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Losing Patients

Why are blind and partially sighted people still given health information in print they cannot read?

Executive Summary
The NHS is failing blind and partially sighted people. It is failing them by ignoring their right to confidentiality, their ability to exercise choice and their safety. Strong words, but these are the inevitable consequences of not providing health information in a format that blind and partially sighted people can access themselves.

As new research (done by Dr Foster for RNIB) shows, the failure to provide accessible information is endemic within the NHS. Nearly three quarters (72 per cent) of blind and partially sighted people cannot read the personal health information provided by their GP. A similar proportion does not receive information from their hospital (either as an outpatient (74 per cent) or an inpatient (77 per cent)) in a format they can read themselves. Four out of five blind and partially sighted people cannot access the written information provided about their prescriptions.

The failure to provide health information in a format that the patient can read themselves is unacceptable for five main reasons.

· First, delivering information in inaccessible formats profoundly compromises patient confidentiality. 

· Second, the failure to provide accessible information fundamentally weakens patient choice. To make effective choices patients need access to good quality health information in a format that meets their individual needs.

· Third, the lack of accessible information can compromise safety and lead to problems with adherence to treatment regimes. It is very easy to take the medication unsafely.

· Fourth, inaccessible information causes missed appointments. Over a fifth of respondents (22 per cent) to the Dr Foster survey said that they had missed an appointment due to information being sent in a format they could not read themselves.

· Fifth, the failure to provide information in a format that blind or partially sighted patients can read themselves is likely to be a breach of the Disability Discrimination Act (DDA) 1995 and leaves NHS institutions open to legal challenge. 

Three groups of people in particular need to take urgent action:

· Commissioners and managers: must have a clear policy on meeting the health information needs of blind and partially sighted people, and must contractually oblige service providers to meet these.

· Healthcare professionals: need training about the health information needs of blind and partially sighted people and need to ensure there are clear policies, processes and systems for assessing individual needs and then meeting them.

· Blind and partially sighted people: need to have a greater awareness of the importance of accessible health information for them, and of their legal rights in this area, and to feel empowered to ask for information in the format they can read.

Ten Years on

In 1998, RNIB published a major report on the provision of accessible health information called Ill Informed (RNIB, 1998). Based on surveys of both service users and service providers, it found that the great majority of blind and partially sighted people were not receiving health information in an accessible format. In the case of service providers, the report concluded: “the provision of accessible health information is limited to pockets of good practice. The majority of healthcare purchasers and providers are failing to address the needs of their blind and partially sighted populations.” (p.8) The report went on to make detailed recommendations covering the development of robust accessible information policies, the production of alternative formats, record keeping, staff training and user involvement.

It is a major indictment of the NHS that ten years on little, if anything, has changed. As the new research report by Dr Foster concludes: “It is clear that now, as in 1998, the majority of blind and partially sighted people are not being asked for their individual reading needs and are not receiving health information in accessible formats, let alone their preferred reading formats. The recommendations made in the Ill Informed report have not been implemented."

New research 

RNIB commissioned research in July 2008 to investigate the experiences of 600 blind and partially sighted people across the UK who had used NHS services in the last twelve months. The study also investigated the views of healthcare professionals in both primary and secondary care. The research aimed to determine how widespread the barriers to health information were and what progress had been made to ensure information is accessible.

The study was conducted between July and November 2008 by Dr Foster.  Researchers completed in-depth interviews with 12 blind and partially sighted people.  Additionally, an online discussion forum was held with twelve healthcare professionals and 48 blind and partially sighted people contributed to seven telephone discussion groups, completing the qualitative phase. The quantitative phase comprised a telephone survey of 600 blind and partially sighted people across the UK, 500 healthcare professionals, and a postal survey of UK health boards and Primary care trusts (PCTs).  

Headline research findings 

Virtually all blind and partially sighted people felt it was important for health information to be given in a format they could read themselves and most healthcare professionals agreed. However:

· 95 per cent of blind and partially sighted people said they were not asked by NHS staff what format they required when they were given information.

· 81 per cent said they did not get information about their prescribed medicines, such as dosage instructions and warnings, in a format they could read.

· 72 per cent reported the information they received from their GP was not in an accessible format.

· 22 per cent said they had missed an appointment because the appointment letter was not in an accessible format.

Privacy and independence is lost when personal information is accessed via somebody else:

· Only one per cent of blind and partially sighted people said they wanted written information given via a carer or relative but 28 per cent of health professionals wrongly thought blind and partially sighted people wanted information in this way.

Blind and partially sighted people are not empowered:

· 11 per cent said they did not want to receive information in accessible formats for fear of being labelled as needing special treatment.

· 48 per cent agreed it currently takes too much effort to obtain information in accessible formats.

· 65 per cent had not heard of UK legislation that protects them from discrimination in receiving health information.

· This helps to explain why 95 per cent said they did not always ask for information to be given in accessible formats.

Health professionals are not empowered either. Indeed:

· 73 per cent of healthcare professionals either said their organisation does not have a clear policy on the provision of accessible information or they did not know if it did.

· 71 per cent agreed they lacked sufficient training to provide accessible information.

· 62 per cent said they did not have the means to produce accessible information.

Promoting equal access to information is not monitored nor is it in provider contracts:

in the majority of cases, healthcare providers were not contractually bound by PCTs to promote equal access to health information for blind and partially sighted people.

A mere six per cent of Trusts assessed service providers’ performance against requirements to give accessible information to blind and partially sighted people.

Only 17 per cent of Trusts included requirements to proactively identify blind and partially sighted people, recorded individual reading needs and ensured that staff had visual awareness training.

What blind and partially sighted people need

Respondents who had used GP services were asked for their single preferred format for receiving health information. The most popular formats were large print (36 per cent) audiotape/CD (25 per cent) followed by email (15 per cent) and braille (10 per cent). Only four per cent preferred information face to face from a healthcare professional and just one per cent preferred information over the telephone. Receiving health information via a carer was similarly unpopular, with just one per cent preferring this option.

Time is running out

Healthcare providers and healthcare commissioners must take urgent action to ensure blind and partially sighted people can get the health information they need in the format of their choice.  

Doing nothing is not an option. As this report shows, the failure to provide accessible information compromises patient safety, confidentiality and choice. It also leaves NHS institutions open to legal challenge. After a decade of “constructive engagement” that has seen little or no change, RNIB and its members intend to adopt a much more robust approach. The DDA (and similar legislation in Northern Ireland) gives blind and partially sighted people rights to accessible information which RNIB believes should be used to challenge inaction
Recommendations

Commissioners and managers

Commissioners working for primary care trusts and health boards need to:

· Have a clear policy that specifically sets out how the health information needs of blind and partially sighted people will be met (pan-disability policies are not specific enough to translate into action).

· Contractually oblige service providers to meet the health information needs of blind and partially sighted people and to assess them against specific objectives (e.g. investigating individual access requirements, recording these details on patient information systems and providing appropriate staff training).

· Provide, circulate and promote guidance on how to meet the information requirements of blind and partially sighted people. 

· Improve lines of communication with frontline providers, so that they are aware of policies, processes, systems and support for meeting the health information requirements of blind and partially sighted people.

· Promote proactive provision of accessible health information, rather than relying on blind and partially sighted people to ask for it themselves.

· Promote accessible information as a mainstream element of patient choice rather than a special provision, in order to combat fears about stigmatisation expressed by blind and partially sighted people.

Healthcare professionals

To translate good intentions into action, healthcare professionals need to be empowered to provide information in accessible formats. This means:

· Training them about the health information needs of blind and partially sighted people and the consequences of inaccessible information.

· Ensuring there are clear policies, processes and systems for assessing individual needs and then meeting them.

· Ensuring there are clear routes for obtaining the resources needed to provide accessible information.

· Dispelling myths about the health information requirements and preferences of blind and partially sighted people.

All healthcare professionals need to carry out individual needs assessments, to record individual reading requirements and to ensure that accessible information is delivered by implementing systems and planning resources. For example, this may mean:

· In GP practices, carrying out a needs assessment upon registration of any new blind or partially sighted patient, logging their needs on internal computer systems, and ensuring that there is an electronic prompt to consider health information needs whenever a patient’s file is opened or a referral is being made.

Blind and partially sighted people

· Blind and partially sighted people need to be facilitated in making the link between accessible information and the ability to make personal and confidential decisions to manage their health.

· There is a need to raise awareness of the full range of different accessible formats so that blind and partially sighted people can make an informed decision about which formats best meet their health information needs. There is a particular need to raise awareness among people who are over 60, have been diagnosed with their sight condition more recently, are partially sighted, are from lower socioeconomic groups or who are not in work.

· Blind and partially sighted people should be facilitated in understanding the importance of asking for accessible formats as a way of challenging healthcare professionals’ assumptions about their health information requirements. They should be given practical support in asking for health information in accessible formats.

· There is a need to raise awareness of legislation designed to protect blind and partially sighted people’s rights. Women, people not in work or from lower socioeconomic groups or aged over 60 require particular attention, since awareness is lower among these groups.

Losing out on personal health information

Giving personal health information in standard print to blind and partially sighted people does not make sense. This common yet illogical practice has direct impacts on the ability of a person with a sight impairment to manage their own health affairs effectively.  

Blind and partially sighted people routinely face a stark choice – either compromise their right to privacy by asking someone else to read personal health information out loud or give up their fundamental right to read and lose out on health information altogether.

The needs of patients who speak other languages are already taken seriously. However, the same cannot be said for patients who cannot see to read standard print. For example, the Quality Outcomes Framework (QOF) includes specific targets on recording a patient's language needs. There are no such specifications in QOF for recording whether a patient cannot read standard print and needs a different format such as large print, audio or braille. 

The idea of a child having to read private health information out loud to their parent, who does not speak English, is now thankfully becoming unacceptable. It is a sad fact that the rights and dignity of blind and partially sighted people have been overlooked.  

Losing out on general health information

General health information, such as that distributed by GP surgeries and clinics, is also vitally important. This ranges from public health notices such as the recent Swine Flu national leaflet campaign, to guides on managing a health condition and on how to stop smoking. 

Less than seven per cent of health information leaflets reviewed by RNIB explicitly stated they were available in accessible formats. This small proportion of leaflets was produced by the government or NHS. No pharmacies, health charities, governing bodies, private healthcare providers, or pharmaceutical/health supplies companies indicated that they provided their information in accessible formats. Online access to leaflets was rarely promoted despite being available in some cases. The RNIB "Health Leaflet Review July 2008" collected and reviewed health-related information leaflets from a range of distributors to determine how many offered the information in accessible formats.

The Disability Discrimination Act 2005

The Disability Discrimination Act 2005 (and similar but separate legislation in Northern Ireland) established a Disability Equality Duty, which requires all public bodies to:

· Promote equality of opportunity between disabled and non-disabled service users.

· Take steps to take account of disabled persons’ disabilities, even where that involves treating them more favourably than non-disabled people.

Health organisations are therefore under a legal obligation to promote equal access to health information and to tackle discrimination against blind and partially sighted people in the provision of health information.  

Pan-disability action plans have failed to work 

Under the disability discrimination legislation, public bodies also have a duty to produce and publish a disability equality scheme and action plan setting out how the organisation will promote disability equality. 

The majority of primary care trusts and local health boards surveyed in this research had no explicit policy promoting equal access to health information for blind and partially sighted people. Most were pan-disability equality schemes that make general commitments. RNIB is concerned by such schemes because while they satisfy the requirement to have a scheme in place, in practice they have had no obvious or measurable effect.

IT systems are inadequate

Progress towards an inclusive health service cannot be made without IT systems being capable of supporting the change.

Time and time again, RNIB is told by NHS managers and healthcare professionals that the computer system they use cannot support them in delivering accessible information to their patients. 

Computer systems are created by people and ultimately their design reflects what those people programmed the system to do. All IT systems used by providers of NHS services must be capable of logging a patient's communications needs. They should prompt staff users to consider health information needs whenever a patient’s file is opened or a referral is being made. 

Likewise, IT systems that are used in the production of health information, from appointment letters to test results and general information leaflets, must be capable of producing materials that meet patient needs. Systems that are only capable of producing ordinary print should be deemed inadequate given that patients clearly need and want larger print as well as documents in different formats.

“It’s not my job”

Shifting responsibility for making your service accessible onto visually impaired patients or onto another service is also not acceptable. An example of this is where a hospital advises their blind and partially sighted patients to find out for themselves if and when they have appointments via the local Patient Advice and Liaison Service (PALS) instead of making their own appointment letters accessible. RNIB considers that a hospital cannot discharge its legal obligations to provide information in an accessible format by shifting the onus onto the patient to find out when their appointment is scheduled. Neither should a hospital expect its patient advisory services to make up for any shortcomings in accessible information provision.

Email – a lifeline for many

Evidence shows more people now request email than braille. Healthcare providers should treat requests made by blind and partially sighted people for email just as seriously as braille. For people who are not able to read braille, email messages and attached documents can be the only effective method of communication.

Trusts and Healthcare Providers should proactively ascertain how they can meet requests for email communication by ensuring their own interpretation of data protection rules and subsequent policies do not exclude people who rely on email as their only viable method for reading.

John’s positive experience

John, aged 49, has renal failure and has been registered blind since birth. He recently attended a dialysis unit, where he was provided with information about his condition and treatment.

John’s positive experience at the dialysis unit and his responses to it highlight both the value of receiving health information in accessible formats and the rarity of individual needs being investigated. 

Appreciating the need for alternative formats

The dialysis unit normally provides information about dialysis in a standard print leaflet. However, individual staff on the ward recognised that this leaflet was not accessible to John and saw the importance of providing the information in a format that he could read himself. 

John was surprised that the staff appreciated that standard print information would not be good enough. This surprise reflects his poor experiences with regard to health information in general. 

“The sister on the ward is very good about it... [There’s a booklet that they give people about their dialysis] and the sister said, ‘We need to get this done so that you can read it for yourself.’ And she had the presence of mind to actually say that to me, rather than giving me a print one.”

Exploring and providing for individual needs

John was asked which format he wanted the information to be provided in, and requested braille (Dr Foster survey showed around 15 per cent of the 600 respondents requested braille). The hospital did not have its own braille production facilities on site, but the ward sister was proactive and arranged for the information to be transcribed using a local service. This meant that John received the information relatively promptly.

“It got done quite quickly. I live in Glasgow, so they sent it to the RNIB transcription service, which is in West Glasgow, and they did it.”

This contrasts with John’s poor experience at his local GP surgery, where he has been refused information in braille in the past, despite requesting it: “I just say [to staff at my GP practice], ‘Could you do it in braille?’ And the ladies say, ‘Well no, we haven’t got it in braille, but if you can get somebody to read it out to you...’ It’s not right.”

As well as providing John with information in braille, staff on the dialysis ward recognised that his family would like to read about and understand his condition and treatment, and that they would need information in standard print. “She gave me a print one for my family because obviously they’re interested in what’s happened.”

This meant that both John and his family were able to read about his condition themselves. 

Independence and informed choice

John feels strongly that it is important to receive health information in accessible formats, because without this it is impossible for him to make informed choices about his healthcare or manage his condition independently. As John puts it: “There are decisions that you have to make yourself that nobody else can make...for you. So you need all the wherewithal, you need all the information, the papers to read yourself.”

Receiving information verbally, either from a healthcare professional or from his family does not meet John’s requirements because he needs to be able to return to the information again, and does not want to rely on his family for this: “If you want to read it over and over again, you need it in a format that you can read yourself. If I’ve got it in braille, I can just say, ‘I want to read it over again’, you know. That gives you that little bit of independence.”

The issue of informed choice will become even more important in the context of the national policy for increasing patient choice. Following Lord Darzi’s recent report, “High Quality Care for All: NHS Next Stage Review”, this looks set to remain central to the government’s health policy agenda. 

Change

Individual staff in the dialysis unit recognised that there was a need to ensure that patients who are blind or partially sighted are provided with health information in formats that they can read themselves. John is hopeful that this will lead to change in the dialysis unit’s policies: “I said, ‘Could we get it in braille?’ and she said, ‘Oh yes, we really need to do something about that, not just for yourself but all our people that are blind that are on dialysis.’”

Unlike the majority of blind and partially sighted respondents to the survey, John normally asks whether he can receive health information in a format that is accessible to him (braille). In the majority of cases, he is told that this is not possible. 

Empowerment

John makes the benefits of change to this situation manifestly apparent: 

· Decreased dependence on relatives.

· Independent management of health issues.

· Ability to make informed decisions about his healthcare, decisions which he recognises that only he can make.

Health Board sets the benchmark in meeting the Disability Equality duty

A local health board in Wales (referred to here as Local Health Board A) has adopted a disability equality scheme that RNIB calls on all PCTs and Health Boards to adopt without delay. 

They set explicit policies for promoting equal access to health information.

Local Health Board A has ensured its scheme:

· Explicitly addresses the health information needs of blind and partially sighted people.

· Sets out the measures needed to meet these information needs.

· Incorporates these measures in a clear action plan, which identifies action points, the groups responsible for implementing them, dates by which they must be implemented and mechanisms for reviewing progress.

Excerpt from Local Health Board A’s disability equality scheme: “Patients with a visual impairment have expressed a desire to see their chosen format for information displayed within their health records... Information can be made available in larger print readily in-house. We will ensure that key documents are also offered in braille or tape on request...the local health board (LHB) will promote a culture internally whereby staff developing public information will take these issues on board. This is already covered within our communication strategy.”

Examples of action points from Local Health Board A’s disability equality action plan:

· “Raise awareness of the difficulties encountered by those with sensory and physical impairments...”

· “Encourage the availability of larger print information – or braille or tape where necessary by identifying the needs of individuals within their records and passing this information to other professionals.”

· “Ensure that the commissioning framework identifies that these access and communication issues are addressed by providers.”

They ensure consultation leads to action.

The Disability Equality Duty places a requirement on health organisations to consult with disabled people in the development of their disability equality scheme. One issue with consultation exercises is that, unless there are clear processes in place for considering and acting upon the views of participants, they do not always lead to change.    

In developing their disability equality scheme, Local Health Board A worked closely with blind and partially sighted service users. They were keen to ensure that the consultation was meaningful and that its findings would be translated into practice. Therefore, they developed an involvement process to ensure accessibility, transparency and influence:

“In order to be fully effective, the involvement process was:

· focused – the process was clear about where the LHB has scope to make changes, and what resources are available.

· used accessible mechanisms – it was possible for a wide range of disabled people to participate, for example, transport was provided through RNIB to ensure the safety of those with visual impairments attending the focus group.

· proportionate – the approach taken was commensurate with the size of the LHB.

· influential – people outside the organisation will be able to see how the involvement has affected the LHB’s plans

· transparent – to maintain ongoing commitment and involvement by disabled people, they need to know that their involvement has been influential, not merely tokenistic. This requires providing feedback and information on the scheme to those who gave of their time and emotion in its development.”

Blind and partially sighted service users were involved in an initial focus group to identify issues affecting them, and will be reconvened to review and assess the development and implementation of the disability equality scheme. 

Local Health Board A’s disability equality action plan included a requirement for the executive team and board to “create a meaningful action plan reflecting, as far as is practicably possible, the needs of the local population as identified within the involvement process”.

They specify their requirements in contracts with service providers.

Local Health Board A was concerned to ensure that their policies for the provision of accessible health information were translated into practice by service providers. 

To this end, it includes specific requirements to ensure equal access to health information in its contracts with certain service providers. Currently, these requirements are only included in GP contracts, but the scheme has the potential to be rolled out to contracts with other service providers. 

Local Health Board A’s contracts with GPs include:

· Taking proactive steps to identify blind and partially sighted patients.

· Ensuring that the health information needs of individual patients who are blind or partially sighted are recorded (this draws on Local Health Board A’s finding that blind and partially sighted patients wanted their reading needs to be recorded in their patient records).

· Having policies, processes and systems in place for the provision of both personal and general health information in accessible formats.

· Publicising their healthcare services in formats that are accessible to people who are blind or partially sighted.

· Ensuring that staff undergo visual awareness training.

· Ensuring that all written material is produced in line with RNIB’s "see it right" guidelines, or similar.

They assess the performance of service providers.

To further guarantee that policies are translated into practice, Local Health Board A assesses the performance of service providers against targets for ensuring equal access to health information for blind and partially sighted people. 

Conclusion

John’s positive experience at the dialysis unit and his response to it highlight the value of receiving health information in accessible formats. The Disability Equality Scheme operated by Local Health Board A, if adopted across the UK, would ensure that this became the norm rather than the exception. 

RNIB urges healthcare providers and healthcare commissioners to take urgent action to ensure blind and partially sighted people can access the health information they need in the format of their choice. Doing nothing is not an option. As this report shows, the failure to provide accessible information compromises patient safety, confidentiality and choice. It also leaves NHS institutions open to legal challenge. After a decade of “constructive engagement” that has seen little or no change, RNIB, its members and other partner organisations of and for blind and partially sighted people intend to adopt a much more robust approach using disability discrimination legislation to challenge inaction.
