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Introduction

In relation to health care, the major issues confronting people who are blind are access to information and access to premises and services.  There is considerable overlap between these issues as they manifest themselves in people’s daily lives, but insofar as it is possible we will endeavour to discuss each separately here.  In addition to outlining the problems, wherever possible we will discuss possible solutions.  We are not aware of specific research on either the interactions of blind Australians with the health care system or on the mortality and morbidity of blind people compared with the general population.  We rely in this paper on our organisation’s extensive experience, as the national peak body representing blind people in this country, of the experiences of the people we represent in their interactions with the health care system.
Access to Information

In relation to the general population, increasing amounts of emphasis have been placed on the importance of people being informed consumers of health services.  The concept of informed consumption relies on free and open access to relevant information, and yet this is something which is routinely denied to blind people.  This is manifest on many levels and in a variety of contexts, the following being merely indicative:

· Much information of an ephemeral kind, regarding community resources, specific campaigns, etc, is disseminated via bulletins and brochures in doctors’ surgeries, clinics and community health centres.  The existence of this information, much less its contents, remains unknown to blind people unless it is specifically brought to their attention.  Only a small fraction of this information is ever made available in alternative formats accessible to people with print disabilities.
· Medical and related reference materials are seldom available in alternative formats, either for purchase or in library collections.  Thus, for example, a blind person who is pregnant, caring for young children,.  or diagnosed with a life-threatening illness, has access to a severely limited range of information, usually not of their own choosing, and is especially likely to be deprived of access to information from non-mainstream sources (such as home birthing, naturopathy, traditional Chinese medicine).
· Major health care institutions such as hospitals generate a great deal of information on in-patient, out-patient, and community and preventive health programmes.  Little attention has been paid to making this information accessible to people with print disabilities, although it could be argued that the lack of access to such information can jeopardise an individual’s health and even their life.
· Very little attention has been paid to the provision of information regarding pharmaceuticals in accessible formats.  Packaging of most propriety pharmaceuticals is generally labelled in a manner which is inaccessible to all but those with good visual acuity.  Not only is information about pharmaceuticals inaccessible; equipment for measurement and monitoring is also either inaccessible or prohibitively expensive.  For example, it is extremely difficult to find medical measuring devices with tactile markings; talking glucometers exist but are too expensive for many people.  These are serious issues considering the consequences of even minor variations in the dosage of many pharmaceuticals.
Access to Premises and Services

In addition to access to information, blind people are continually faced with issues relating to access to the physical and social environment.  Very few health care settings seem to pay attention to the access needs of blind people when designing the physical environment.  Many health care services are located in old and/or converted buildings, however even these settings can be made more accessible by means of better lighting, appropriate signage, and the use of tactile and auditory cues, especially as hazard markers and wayfinding devices.
In addition, the operational environment of many health care settings could be greatly improved if personnel were to receive even the most basic training in appropriate interaction with people who are blind.  This applies not only to core personnel but also to outreach programmes such as community health and fitness.  As a result of the general mainstreaming policies adopted by disability service providers, there are a lot of people with disabilities out in the community attempting to access and use facilities which were never designed with them in mind.  Blind people have the same needs for health, fitness and general well-being as the rest of the population, but their ability to participate effectively in aqua fitness, weight training, aerobics classes and antenatal exercises, for example, remains severely limited by lack of information in accessible formats, inaccessible venues and premises, uninclusive teaching methods, and discriminatory attitudes.
Hospitals and Public Health Settings

Some examples might help to delineate the extent of the vulnerability and unmet needs of blind people in relation to the public health and hospital systems:

1. Modern hospitals are increasingly large and complex organisations, incorporating the delivery of hospital inpatient and outpatient services, emergency services and public health services within a single campus.  Little attention appears to be paid to wayfinding for blind people in these complex environments, and most would be impossible to negotiate independently.

2. ALL information is provided in print only: this applies to admissions procedures, preadmission information, consent forms for surgery and procedures, general information about hospital services and personnel, information about medications and related public health information.  The lack of independent access to this information creates unnecessary dependence on others, compromises privacy and dignity, and (most alarmingly) puts the health of blind people in jeopardy.

3. Operationally, there seems to be a widespread absence of procedures for meeting the needs of diverse patients.  Some hospitals and health care systems may have disability action plans and protocols for dealing with patients with disabilities, but there is little evidence of implementation in patient care.  For example: the golden rule of patient care seems to be that people must get out of bed and walk at the earliest possible moment, especially following surgery.  However, no consideration seems to be given to the question of how blind people will actually do this, with the result that often they don’t.  Little or no attempt is made to orient the blind patient to their surroundings, which is particularly frightening following a period of unconsciousness and for patients on their own in single rooms.  Similarly, few hospital personnel introduce themselves by name and even fewer give information about their position in the staff structure and their role in relation to the patient, or about the procedure they are conducting or about to conduct.  Presumably, other patients pick up this information by reading name tags and hospital information sheets, observing the behaviour of other patients and staff, etc.

4. Owing to cuts in public sector health expenditure and changes in thinking about patient care, most hospital inpatients are discharged into the community at the earliest possible moment.  There are few community-based support services available, especially to those not categorised as ‘frail aged’.  Information about or provided by these services is rarely available in accessible formats, although it may be vital to the ongoing health and well-being of the patient
Blind and vision impaired people use hospitals and public health services for the same range of reasons as other members of the community.  Unfortunately, though, at present they are prevented from using them on the same terms as others.  
Suggestions for Change

The problems outlined above will require changes at many levels.  For example, the proposed changes to the Building Code of Australia, and the development of an Access to Premises Standard under the Disability Discrimination Act, may in time make a difference to hospitals as physical environments.  Some of these hospitals already have disability action plans, but these do not seem to have had a profound impact on hospital practices and procedures.  An increase in resources might conceivably help here, but only if accompanied by changed priorities – and for this to happen it may be necessary to lodge some strategic complaints in this much-neglected area.
There is clearly also a need for work to be done with the training institutions and professional bodies responsible for the education, certification and professional development of medical and paramedical personnel.

Equally, the pharmaceutical industry should be required to take steps to make information about its products accessible in a wider range of formats, and work could also be undertaken with the Pharmacy Guild of Australia to make.  their members more aware of and responsive to the needs of people who are blind.
Of course, one of the greatest influences for change is for blind people to be out in the community and advocating for these changes as and when they encounter barriers such as those outlined in this paper.  However, it is in exactly these contexts that people are often at their most vulnerable and are least able to advocate for themselves.  For that reason, and because many if not most of the changes needed are systemic in nature and require reforms at the level of public policy, it is likely that the work of bringing about change will always fall to organisations such as ours.  We therefore welcome the opportunity to outline the particular health care access issues of people who are blind in the context of this forum.
