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1
Introduction

Basis in policy

In recent years there has been a move in the NHS to improve practice around informed consent. Following a number of scandals in general hospitals attention has been drawn to the need to ensure patients and families are fully informed about treatment and procedures. Practitioners have assumed that getting a signature at the end of a form is the same as obtaining consent. Signing a consent form without understanding the implications of what’s proposed is no longer taken as valid practice. There has been a consequent improvement in the amount and quality of information for patients and service users. 

In Learning Disability services attention has been focussed on simplifying language and explaining things in ways which are relevant to individuals. There is generally an improved culture of openness in the NHS and moves towards greater partnership with patients and service users. The government has issued guidance about copying letters written about them to patients concerned. For our clients, this and other initiatives, (for example the “Your Information; our key to your best health care” leaflet) need more.

Basis in practice

People with learning disabilities may have difficulties with understanding complex language, remembering complex information, and learning new things. All these difficulties are intrinsic to the disability. Modern approaches to support often involve finding ways to alter the environment around a person to compensate or find alternative ways to do something which minimises the adverse impact. For example, if someone has a memory problem current approaches advise writing things down and referring back to this when memory doesn’t work. If someone has difficulty understanding the words we are used to using, we need to change how we communicate. 

Much of the lives of people with learning disabilities have historically been out of their control. As Psychologists, we see the effect of this in people’s self esteem, lack of confidence, depression, anxiety and challenging behaviour. The way we provide psychological help needs to be consistent with maximising someone’s sense of control, involvement, trust and partnership.

Accessible Information has become a topic of growing interest in the last few years. It  includes anything which helps people understand more easily, pictures, sound, simplifying text, handouts, tapes, videos, CDs , multimedia. There is now a website allied to the Valuing People support team passing on good practice. It has recently published good practice guidelines. Other guides and tools exist (see references). This is a good time to look at our own use of accessible information in involving service users in their care.

Local picture

In 2003 the Community Health Trust commissioned the Quest team at the University of Hull to investigate ways to improve the Trust’s involvement of service users in its Learning Disability service. The Quest Team worked with a panel of consultants, all with learning disabilities, who produced a series of recommendations. (Appendix 3)

These recommendations described what should happen at each stage of a person’s care by Learning Disability services to maximise their involvement. The recommendations are very practical and focus on the information practitioners need to give people and the questions they need to ask to ensure someone is treated as a partner in their own care. The Quest recommendations became the starting point for this audit.

This audit was designed to look at how psychologists are using accessible information to help people understand what was being offered to help them. The audit project is designed as a piece of action research. This report describes the baseline measurement.

The next stage will be to develop specific pieces of accessible information identified as needed, involve service users in evaluating these and then re-audit using this questionnaire.

2
Methodology

· Interview development

The 39 recommendations in the Quest guidelines (Appendix 3) were converted into a questionnaire. Questions were grouped under the following headings; consent and best interest; confidentiality; assessment; formulation and care planning; keeping people informed; working with carers; monitoring interventions and reviewing and evaluation. 

· Pilot

The questionnaire was piloted with a small number of interviewees and small changes were made. Quest recommendations 14 and 15 were condensed into one question and recommendation 13 was omitted. (Appendix 2)

· Main study

Five Clinical Psychologists, 2 Psychotherapy specialists working in Learning Disability Psychology and 5 trainee Clinical Psychologists, were interviewed using the questionnaire over the summer in 2004. People indicated whether, for each item, they “did this verbally” or “had used any form of accessible information”. Interviews took from 30 to 90 minutes to complete. Not every practitioner answered every question. For example, trainees on 6 month placement had not been working with clients long enough at the time of interview to have got to the later stages of the care pathway or to have worked specifically with staff groups.

Where practitioners indicated that they had used some form of accessible information, details and examples were collected.

At the end of the interview people were asked to look back at the care pathway and say which areas caused them most concern or were a priority for them for further work.  They were also asked if there were particular pieces of accessible information that they would like help to develop.

3
Results

The following chart shows the variation in the use of accessible information across the care pathway. Usage varied from 100% when explaining the assessment findings or delivering training to carers, to 0% when finding out people’s preferred method of contact.
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Use of Accessible Information

The following graphs illustrate the findings with an interpretation of their meaning:
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Question

Consent and Best Interest


Usage of accessible information in the consent and best interest stage of the care pathway averaged around 50% of practitioners. Rates were higher for letting clients know why they’d been referred and by whom, and for gaining consent before starting an initial assessment. 

Practitioners made it clear that gaining consent was always an ongoing process. People monitored consent at every stage. In some cases, clients had no personal experience of what was being proposed. Saying Yes to please other people is common for clients. There were numerous examples of practitioners working hard to ensure clients could try something and then make their mind up, or change their mind and stop doing something.

“It may be difficult for someone to understand in advance what is being proposed. They may have it explained…used diagrams and so on…and still when it happens it’s a surprise!”

A number of practitioners had prepared simplified written and picture supported descriptions of what was involved in seeing them. These were gone through repeatedly, and left with carers allowing the person with the learning disability and their psychologist to develop a shared means of referring to things. Clients could then point to options or cross them out for example, to indicate “now” or “later”.

“The lady with the ‘private’ sign….she didn’t know what it meant at the beginning, but she does by the end”

Ways of listening to people’s choices about our involvement extended to those people with profound and multiple learning disabilities as well.

“I like people to be able to vote with their feet. I try not to see them in places where they’d be anyway…If I’m seeing them at a day centre, I’ll make sure there’s another room, so they have to want to come into a room to see me”

“If there’s a set number of sessions, we have a bag with objects in it. Each time we have a look and see how many objects are left inside. It gets to mean something as we use it”

The lowest use of accessible information was for question 7, explaining the best interest protocol. Practitioners reported difficulties in people’s understanding of our “best interest” protocol. The low usage of accessible information here seems to reflect a need to be clearer about the concepts. Even here though, some practitioners were using handouts or forms, which can act as a starting point for developing better materials.

Question 5, ‘explaining your job, your formal relationship and how you can help,’ also involved a lower usage of accessible information (25%). Practitioners had difficulty explaining this with concrete examples. This may reflect the paucity of real social relationships in the experience of people with learning disabilities and the lack of distinction between “friends” on one hand, and people who are “friendly” but paid to have a (professional) relationship on the other. 
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Question

Confidentiality


The lowest usage in this area was for question 10, explaining to people that sharing personal details will be on a need to know basis only 17%. Once again practitioners reported that this was a difficult concept to get across to many people with a learning disability as their experience was predominantly of having no control over what people said about them, and to whom. It is important to note that this was one area which people with a learning disability consulted by Quest had a clear view. They wanted their health care staff not to talk about people behind their backs.

Practitioners used accessible information techniques far more for question 11, “checking with the person who they wanted them to talk to”. This was probably easier, because it is in a more concrete form.

Assessment

There was only one question in the final questionnaire about the assessment phase of a care pathway. All but one of the respondents identified accessible information they used to adapt the assessment to a person’s communication ability. 

There were many creative examples of practitioners adapting formal and informal techniques to needs of specific individuals. We also used materials published for this client group, for example the “books without Words” series and materials from BILD. Paper and pens were taken along to almost every situation. It is interesting to note that drawing stick person representations of what is being discussed has recently been referred to as “Graphic facilitation”. This begs the question “Does something from common sense really need a technical name to be taken seriously?”
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Question

Formulation and Care Planning


This stage of the care pathway had some of the highest usages of accessible information. Everyone answering question 15, “How have you explained assessment findings to clients and carers?” had used some form of accessible information to help.
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Question

Keeping People Informed


Question 24 asked “How do you find out people’s preferred method of contact”

Everybody reported only doing this verbally. Practitioners mentioning that they’d tended to assume that letters or phone calls would be acceptable. Others said that they learnt as time went on what worked best for a particular client.

“Some people need a phone call as well as a letter (to remind them about appointments). Maybe we should skip the letter and just phone!”

On the other hand, Question 23 “How do you let people know about visits?” reflected the planned nature of Psychology work; practitioners almost always used some form of hard copy material to confirm arrangements they had made with service users. This is another easy way to give a sense of control and predictability to people’s lives.
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Question

Working with Carers


Not all respondents had delivered formal training to carers. Those who had, showed that they always used handouts or some sort of write up of joint discussions with carers.
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Question

Monitoring Interventions


Question 30 asked about “any special aids when asking clients whether the help being supplied is being effective”. The high use of accessible information contributes to working with clients as partners rather than passive recipients in any intervention. 
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Question

Reviewing and Evaluating


Use of accessible information was high for questions 33 to 37 in the reviewing and evaluating section. Practitioners had used a variety of methods to communicate reports to clients and check if objectives were achieved. Drawings or diagrams done in sessions with clients were sometimes scanned, word processed and laminated to make a durable and important record for a client and carers to keep.

There was a lower use of special material when it came to 38 “seeking permission to share a report on a need to know basis”. This again likely reflects the difficulty in working with an abstract concept such as “need to know” with this client group. Question 39 asked about any accessible ways used to give clients the opportunity to complain. The Family Therapy service had carried out service evaluation interviews. These included visual aids and considerable attention to plain accessible language. Another practitioner referred to a simplified complaints leaflet developed some time ago, but there was no routinely available material to use.

Differences between Practitioners

Different practitioners used accessible information in different amounts.
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Practitioner

Use of Accessible Information by Practitioner


Usage varied from 30% of questions to 77%. The lowest usages were by the 5 trainee clinical psychologists on placement with the service. They had had less time in their careers to build up collections of materials to use and less experience. 

Comments included:

“An example of a first contact letter would have been useful.”

“More handouts…”

“Knowing where to look for ideas…in ‘Child’ there was a library you could look through for ideas before going in to see a child.”

Individual trainees had different approaches to using materials. Some felt more comfortable than others:

“I did lots of visual work with children (on a previous placement) but with adults I’ve been careful not to patronise…you know, by doing ‘cutting and sticking’”

Another comment on this issue was:

“Some people are very aware of the ‘disability’ tag and don’t want anything special...push away the paper and pens…this may handicap the communication but…maybe well produced mainstream stuff would make it clear ‘we use this with everyone”.

Psychologists and psychotherapists within this specialty come from a wide range of theoretical backgrounds and use a variety of therapeutic models. All were happy to adapt methods and materials to take into account people’s different comprehension and expressive abilities.

“’Matching’..it’s about creating a common language. You don’t bring a language with you”

“It’s important not to impose this - but to do what works from meeting that client. It’s important to make sure any monitoring or feedback tool respects people’s models of therapy.”

4
Areas of concern and priorities for practitioners

Carrying out the interviews allowed us all to reflect on our practice and discuss some of the difficulties we encounter. Priorities for further work tended to fall into three main areas, with a number of practitioners sharing similar concerns.

Explaining our role

Practitioners had difficulty in explaining the role of a psychologist,

“Trying to explain who we are, how we fit into the system”

People were also concerned about how to explain what was proposed or the possible implications of psychometric assessment (e.g. IQ measures)>

Consent and Confidentiality

There were issues in this area around explaining psychologists’ stance on confidentiality. People with learning disabilities may have little experience and no expectation of keeping some things private. When working with carers in organisations, we sometimes found that staff hadn’t really understood what we’d been asked to do with them and weren’t consenting. Interventions peter out in these situations.

Explaining therapy and interventions

Explaining what “therapy” is was another concern. Explaining what we’re going to do and why was sometimes difficult.

“For this client with poor verbal skills, they probably had no idea what this is. We come along for six weeks, talk about our deepest, darkest…..and then we’re gone!”

Simplifying feedback

A number of practitioners identified a need to develop skills around simplified reports:

“reports to people…you know, when there is so much information…”

People were interested in creative ways of explaining formulations to clients, and feeding back the results of assessments.

Techniques to use with people with Profound and Multiple Learning Disabilities (PMLD)

Techniques to use with people with PMLD were asked about throughout the questionnaire, not tackled separately. It was clear that practitioners were inclusive in how they worked rather than treating the involvement of client with high support needs as a separate issue. This area was highlighted as one in which people wanted to develop their skills.

“More for interventions with non-verbal clients, ideas around pictures, it’s hard to know what to use when people have no language”

“more on how to communicate with people non-verbally, photos, drawings, signing..”

5
Priorities for improving practice and skills

The last question in the interview asked practitioners if there was a particular piece of accessible information that they would like to work on. The intention is to develop new materials locally to address some of our practical concerns. Fourteen specific projects were identified, some small, some larger scale.

· Dementia - booklets etc to explain the assessment process

· Confidentiality -“a workshop with scenarios, on explaining confidentiality to carers, things to say..”

· A checklist of things we need to have explained to clients (consent, confidentiality, who referred you etc)
· Making the consent form more visual
· A leaflet on what to expect from psychology, for referrers, for clients
“Information about the team and the role of psychology within the team, how we fit into the system"

· Technical help around using pictures in information leaflets etc
· Photos
· An accessible explanation of what therapy is
· Consent to consultation for staff groups
· Accessible reports for clients
· Ways of explaining what people are going to do differently
· A wider range of resources and standard material which could be adapted. A library to refer to, especially for trainees who haven’t had the time to amass materials.
· Working with IT department. Centrally accessible picture banks, templates for forms

6
Conclusion

This clinical audit identified a very wide range of accessible information already in use in the Learning Disability Psychology Service. Our methods and approaches compare very favourably with the examples being publicised and discussed nationally. (See address and resource list at the end of this report)

The audit interviews allowed practitioners to reflect on practice and begin to share examples. A baseline has been established against which practice developments can be re-audited.

7
Recommendations

· Sharing good practice

Findings of this audit will be disseminated to the Trust through Clinical Governance committee.

A fuller exhibition of techniques and ideas in this audit to the specialty is needed. A recent presentation to the Clinical Psychology training course demonstrated to two of us how much material we already have access to. It also showed us that hands on time with material is needed to familiarise us to its possibilities. Sharing our ideas and experience needs to happen regularly, for example through a yearly seminar.

ACTION

Annual seminar to Psychological Services Specialty

TIMETABLE

October 2005

· Organising resources

Resources and resource availability needs to be addressed. The wide variety of materials is at present unorganised; practitioners have access to some material but not others. Material is held in different places. There is a need for something to be done about our access to material and equipment. Any library or resource listing needs to take into consideration the geographical spread of practitioners’ patches.

ACTION

Discuss library and resource listing at specialty “day-out”

TIMETABLE

May 2005

· Trainees’ needs

Resource availability also needs to address the needs of trainees who are on placements for 6 months or less. Supervisors need to facilitate trainees' access to a selection of material quickly and easily. A resource guide would need to be produced and updated regularly.

ACTION

Resource guide to be developed on basis of specialty discussion

TIMETABLE

October2005

· Technical skill development

High quality materials can now be produced using scanning, PCs and laminators. There is a need for staff to continually update their technical skills. Joint work with the IT department would greatly improve the efficiency. 

It may be necessary for the specialty to discuss and evaluate the benefit of non-contact time invested in producing material. It is clear from this audit that practitioners see individually tailoring material as an integral part of their clinical relationship with clients; this is in contrast to moves in other trust etc to delegate the production of accessible information to a specialist. 

ACTION

Brief survey of IT needs of specialty members (leading to joint learning programme with IT department)

TIMETABLE

March 2006

· Taking time

Someone’s learning disability means we must go through things very slowly and systematically. When checking with a client who it was ok for her to talk to, one practitioner described how she went through every topic on a different flipchart with pens and listed all the specific people she might need to talk to about that topic. This illustrates how time consuming gaining fully informed consent can be. The time is well spent if, through this collaboration, real trust, respect and partnership is established. This also illustrates how much easier it is to explain an abstract concept such as “need to know” if we translate it into concrete examples relevant to the particular person we are working with.

ACTION

Build ideas into specialty consent protocol in Operational Policy

TIMETABLE

October 2005

· Clarifying ideas

The audit has highlighted a number of areas where accessible information has not been produced because of a lack of clarity in the concepts involved. The Plain English Campaign has some important points to make about this. Before writing simplified material, we have to convert our technical ideas into people’s everyday language. How does ‘therapy’ make someone better? What do we mean by ‘best interest’? In practice, what is private and what isn’t? We need to take some time to discuss our ideas around these questions so that we can come up with ways to explain the essence of technical ideas.

ACTION

Incorporate 1 issue into annual seminar as action learning

TIMETABLE

October 2005

· Developing new materials

There are a number of practical projects suggested by people surveyed. The specialty will agree which to work on next. Re-audit will then be done and any changes measured. It would be important to involve service users in this stage of the process.

ACTION

Develop priorities and agree support to pursue in specialty meetings

TIMETABLE May 2005
Appendix 1

EXAMPLES

Some materials and techniques lend themselves to use at a number of points in the care pathway. In collecting together the examples of accessible information that Psychology Service staff used, I have grouped them around what they can be used to do, e.g. if you want to find a way to let someone know what to expect, or what’s going on look at the ideas used in the first section. For examples of forms people have used, look at the second and so on.

Publication details of items marked *, can be found in Appendix 4.

Letting people know what to expect

· Client information leaflets.

· Information leaflet for referrers.

· Information leaflet for families and the person referred.

· Laminated photos of the people and places involved.

· Video of what’s involved in coming to Family Therapy.

· Written information about psychotherapy, sent out with appointment letters, etc.

· “Hello, my name is…” - individually tailored sheets with pictures explaining who the psychologist is, etc.

Forms

· Consent form for being videoed.

· Operational policy form for consent (modified).

· Operational policy form for best interest discussions.

Ways of finding things out - in sessions

· Flipchart, paper and pens.

· Collage making, cutting and sticking, pictures from magazines, catalogues, etc.

· “Draw on your emotions” workbook  *

· Magnetic board with various ‘fridge magnets’.

· Line drawings of emotion faces *.

· Selection of action and activity photos *.

· “Without words” series of books *.

· “Your good health” series of books *.

· “Six part story “*.

· Individually tailored ‘worksheets’ (eg “people who make me sad..”).

· Client’s own photo albums.

· Client’s own photo picture book of people, places, likes and dislikes, etc.

· “Mind over mood” workbook *.

· Flowcharts, stick men visual representations of CBT techniques.

· Drawing diaries, visual mood monitoring diaries.

· Modified forms from the Cognitive-Analytical -Therapy Learning Disability special interest group.

· Visual bar graphs and smiley faces for standard psychometric measures, eg Beck Anxiety Inventory.

Explaining what has been found out 

· Picture formulations, flip chart and pens, scanned or word processed.

· Leaflets on dementia from Downs Syndrome Society Scotland *.

· Jointly viewing video tapes (professional editing facilities exist at Hull Royal Hospital and University Clinical Psychology Department)

· Video presentation made with client for family, etc.

· Joint presentation, practitioner and client, to carers.

· Laminated line drawing diagrams of ‘why things go wrong’, for example

· ‘Therapeutic letters’.

· Co-writing reports with service users.

· Tailored report to client and carers explaining the implications of an IQ assessment. 

Alternative accessible reports, as above, also

· Reports on headed paper may be important for the formal status. Going through these, explaining content.

· Reports on headed paper read onto audio tape.

Negotiating what to do next

· Smiley faces (as at motorway service station facilities) for indicating satisfied, unsatisfied, neutral, etc.

· Individually tailored written contract re: expectations of each party.

· Individually tailored written ‘rules’ of sessions.

· “Valuing People “website as a model of good practice for explaining interventions to people.

Working with carers (training etc)

· Prompt sheets with headings, adapted from “CBT in Dementia” *

· Professionally produced videos (eg BBC, see libraries, health promotion, resource source lists).

· Locally made videos, role played and real life with permission.

· “Person centred planning” publication *.

Keeping people informed

· Personal calendars showing series of appointments.

· Different colour coding for different types of session (eg. “finding out”, “‘your time” etc).

· “Photo calendars” showing one face/picture for each planned session.

· Using a real clock in sessions to indicate how much time left, etc.

· Appointment cards (Available Psychology Dept).

· Photo appointment cards.

· Individually tailored appointment letters.

· Photo stickers with appointment letters for personal calendars, diaries, etc.

· Photos on letters.

· Repetitive use of line drawings on letters, summaries.

· Phone call reminders of appointments, etc.

Helping people with PMLD understand what’s going on, consent etc

· Appointments at the same time on the same day.

· Establishing a recognisable routine at the beginning of each session.

· Bag or box of objects brought to each session.

· Repetitive visual cues.

· Photo calendars, crossing out one picture at the end of each session.

· Working in a space the client can safely leave at any time.

· Working in a space a client has to move into to show they want to. 

· Leaving immediately if a client withdraws consent.

Monitoring, reviewing and evaluating work

· Referring back to hard copy material produced earlier.

· Family Therapy ‘clinical sheets’, completed with people at each session.

· Service Users questionnaire (see. Clinical Psychology trainees’ placement based research projects)

· “How I think about myself” feedback form constructed by clients in psychotherapy group, scaled and repeated at various points over time.

· Visual scaling techniques based around “How’s it going” discussion, individually tailored ‘ladders’, ‘journey maps’ etc.

Appendix 2

Questionnaire used in audit of use of accessible information

Appendix 3

Quest Recommendations to Humber Mental Health Teaching NHS Trust on Involving Service users

Appendix 4

LIST OF USEFUL RESOURCES AND ORGANISATIONS

Accessible resources are growing all the time. This can only be a selection. Please also see lists of resources held by the Learning Disability Community Teams compiled by Drew Strawbridge

Items marked with * are referred to in Examples section of report

Accessible Publications

· Draw on your Emotions; creative ways to explore, express and understand important feelings by Phillip Engleheart. 1993 Winslow Press Ltd. Bicester, Oxon

· Colourcards-photographic language cards. Series editor Vanessa Harrison. 2001. Speechmark publishing ltd. Bicester, Oxon

· Change Picture bank – copyright free bank of pictures on CD Rom. Change, 1st Floor, 69-85 Old Street, London EC1V 9HY    Tel:  0171 4902668.

· Your Good Health Series BILD Publications. Kidderminster 1998-2002

· Mind over Mood: a Cognitive Therapy treatment manual for clients by Dennis Greenberger & Christine Padesky. New York. Guildford Press. 1995

· Books Beyond Words series. Jointly published by Royal College of Psychiatrists and St. George's Hospital Medical School

· Understanding Dementia

Understanding growing older - both by Diana Kerr published by Downs Syndrome Scotland

· Plain Facts – magazine and tapes using clear language and pictures to inform people with learning disabilities about issues affecting their day to day lives. Published by Norah Fry Research Centre and distributed by Pavilion Publishing (Brighton) Ltd.

· Mind Reading; the interactive guide to emotions DVD, CD-Rom Cambridge University. Published by Human Emotions Ltd

· ‘Consent. A guide for people with learning disabilities’ Department of Health leaflet (2002). Available free from NHS Response Line - Tel: 08701 555 455 and at www.doh.gov.uk/consent
· Photographic Teaching Pack; A health promotion resource for creating individual teaching packages for people with learning disabilities. Hull and East Riding Community Health NHS Trust (2002).

· ‘Learning Disability and Mental Health; working in partnership with psychiatrists and carers’ – Royal College of Psychiatrists leaflet for carers and other healthcare workers explaining how we can work together around someone’s mental health problem.

· Medication Matters.  

‘My Medication’ 

‘How to make choices about taking medication’. 

 ‘Health and Medicines information’.

Accessible leaflets on understanding psychotropic medication for people with learning disabilities. Available from Norah Fry Research Centre, 3 Priory Road, Bristol  BS8 1TX.

The following examples of documents which have been designed to be accessible to people with learning disabilities are all available to be downloaded from The Foundation for People with Learning Disabilites website at www.learningdisabilites.org.uk/html/content/forum_download_accessible.cfm
· Forms

Complaints leaflet – United Response 6 pages

Event feedback form _ United Response 4 pages

Some things that are important about banks – United Response 17 pages

What do you think? – United Response 2 pages

Working Together – getting about (attendance form) – Westminster Social and Community Services Care Management Team for People with Learning Disabilities 1page

· Invitations

Community Bridge Building in Westminster – Westminster Day and Employment services for people with Learning Disabilites 1 page

Have your Say- Royal Borough of Kensington and Chelsea, Westminster City Council and Kensington, Chelsea and Westminster Health Authority, 3 pages

You are invited to join the Jubilee Picnic – City of Westminster 1 page

· Reports

16-18: Moving to adult services – City of Westminster 2pages

Consultation Draft of Joint Investment Plan for People Who have a Learning Disability – Redcar and Cleveland Learning Disability Partnership Board 8 pages

Getting About: Report of the Working Together Day – Royal Borough of Kensington and Chelsea, Westminster City Council, and Kensington, Chelsea and Westminster Health Authority 2001, 13 pages

Have your say - – Royal Borough of Kensington and Chelsea, Westminster City Council, and Kensington, Chelsea and Westminster Health Authority 2002, 10 pages

Housing and Support plan for People with a Learning Disability:2002-2004 -– Royal Borough of Kensington and Chelsea, Westminster City Council, and Kensington, Chelsea and Westminster Health Authority, 17 pages

Learning Disability Joint Investment Plan 2001-2004 -– Royal Borough of Kensington and Chelsea, Westminster City Council, and Kensington, Chelsea and Westminster Health Authority, 15 pages

Books and Articles about How to make things accessible

· Information for all Guidance -13 sections;

Introduction to the guidance;

Important things to think about;

Working together with your audience;

Information for people with learning disabilities and visual impairments;

Information for people with learning disablities from Black and minority ethnic groups;

Information for people who have high individual communication needs;

Words and language;

Design and layout;

Using pictures;

Using symbols;

Audio;

Video;

Computer based information.

Norah Fry Research Centre, University of Bristol and RNIB Multiple Disability Service. Drawings by Maxine Letham. Design by Karen Gyde and Sue Pirrie. (2004)  Published at www.easyinfo.org.uk
· Let’s make it accessible - improving government information for disabled people by W Gregory. London; Department for Education and Employment/COI Communications (2001).

· Questions to ask the optometrist after the eye test of an adult with learning difficulties or who has no obvious means of communication.  RNIB Focus Fact Sheet  London.  RNIB (2000).

· Pictures of health in community care by G Hopkins. Community Care 2002; July vol 40 pp11-17.

· Accessible health information by L Clark. Liverpool. Central Liverpool Primary Care Trust . (2002)

· Making your website accessible for people with learning difficulties. Mencap 2002 on their website www.mencap.org.uk
· How to use pictures to make your information accessible by Richard West and Saul Reuben. Change. (2004) published on www.easyinfo.org.uk website.

· Writing leaflets for Patients: Guidelines for producing Written Information by J Secker and R Pollard. Edinburgh: Health Education Board for Scotland. (1995)

· Guidelines for producing health information. Centre for health Information quality (2003).  Published at www.hfht.org/chiq/producers_guidelines.htm
· People First. A guide to giving information to people with learning difficulties. London. People first. Undated.

· What makes a good leaflet? Health Promotion England (2002). Published at www.hpe.org.uk/leaflettest.htm
· How to write Plain English. Plain English Campaign (2003). Published at www.plainenglish.co.uk
· Creating a responsive environment for people with profound and multiple learning difficulties by J Ware, London.  David Fulton Publishers Ltd. (1996)

· See what I mean; Guidelines for interpreting communication by people with severe and profound learning disabilities. By N Grove. Kidderminster; BILD/Mencap; (2000)

· Personal Communication passports; guidelines for good practice. By S Millar. Edinburgh; University of Edinburgh Call Centre. (2003)

· Guidelines for giving Information to People with Learning Disabilities. Better Days Project, c/o Skills for People, Key House, Tankerville Place, Jesmond, Newcastle upon Tyne. (2000).

Websites and Organisations concerned with Accessible Information

· www.fairadvice.org.uk – health information materials for people with learning disabilities.

· www.plainlanguagenetwork.org –Site providing free articles contacts etc for plain language

· www.easyinfo.org.uk – website dedicated to passing on good practice around accessible information for people with learning disabilities.

· www.plainenglish.co.uk – excellent advice on getting things jargon free.

· www.callcentrescotland.org.uk – website provides details about how to use communication passports including an introductory paper and examples of passport templates.

· www.acting-up.org.uk – Acting Up has developed ‘multimedia profiling’. Acting up’s Multimedia Profiling supports people to exercise greater control over the planning of their lives and the support they need.

· www.pmldnetwork.org – The PMLD Network is a group of charities, professionals and parents working together to make things better for children and adults with profound and multiple learning Disabilties and their families and carers.

· Clear – 853 Melton Road, Leicester, LE4 8EE. Tel: 0116 2128409 Email jill.eddlestone@clearforall.co.uk - organisation giving training and advice about making sure communication includes everyone.

· People First, Instrument House, 207-215 Kings Cross Road, London WC1X 9D13 Tel: 0171 7136400 – National Organisation of people with learning disabilities. Produce “Access First”.

· www.Oneforus.com – an accessible website for people who have a learning disability. Includes information on advocacy and rights.
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