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Introduction

Blind Citizens Australia (BCA) is the peak national advocacy organisation of and for people who are blind or vision impaired. Our mission is to achieve equity and equality by our empowerment, by promoting positive community attitudes, and by striving for high quality and accessible services which meet our needs. As the national advocacy peak body we have over 3000 individual members, branches nationwide and around 14 affiliate organisations that represent the interests of blind or vision impaired Australians.
General information on blindness, vision impairment and health care services
This paper draws on BCA’s thirty year experience as the national peak body representing people who are blind or vision impaired in Australia. 

When accessing health care services, the major issues confronting people who are blind or vision impaired 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. In addition to outlining these and other problems in this document, possible solutions and methods for best practice will also be discussed. 

It is important for health care professionals to understand that people who are blind or vision impaired will experience disability in very different ways. People with the same eye condition may have different degrees of remaining vision.

Some eye conditions are congenital (present at birth) others are acquired later in life. Vision loss may be caused by disease or by accidents. In Australia, five conditions cause 75% of vision loss: glaucoma, cataracts, diabetic retinopathy, age-related macular degeneration and retinitis pigmentosa. Descriptions of these eye conditions are available under Appendix -1. 

Definition of blindness: Australian Social Security law uses the following definition to determine eligibility for the Disability Support Pension for the Blind: “visual acuity (1.1.V.50) on the Snellen Scale after correction by suitable lenses must be less than 6/60 in both eyes, or constriction to within 10 degrees of fixation in the better eye irrespective of corrected visual acuity, or a combination of visual defects resulting in the same degree of visual impairment as that occurring in the above points”.*

*Source: Department of Family, Community Services and Indigenous Affairs. Guide to Social Security Law. URL: http://www.facsia.gov.au/guides_acts/ssg/ssguide-1/ssguide-1.1/ssguide-1.1.p/ssguide-1.1.p.210.html   

Some people who are blind refer to themselves as vision impaired. This is because while they have a vision loss severe enough to impede their participation in domestic, social, cultural and economic life, they still have some useful sight.
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; however, this is something which is routinely denied to blind people. This is manifest on many levels and in a variety of contexts. For example:

· 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 person who is blind and 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. It could be argued that poor access to this information could 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, people who are blind or vision impaired are continually faced with issues relating to access to the physical and social environment. Very few health care settings pay attention to the access needs of people who are blind or vision impaired 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 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. People who are blind or vision impaired 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, non-inclusive teaching methods, and discriminatory attitudes.
Hospitals and Public Health Settings

Some of the following 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 people who are blind or vision impaired in these complex environments, and most would be impossible to negotiate independently.

2.   Nearly all information in the health setting is provided only in print. 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 people who are blind or vision impaired 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. Often there is little or no attempt by health care staff to orient the patients who are blind or vision impaired to their surroundings. This lack of orientation presents a frightening situation to patients who are blind or vision impaired, especially  when awakening from a period of unconsciousness following surgery. Patients in single rooms are particularly vulnerable under these situations. 

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. Patients with sight presumably 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, even though it may be vital to the ongoing health and well-being of the patient.

People who are blind or vision impaired use hospitals and public health services for the same range of reasons as other members of the community. Unfortunately, at present, people who are blind or vision impaired are prevented from using them on the same terms as others.  
Principles of good practice for the General Practice (GP) setting

· The disability of blindness and vision impairment will impact on all aspects of a person’s lifestyle, however one of the biggest barriers is access to information. The majority of health care information in General Practice (GP) is often presented in printed format. Reasonable efforts should be made to provide important practice information and health promotion information  in accessible formats, which might include large print, audio, Braille or electronic formats.  For more information about how to provide information in alternate formats, you can obtain a copy of the brochure “Getting the Message” free of charge  from BCA Sydney Branch, phone (02) 9744 7366. Alternatively, this document is available electronically on the internet from the BCA website, at http://www.bca.org.au/Getting_the_Message.htm
· The GP practice rooms should be easily accessible, with a clear path of travel from the entrance door to the reception desk. Signage should be at eyelevel, well lit, in large font, and contrasting colours.

· Receptionists, health care professionals and other staff should introduce themselves by name, and the position they hold.

· Blind and vision impaired people may require assistance to fill out paperwork, and should be given the courtesy of privacy, and not be asked to provide personal or medically confidential information at the reception desk.

· Avoid having obstacles in the waiting room, such as children’s toy boxes, pamphlet stands or furniture, etc.
· When assisting a blind or vision impaired person to a seat, or to consulting rooms, do not point and say “over there”.  Staff should be trained in sighted guide techniques, and should offer their arm, and the blind or vision impaired person will hold the person’s arm just above the elbow, and can be safely guided to a seat or other destination. For assistance with staff training in disability awareness, and sighted guide techniques, contact your state Guide Dogs Office. Contact information for blindness and dog guide agencies are available under Appendix - 2.
· If the person uses a guide dog as a mobility aid, staff and other patients should recognize that it is a working dog, and they should not distract the dog by attempting to pat, speak to or feed it. 

· Whilst in the GP consulting room, a vision impaired person might prefer to sit with their back to the window if they are affected by glare. Ask the person if they prefer the seating to be arranged this way.

· Whilst it is medically appropriate for a GP or other health care professional to know the cause of the person’s blindness or vision impairment, it is important to focus on the presenting medical problem, and avoid asking curious questions about how the person manages activities of daily living, or about their mobility aid, etc.

· All procedures, tests and treatments should be clearly explained to the patient before they occur. This includes such simple procedures as taking temperature or blood pressure. Always seek verbal permission before touching a blind person, to avoid alarming them by touching them unexpectedly.

· People who are deafblind may require a longer consultation time to enable information to be communicated effectively. Always use a professionally trained deafblind interpreting service to communicate with a person who is deafblind. For further information on deafblind services, contact the Deafblind Association in your state. Contact information for blindness, low vision and dog guide services are available under Appendix - 2.

Suggestions for Change

The problems outlined above will require changes at many levels.  For example, 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, including braille. 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 or vision impaired.
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.
Appendix 1 – Common Disorders of the Eye 

· Glaucoma – This is one of the leading causes of blindness in Australia. Glaucoma is where the intra ocular fluid in the eye does not drain properly, or the eye produces fluid too quickly. This leads to increased pressure in the eye, causing increased pressure to the optic nerve. Damage to the optic nerve can occur resulting in reduced central and peripheral vision. Elevated eye pressure may also cause the cornea to become cloudy, further contributing to vision impairment. Vision loss is a progressive deterioration with inhibited night vision, difficulty with glare and tunnel vision. Glaucoma is treated with eye drops, or surgery, which can slow the progress of the disease, but cannot reverse or restore vision loss. 

· Cataracts – With the development of cataracts, the lens of the eye becomes opaque which stops light from entering the eye. This causes vision to become blurred and may progress to a complete loss of vision. Cataracts can be treated surgically with removal of the lens, and insertion of an artificial lens, known as an intra-ocular lens implant.

· Diabetic Retinopathy – Over time, diabetes causes changes in the blood vessels in the retina at the back of the eye. The vessels can break and blood clots and scar tissue forms. These clots and scars block light rays from the nerve cells. In severe cases, scar tissue can sometimes pull at the back of the eye, and cause detachment of the retina. Initially, diabetic retinopathy can lead to blurring of vision. More advanced retinopathy may cause cloudiness and blind spots. Retinal detachment causes complete blindness. Laser therapy can help prevent any further damage to the eyes, but cannot restore lost vision.

· Age-Related Macular Degeneration (ARMD) –ARMD is the leading cause of blindness in older people. Vision loss through ARMD is caused by haemorrhages of the blood vessels at the back of the eye. Smoking, drugs, alcohol and certain medications can contribute to macular degeneration, however the exact cause is unknown. Macular Degeneration causes blurred central vision. It does not cause complete blindness. Most people with Macular Degeneration have some remaining peripheral vision. Laser treatment can be used to prevent further vision loss, however this will not restore lost sight.

· Retinitis Pigmentosa (RP) – RP is an inherited eye condition that causes layers of cells on the edge of the retina to die, ultimately affecting a person’s peripheral vision. Vision loss is a continual progression with inhibited night vision, difficulty with glare and tunnel vision. There is no treatment currently available for RP.

All vision impaired patients who have vision loss due to eye disease should be under the care of an ophthalmologist.

Appendix 2 – Blindness and Dog Guide Agencies 

Guide Dogs NSW/ACT

Address: 2-4 Thomas Street

Chatswood NSW 2067

Postal Address:

PO Box 1965

North Sydney NSW 2059

Telephone: (02) 9412 9300

Facsimile: (02) 9412 9388

Email: services@guidedogs.com.au 

Website: www.guidedogs.com.au

Guide Dogs Queensland

Address: (Breeding and Training Centre)

1978 Gympie Road

Bald Hills QLD 4036

Postal Address:

PO Box 50

Bald Hills QLD 4036

Telephone: (07) 3261 7555

Facsimile:  (07) 3261 7500

Email: admin@guidedogsqld.com.au 

Website: www.guidedogsqld.com.au  

Guide Dogs Association of SA & NT 

Address South Australia:

251 Morphett Street

Adelaide SA 5000

Telephone: (08) 8203 8333

Facsimile: (08) 8203 8332

Address Northern Territory:

3 Vickers Street

Parap NT

Telephone: (08) 8981 5488

Website: www.guidedogs.org.au 
Royal Guide Dogs Association of Tasmania

Address:

164 Elizabeth Street

North Hobart Tasmania 7002

Postal Address: PO Box 82

North Hobart Tasmania 7002 

Telephone: (03) 6232 1222

Facsimile: (03) 6232 1221

Email: pam@guidedogstas.com.au

Website: www.guidedogstas.com.au 

Guide Dogs Victoria

Address: Chandler Highway

Kew VIC 3101

Postal Address: 

Private Bag 13

Kew VIC 3101

Telephone: (03) 9854 4444 

Facsimile: (03) 9854 4500 

Email: info@guidedogs.asn.au

Website: www.guidedogs.asn.au

Seeing Eye Dogs Australia

Address:

17 Barrett Street

Kensington VIC 3031

Telephone: (03) 9381 6400

Facsimile: (03) 9381 6464

Toll Free: 1800 037 773

Email: info@seda.com.au 

Website: www.seda.com.au 

Association for the Blind of WA

Address: 16 Sunbury Road

Victoria Park WA 6100

Postal Address:

PO Box 101, Victoria Park 6979

Telephone: (08) 9311 8202

Toll Free: 1800 658 388

Facsimile: (08) 9361 8696

Email: mailbox@abwa.asn.au

Website: www.abwa.asn.au 

DeafBlind Association (Victoria)

Address: PO Box 1213, Camberwell Vic. Australia 3124 

http://www.dba.asn.au 

Voice: 03 9882 7055 

TTY: 03 9882 6786 

Fax: 03 9882 9210 

Email: dba@internex.net.au 

DeafBlind Association (NSW). 

Postal Address : PO Box 1295 

STRATHFIELD  NSW  2135

Telephone: Voice: 02 9745 6715 

TTY: 02 9334 3260 

Fax: 02 9334 3200 

Email: dbansw@gpo.com.au 

Senses Foundation Inc. (Formerly Western Australia Deaf-Blind Association) 

Postal Address: 151 Guildford Road, 

MAYLANDS WA 6051 

Voice: (08) 9272 1122 

Fax: (08) 9271 3129 

TTY (08) 9370 5879 

Email db@senses.asn.au 

Queensland Deafblind Association (QDBA) 

Postal Address:  20 Wattlebrush Close, 

Bellbowrie Qld 4070 

Email Address: sandy.joint@qed.qld.gov.au 

The Deafblind Association of South Australia 

Postal Address: PO Box 196, 

Christies Beach SA 5165. 

Tel 08 8326 3369. 

Email:dba-sa@ihug.com.au

Web address: http://www.twpo.com.au/johnl/
Vision Australia

Vision Australia Head Offices are located at:

New South Wales and ACT: 4 Mitchell St, Enfield 2136 NSW 

Victoria: 454 Glenferrie Rd, Kooyong 3144 Victoria
Phone: 1300 VISION (1300 847 466)

Email: info@visionaustralia.org.au
Web: www.visionaustralia.org.au 
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