Losing patients resource pack
Our latest research shows health information provided by the NHS is not accessible. From appointment letters to test results and medicine warnings, blind and partially sighted people lose out on getting this vital information in a format they can read. 
Those of us who regularly get our health information in a format we cannot read have a simple task – to tell the NHS services we use that we need accessible information. 
This short resource pack gives individuals and campaigners the information and tools to do this.

Low demand?
Healthcare providers and policy makers have said that there is little demand for accessible formats. Our research backs this up but also reveals important reasons why. 

Out of the 97 per cent of blind or partially sighted people who felt accessible information was important, only five per cent said they routinely requested it. This can be explained by other findings. Almost half of all respondents said obtaining accessible formats took too much trouble and over sixty per cent didn't know accessible information was their legal right.

How to use this pack

Losing patients is our new campaign to empower blind and partially sighted people to secure accessible information from the NHS. We've developed this resource pack to give individuals and campaigners the information and tools they need to be able to do this. The pack is divided into four sections. It's based on a set of steps. These steps are easy to remember because the first letter of each step goes together to spell the word NURSE. The NURSE checklist helps us take action in an effective way.
Section 1: N
N of the NURSE checklist stands for Notify service providers of your needs. You will find a preformatted letter included in your resource pack for you to send to your GP, clinic or health provider. This is the most important tool in your resource pack. If you only do one thing – please use it to tell your GP and hospital clinic what format you need to read. This is your vote for accessible information – the more votes that people make the more service providers know there is a real demand for it. 
Section 2: U and R
U and R are for Understand your Rights. This section explains the key elements of the Disability Discrimination Acts that relate to your right to be given accessible information. If your GP or hospital clinic refuse to supply you with your required reading format, then this section empowers you to remind them of their duty and take appropriate action.
Section 3: S and E
S and E stand for Say and Engage. It's all about you having your say by engaging with local groups that represent patient interests to healthcare providers. This section outlines the opportunities open to you to influence the decision makers who run your local healthcare services.

Section 4:

This is the resource section with key contacts and sources of further information. It is especially useful for individuals and campaigners who want to take further action to support the campaign to end the injustice of inaccessible health information for blind and partially sighted people.
Section 1: Notify your health provider
The text printed below is enclosed in this resource pack as a letter. This is your tool to help you formally notify your GP, hospital clinic or other NHS service of your required reading format.

On the other side of the letter is information for health professionals. It aims to inform them of their obligation to provide accessible information under the Disability Discrimination Act 1995 (as amended) and Disability Equality Duty 2006. 
Many of us won't be print readers and will have to get a sighted person to assist us in filling the marked form fields on the notify letter. This compromise is made because the notify letter is aimed at healthcare professionals and NHS managers, of whom the vast majority are print readers and will respond more readily to this format than other formats. This will help to maximise your chances that your request will be processed without delays.

If you need help filling in the letter, please contact your local society or your RNIB regional campaigns officer (RCO). We're really keen to build up a picture of where people are taking action by requesting accessible health information. Please let your RCO know when you've sent your notification letter to your GP or local hospital, or contact your RCO for more pre-formatted notification letters. Contact details for RNIB staff can be found at the back of this resource pack. 
The text of the letter now follows:
My address:

Name of Doctor:

Address

Address

Address

City

Postcode

Date:

Dear Sir or Madam,

I am vision impaired and cannot read ordinary print. I wish to receive all written communications in the format highlighted below.  

Please treat my request as applying to all forms of information that your service normally provides to patients in ordinary print and until further notice.

Please ensure my access requirement is recorded on your patient record systems and that staff using these records are enabled to provide me with information in a format that is accessible to me.

I make this request in reference to the Disability Discrimination Act 1995 and Disability Equality Duty 2006. More details overleaf.

My required accessible format is:

Print
14 pt


Print 18 pt


Print 24 pt

braille Grade 1

braille Grade 2



audio
Tape


audio CD

Email
: I give consent for email communication and my address is:
Please confirm (in the format specified above) and within seven days, that my request has been acted upon.

Yours faithfully,

Signature:


Printed name:


Notes on legislation to service providers:

As a service provider within the meaning of section19[2] of the Disability Discrimination Act 1995 (DDA), you have obligations under the Act to, amongst other things, take reasonable steps to provide auxiliary aids and services where this would enable or facilitate the use of your service by a disabled person. 

This includes the provision of information in an accessible format.

In addition, since December 2006, all public authorities including GP services and Hospital trusts have been subject to the Disability Equality Duty. This requires public authorities to have "due regard" to equality outcomes. In particular, public authorities shall (in carrying out its duties) have due regard to the need to eliminate discrimination, promote greater equality of opportunity for disabled people, promote positive attitudes towards, and participation in public life of disabled people and recognise that achieving equality for disabled people will at times require adjustments that will mean treating a disabled person more favourably.
The general Disability Equality Duty requires the Trust to consider disability equality in relation to everything it does. This includes considering the accessibility of all its services to disabled people, including those with a sight loss.  

Section 2: Understand your rights
This briefing provides an introduction to the Disability Discrimination Act and the Disability Equality Duty. It's a short overview which focuses on a number of areas that we think will be of use to you.

The Disability Discrimination Acts 1995
The Disability Discrimination Act (DDA) is designed to promote the rights of disabled people and protect them from less favourable treatment. In particular, the DDA imposes positive obligations on public authorities, such as making changes to accommodate the needs of disabled people.
Who is disabled under the Act?

Anyone who is registered as blind or partially sighted is automatically considered disabled under the Act. Anyone not registered will have to show impairment which has a substantial and long term adverse effect on their ability to see.

Who has to comply with the Act?

Anyone who provides goods or services or performs a public function, whether or not you pay for it. Public authorities are clearly subject to the statutory requirements as are hotels, shops, banks, private sports venues, and transport providers.

What does this mean?

It is unlawful for the service provider to:

· refuse to serve you or offer you a lower standard of service. For example, only supply you with your test results in ordinary print even after you've notified them you cannot read ordinary print and need an alternative format.
· offer you different terms or attach conditions to you receiving a service. For example, a hospital clinic expects you to remember to ring them to find out when your appointment is because they refuse to send you the appointment letter in your required reading format.
A service provider is also required to take reasonable steps to:

· change a practice, policy or procedure which makes it impossible or unreasonably difficult for disabled people to make use of its services. For example, provide someone to assist you to obtain the general health leaflets they display for people to browse in the waiting room, in an accessible format that you can personally read
· provide auxiliary aid or service if it would enable (or make it easier for) disabled people to make use of its services. This is the main provision in terms of accessible information and so is considered in detail below.
In addition, where a physical feature makes it impossible or unreasonably difficult for disabled people to make use of services, a service provider has to take reasonable steps to remove the feature; alter it so that it no longer has that effect; or provide a reasonable means of avoiding it; or provide a reasonable alternative method of making the service available.

More about auxiliary aids

Examples of an auxiliary aid or service which would enable a blind or partially sighted person to more easily access a service would be:

· providing information in another format

· a reader

· accessible websites

· audio description

· information by telephone

"Reasonable steps" 
The trouble with the word "reasonable" is that it means different things to different people. What is reasonable will vary according to:
· the size of the organisation

· the type of service being provided

· how the person's disability affects them in that context
Some of the following factors might be taken into account when considering what is reasonable:

· how practicable/ how disruptive the step would be

· whatever adjustments they have already taken

· how effective the step would be

We think it's reasonable for a GP or hospital to provide letters and test results in large print, audio CD or braille. However, if, for example, a partially sighted patient requests information by email, data protection rules may make it necessary for healthcare professionals to ensure electronic communications are secure. In this instance, it is likely that the patient would first need to give their consent for their patient identifiable data to be sent to their own personal email address.

The Disability Equality Duty (DED)
The DED does not provide people with individual rights. In this way, it is unlike the other provisions of the Disability Discrimination Act, but it is a really important piece of legislation. The DED aims to ensure that equality for disabled people informs everything that the trust does and that these public authorities think in advance about the effect of their decisions and policies. 

Who are public authorities? 

Local authorities, Primary Care Trusts, the police, schools, and courts are all covered by the DDA and the DED. A full list of public authorities can be found at opsi.gov.uk/si/si2005/20052966.htm.

The basic requirement for a public authority when carrying out their functions is to have due regard to do the following:

· promote equality of opportunity between disabled people and other people

· take steps to eliminate discrimination that is unlawful under the Disability Discrimination Act
· eliminate harassment of disabled people that is related to their disability

· promote positive attitudes toward disabled people

· encourage participation by disabled people in public life

· take steps to meet disabled people's needs, even if this requires more favourable treatment.

Disability Equality Schemes (DES)

Each organisation should publish a DES which should set out what they intend to do to promote disability equality and they should involve disabled people in creating this. It should also include details of how they will impact assess their policies to see how they affect disabled people.

Impact Assessment

If a Primary Care Trust intends to introduce a change which may impact on disabled people, they should consider the impact on blind and partially sighted staff and service users. The impact on disabled people of a proposal regarding the introduction of a new IT system, a change of policy on patients who miss appointments or a proposal to withdraw a service should all be impact assessed.
Disability Equality Schemes 

If you are blind or partially sighted, you can get involved in the DED schemes run by your local healthcare providers and Primary Care Trust in the following way:

· make sure that you are involved in the development of the scheme. There is an obligation to involve disabled people in the development of the scheme, and this is an opportunity for you to feed in to and strengthen the scheme
· where a scheme has already been put in place, find out if the authority is going to continue with ongoing involvement, and ask how you can take part in this
· if a decision has been made by an authority which you do not believe shows due regard for the need to promote disability equality, ask for a copy of the disability equality scheme and find out if the issue is addressed in the scheme. Also ask whether they have conducted an impact assessment on the decision, and ask for a copy. If they have not, then they may be open to a judicial review of their actions.

Section 3: Say and engage
There are opportunities to join local groups near you that represent patient interests to healthcare providers. 
· Local Involvement Networks (LINKs) are open to everyone and aim to provide local communities and individuals with the chance to have their say about how local services are planned and run. Joining your local LINK could be a really important way to influence those who make decisions about new or existing services for blind and partially sighted people. To find your local LINK, contact your local authority or telephone the NHS Centre for involvement on 024 7615 0266 or visit the website, nhs.uk and search for "LINKs"
· your local Primary Care Trust (PCT) is responsible for managing the care provided by people you normally see when you first have a health problem, for example, GP, dentist or optician. They also have the power to put in place policies that specifically set out how the health information needs of blind and partially sighted people will be met and can provide, circulate and promote guidance on how to meet the information requirements of blind and partially sighted people, so they are a key public body to try to influence. Your local healthcare provider (hospital) and PCT will have various other groups and committees you may be able to join, such as a patient information group led by the PCT's Patient Involvement Co-ordinator, disability consultation committee or perhaps a visual impairment support group
· your GP practice should have a patient participation group (PPGs) which allows interested patients to be actively involved in the running of their practice on topics such as service provision and local community matters. PPGs have an important role with regard to local authority and public involvement and joining one will allow you to suggest the introduction of new services and improvements to the practice. PPGs are not mandatory, but they are mentioned in the funding incentives for GPs as outlined in the quality outcomes framework (BMA, 2006) for the general medical services (GMS) contract and the health commission recommends that every GP practice be required to set up a PPG group. The PPG should also be supported by, and be part of, the local LINK strengthening the PPG's ability to challenge and contribute to decision-making. Contact your GPs Practice Manager to ask to be part of your PPG
· contact your local healthcare provider or PCT to ask for a copy of their Disability Equality Scheme and find out how you can get involved in developing or contributing to the Scheme – see the section on Understand your Rights in this resource pack for more information.

Your RNIB regional campaigns officer can tell you more about influencing opportunities and how to make the most of them to get accessible health information on to your local agenda. See the campaign resource section for your regional campaign contact details.
Section 4: Campaign resource section
Web-based resources

· rnib.org.uk/losingpatients contains links to all background information and campaign reports and briefings. The link also has a frequently updated list of NHS organisations who are already working for inclusion
· Losing patients is using Twitter. This is a free online service that lets you keep in touch with the campaign through the posting and exchange of short bulletins called "tweets". Join today to get the latest campaign news by following the link from the Losing patients homepage
· for more information about the DDA and DED, see the Equality and Human Rights Commission (formerly Disability Rights Commission) website: equalityhumanrights.com

Campaign briefings and research

· the Losing patients campaign report includes recommendations for health care commissioners and NHS managers
· a short research briefing is also available online
· a short campaign briefing is available for campaign supporters.

Local societies

· Sheffield Royal Society for the Blind and RNIB joined forces to launch "Losing patients" on 17 July. The event marked the start of RNIB working with local associations and campaigners across the country to support blind and partially sighted people to find out about their legal rights in this area and to feel empowered to ask for information in a format they can read. Contact your local society to find out if they would be interested in holding a Losing patients event locally, or if you are part of a local society who is interested in holding your own event on accessible health information and would like some advice, please contact RNIB's campaigns team or one of our regional campaigns officer
· as the campaign develops, the campaign web page will contain updated information about local societies who are supporting their members to take part. 
RNIB campaigns contacts

RNIB campaigns staff are working on the Losing patients campaign at a national and local level. You can contact the national campaigns hotline for general queries and campaign updates. 
You can also contact your regional campaigns officer, who is working with volunteer campaigners and contacts at a local level to support the campaign. Your regional campaigns staff can let you know what's going on in your region, and give advice on how you can develop your own Losing patients campaign where you live.

Campaigns hotline – for general queries and campaign updates: 020 7391 2123; email campaign@rnib.org.uk

Regional campaigns staff

Roy Ruddick, Yorkshire, Humber and North East:
Telephone 0113 239 9410; email roy.ruddick@rnib.org.uk
Tara Melton, South West:
Telephone 0117 934 1707; email tara.melton@rnib.org.uk
Rebecca Swift, West Midlands:
Telephone 0121 665 4260; email rebecca.swift@rnib.org.uk
Lindsay Armstrong, North West:
Telephone 0151 298 3233; email lindsay.armstrong@rnib.org.uk
Richard Holmes, London and South East:
Telephone 020 7391 2112; email richard.holmes@rnib.org.uk
Ruth Stockdale, East Midlands and East:
Telephone 01509 632 403; email ruth.stockdale@rnib.org.uk
Campaign supporters network and Campaign update
Join our Campaign supporters network and you'll receive a Campaign update which currently goes out to all Campaign supporters three times a year and will include stories on how the campaign is progressing at a national and local level.
