patient notes.  Tissue Viability.

Time consuming but I do not see why not with the patient’s permission.

Confidentiality.

Q 9
Have you e-mailed test results to patients?



100% Yes

0% No.

I am aware some services send results via text.

Q 10
How do call patients for their appointments in the surgery / clinics?  

                        Bearing in mind that a person with a visual impairment will not be able to read electronic notice board or perhaps find their way to consulting rooms?

All patients called audibly by name.

Staff at reception would guide the patient then the doctor or nurse would come into the waiting room to call the patient through.

Verbally by name.

The Diabetes specialist nurse will always go out to meet and greet the patient and escort them to their consulting room (whether they have a visual impairment or not).

Q 11
Please tell us about your experiences of providing information for people  with visual impairments.

Not always aware that new patients have. 

Appendix Seven
Loosing Patients

Iris Vision Resource Centre

Crewe
Introduction
During October 2010 Keith Mastin the lead officer at Iris Vision in Crewe, carried out a number of one to one interviews with clients using Iris Services to ask them for comments on the work of the Pct and  other Health Service providers within Cecpct.

Overview
Iris were invited during October 2010 by Central and Eastern Cheshire Pct to gather views and opinions from members about their experiences in accessing written information from primary and secondary health service providers in Central and Eastern Cheshire.

The definition of ‘information’ has been interpreted ‘very widely’, on the premises that whatever the information is about to access it.  The survey is aimed to encapsulate Disability Discrimination Act and the Equality Act.

The definition of information includes advisory information about basic health care issues, such as anti-smoking leaflets, written information given to patients about surgical procedures, letters sent to patients from either Primary or Secondary providers to confirm appointment times, literature accompanying prescribed drugs, and miscellaneous information at its most basic level, such as information about menu options in hospital.

Research was completed using informal interview techniques in order to provide a perspective on this issue that was informal but informed.

Our respondents were unanimous that all was not well within the CECPCT area, and their experiences were closely mirrored those expressed in the earlier RNIB survey by Dr Foster Research.  As with the RNIB research, most of our respondents seemed to be remarkably tolerant and were disinclined to challenge the poor practice they experienced, preferring instead to develop their own coping strategies.  Thus where this was appropriate, spoken information was sought, or carers became essential players in conveying information about medicines or appointment times.  A minority of our respondents used their own equipment to scan letters and other documents to get them screen-read by their computers.

What was very evident and surprising, however, was that the fact and nature of their 

visual disability was either known the health care professionals treating them – their GPs, for example – or was clearly and explicitly communicated at the time of their engagement with health service providers but they were invariably rarely asked whether this required written communications to be transmitted in  other formats.  This is in contrast to the practice with other public or indeed commercial communicators, which offer to make available their written material in other formats.

On the basis of our communications with our members, this failure seems to be endemic, and may reflect a simple lack of awareness amongst health practitioners about the very real barriers imposed by severe sight loss, and the elementary consequences of this.  One of our members, registered blind and an in-patient at a local hospital for a non eye-related condition, for example, was unable to access the hospital meal menu without requesting help from other patients – a distressing but also disempowering experience.  Another, also an in-patient and also known to nursing staff to be registered blind, was never shown how to operate her emergency buzzer, nor to make her own way to the toilets.  These incidents create both anxieties and dependencies, and can be remedied by relatively simple actions.

There is also some evidence to suggest, however, that even health practitioners who are both aware and alert to the needs of patients who have a visual impairment may experience practical difficulties commissioning the production of written material in alternative formats.  One IRIS member was assured that the information she sought would be made available to her in Braille but this was never forthcoming: there was, she was told, a problem ‘getting approval from Finance’ for the necessary expenditure, although written information guides in other languages were readily available.  Our own experiences suggest that this may reflect simple ignorance at the point of demand about who can undertake the work.  In fact many people with a visual impairment can access written material if it was produced in a larger print size, which is easily done from an electronic file.  IRIS itself produces a speedy service for transcribing written text into Braille or audio but this is rarely used.  Nor is the price prohibitive:  this document would cost about £6.00 to produce on an audio tape and £20.00 in Braille.

CONCLUSIONS

IRIS believes that health professionals in the CECPCT area still have some way to go in applying best practice in the provision of accessible information to their customers.  It would encourage the CECPCT to produce a Code of Practice to facilitate this work, and would be happy to collaborate with CECPCT to this end.  It is not clear from our survey that CECPCT is losing patients: however it does seem to be losing the confidence of those with a visual impairment.
Appendix Seven 
Local Patients Focus Group

Session

Disability Information Bureau

13 October 2010 
Members present
9 people attended the session including the DIB (Disability information Bureau) worker and two carers
Focus group session
One respondent who was visually impaired had a daughter who also had a visual impairment.  Both patients at Waters Green in Macclesfield found it very difficult to get into the practice.  Clinics on First Floor, GPs on Second Floor.  Very difficult if you are on your own and have a visual impairment or if you both have one.  Patient felt there were too many services in Waters Green.

Doctors – Not always put on your file or your records that you have a visual impairment.  Some people have specific conditions linked with their visual impairment that is not always recorded on their notes and constantly patient felt they had to tell the Doctor they had a visual condition as it may effect the treatment given.

At Broken Cross GPs come out to patient.  Members felt this was a good idea.

Participants stated cases of where they had tried to find a doctor in the room given i.e. Room Six and had gone in the wrong direction.
Some respondents felt people with visual impairment need to be led to the GP others however this received mixed reactions.  Some agreed others disagreed.  This was down to individual preference.
Intercoms at practices were often very muffled.  When the doctors are busy you can easily miss your name and your appointment.

At the Blood Clinic there is a number system which respondents felt was good.  You give your name in at the desk.  At the Warfrin Clinic they come out and get you.  Many respondents felt this was much better.

One young man attended an appointment with his dad.  He felt that the doctor spoke to his dad rather than to him as patient.  He felt very frustrated and ignored by the doctor.

 Appointment times
Respondents  complained about long waits (several weeks) for blood tests, to see a GP and also problems making appointments in advance.  Respondents had experienced problems trying to book regular appointments i.e. to see the GP once a month.
Some had received reminders about appointments via mobile phone or a message left at home.  Many felt this was good as it just acted as a reminder.

Hospitals
Respondents discussed three main hospitals East Cheshire Hospital (Macclesfield District General Hospital).

Manchester Eye Hospital.

Hope Hospital (Salford).
Overall comments about the hospitals included:-

· Parking very difficult.  No allowances for disabled people.

· Signs in  hospital often difficult to read.  Often lit in bright colours.  This is very difficult to read for some people with some conditions.

· Some hospitals have signs that you touch that speak to you and let you know the answer.

· Some hospitals need more volunteers at the help desk to guide people around.

Manchester Royal Eye Hospital
Several respondents had asked to try to get a number of appointments at the hospital on the same day.  More joined up thinking and working between the different departments.  One man had been given three different appointment dates for three separate clinics.  He felt that at least two of the appointments could have been on the same day.

Respondents also felt appointments could be at ‘reasonable times.’  One man travelled from Macclesfield to Manchester on the train but was expected to be at the clinic for eight o’clock.  He had to leave home at half past six to catch a bus, train, bus and walk to make the appointment for eight o’clock.
Manchester Eye Hospital send out standard appointment letters, small font.  Respondent was not able to read.  The hospital are aware that the person has a visual impairment, yet still send out a letter with a small font style.

East Cheshire Hospital
Respondents felt printed letters were very poor.  Too much information on one letter.  Respondents felt they would like key information in large print.  This key information would be: time , day, hospital.

Many respondents had had to ask people to read letter for them.  This had been  done by  partners, carers and neighbours.

Wards
Respondents expressed concern about being on the ward.  Several had ‘lost their beds’.  Some felt it would be useful to visit the ward in advance so they would know what it was like and could be guided round.  Some flexibility is needed with carer times for people with visual impairment.  The carers can support the patient.  Could carers be allowed in more?  Could there be carer facilities.

· At ECHT ‘Red Tray Scheme’ where people who need assistance with their meals are served on red trays, to ensure the patients needs are highlighted to nursing staff and volunteers.

· Respondents requested that

· People serving meal let the patient know the meal has arrived.

· Menus are read out to patients not just left on the side or that menus are available in large print and Braille.

· Praise was given to volunteers at Macclesfield Hospital.  A number of respondents had received treatment at the hospital and had received a lot of support from volunteers.
Dentists
Respondents felt that Dentists were more aware of patients’ individual needs than GPs.  Dentists were more user friendly.  More aware of person’s disability.

Home Visits
Respondents expressed concerns about ‘Home Visits’ especially for people who are blind or who are visually impaired.  How does the service let the person know that they are coming?  What happens if a person cannot see or read an ID card?

Could the service phone the patient and give the name of the person who would be attending?

Screening
One respondent had been for a mammogram.  She attended with her husband he had escorted her into the room for privacy and dignity reasons he was asked to sit in a cubical near the mamogram machine. He could hear everything said to his wife. He was rather concerned due to confidentiality issues.
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