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at the 

WORLD BLIND UNION CONFERENCE ON BLINDNESS AND  AGING,

New York,  July 1999.

1.INTRODUCTION.

On behalf of the WBU COMMITTEE ON BLINDNESS AND AGEING I welcome you.

(While I will be using overheads during my presentation, these are for illustrative purposes only and I will fully cover the content in my address)

This Conference is built around identification of eight key human problems:

1. People born blind are living longer, and they will have to face a new set of challenges in their old age.

2. Sighted people who have grown old, are experiencing vision loss and associated problems for the first time in their lives

3. The number of older vision impaired persons is growing rapidly throughout the world

4. Blindness agencies and their staff are poorly equipped to assist older blind people

5. Government policies and attitudes of communities do not meet the needs of older blind persons.

6. We need to identify solutions for these issues.

7. We need to identify and share best practices.

8. A global action plan is required.

The World Blind Union Committee on Blindness and Ageing
 has taken up the challenge of addressing solutions to these problems.

At a meeting last year in Melbourne, Australia, the Committee decided that a good first step would be organizing this conference.

Our intentions at this Conference are to:

1. Raise awareness of what the combination of aging and vision impairment means for (a) individuals; (b) agencies; and (c) government

2. Identify principles and models of good practice

3. Argue for change.

4. Develop an action plan that agencies, blind people and communities can use to change attitudes and improve services.

To achieve these objectives, the Conference Program consists of both learned papers and workshop discussions around topics identified by the WBU Committee on Blindness & Ageing as important. We hope to identify solutions to the key issues and establish a future plan for world action. The main avenue for this is the workshops. As such they are deliberately unstructured to allow input and debate amongst participants.

Your participation is therefore vital, necessary and most welcome. Please give us the benefit of your knowledge and ideas.

2 THE NEED FOR SERVICES FOR OLDER BLIND PEOPLE.

Traditionally blindness agencies have provided services for the education of children and employment of blind people of working age rather than for the elderly blind. The reality is that young people with a vision loss are a minority of blind people in many countries. For example in Australia it is estimated that there are only 3-4000 blind children of school age compared to 100-200,000 vision impaired adults. 

Despite the weight of numbers, most agencies still overlook the well being and quality of life of older people experiencing loss of sight later in life. It is my contention that this is a dereliction of the fundamental obligation of the blindness field to meet the needs of all blind people.

I suggest that one reason why the needs of older blind people are overlooked, is that services for older blind people demands a different response and staffing skills to providing services designed for younger blind people. Essentially agencies and staff are unsure how to best provide the necessary services. 

I believe there are 7 key challenges facing the blindness field in helping older blind people

CHALLENGE NO.1 INCREASING NUMBERS.

It is becoming increasingly well recognized that our populations are ageing and more people are living longer.

It is less well recognized that mass survival to a ripe old age is not confined to rich countries, but is a worldwide phenomenon. It is estimated that the rate of growth in the world-aged population in the next 30 years will be 59% in the more developed countries and 159% in less developed countries 
. Furthermore by the year 2025, 70% of older people older than 60 years will live in the Third World.

Estimates for various regions of the world are given in table 1.

Table 1.

ESTIMATES OF GROWTH IN WORLD POPULATION AGED 65+.

COUNTRIES
1995
2030

OCED Countries
18%
30%

LATIN AMERICA
7%
14%

CHINA
10%
20%

Within this overall increase in the aged population, the numbers of the “old-old”, people aged 75+ will grow even faster than the aged population 65+. It is this  the segment of the aged population that has the highest  call on a countries health and welfare services.

The growth of the aged population has captured the attention of Governments, Economists and social planners, but what is not well recognised is that the numbers of older persons with vision impairment  will grow even faster than the aged population! This is because rates of sensory loss rises sharply with age.

Table 2. % OF POPULATION WITH VISION IMPAIRMENT.

AGE
PERCENTAGE 

Under 65
<1%

65-74
5%

75-84
10%

85+
25+%

Does this growth in old vision impaired people experiencing sensory losses in later life matter? 

It does because as McCallum (1992)
 says, “Among the many prevalent chronic conditions that old age brings, sight and hearing loss are distinctive.  They fundamentally alter older people’s social lives through changing their:
-
perceptions of the environment

-
social interactions

· means of communication with others”

The challenge for blindness agencies worldwide is to develop services which efficiently and effectively meet the needs of a rapidly growing number of older vision impaired people. Services are required which meet the needs of both:-

· (a)People born blind and growing older.

· (b)sighted persons going blind in their old age 

It is my experience that different approaches and understandings are required for these two groups of older vision impaired persons. 

CHALLENGE NO 2. MEETING THE NEEDS OF SIGHTED PEOPLE BECOMING VISION IMPAIRED LATER IN LIFE.

The four major eye conditions associated with late onset of sensory loss amongst older people are:-

1.
Aged
 related maculopathy – age related changes taking place in the macula which lead to gradual loss of central or detailed vision; causing difficulties in activities such as reading and recognizing faces.

2.
Cataracts – age related changes to the cells of the lens causing vision to become fuzzy and there is an increased sensitivity to glare.

3. Chronic open-angle galucoma – a malfunction in the eye’s “plumbing system” which damages the optic nerve leading to reduced peripheral vision affecting safe mobility and other activities of daily living.

4. Diabetic retinopathy – changes the tiny blood vessels of the retina, causing a patchiness of remaining vision and affects the ability to read and to move safely.

The impact of these eye conditions is that an older person experiences a loss of personal confidence, lack of independence in daily living skills, decreased mobility and limited choices in social and recreational activities. They also face a physical environment that is suddenly dangerous and frightening. These changes in personal functioning levels compound economic and social insecurities.

All blind people tell me that the process of accepting loss of sight is not easy. A person’s level of functioning will vary with their environment and physical and mental state. At times good lighting, high colour contrast, and use of low vision aids enables a person to function well. At times, the reverse is true. Loss of sight is a major life changing event.

The proportion of older people who experience hearing loss is even greater than for vision loss. At all ages rates of hearing loss are roughly double those for sight loss. Furthermore losses in both hearing and sight loss often occur together. It is estimated that over 50% of people with low vision over 70 years have concurrent sight and hearing losses. The impact on the individual’s life is not just the sum of these disabilities – the effects compound each other. The importance of effective communication in the maintenance of quality of life and in continuing independence of a vision impaired person cannot be overstated

The concurrence of hearing loss and sight loss in old age should be a major concern of service providers, but very few blindness agencies regularly conduct hearing tests. At Vision Australia we have employed audiologists and now routinely screen and assess hearing losses amongst vision impaired people and tailor make our programs to allow for the effect of dual sensory losses.

What needs to be done to address sensory loss amongst older people?

It is generally accepted in the literature that the overall goal of services should be to

· promote independence

· enhance the quality of life

· re-establish satisfying family and community roles.

The challenge is to put this into practice.

Traditionally blindness agencies have focussed on services for younger persons, namely education, vocational employment and training. However for the older sighted person experiencing sight loss for the first time these are not primary concerns.  Overcoming fear of blindness, obtaining information, acquiring confidence and learning new skills are some of their key priorities.

Fundamentally we need to develop appropriate services by better understanding the needs of this group of customers.

Table3.

“New Beginnings”(-A model of service for people with late onset of vision loss.
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At VISION AUSTRALIA FOUNDATION we deliberately adopted a marketing approach to better understand the core needs of our customers (older people experiencing sensory losses later in life).

The impact of sight loss is individual and unique in its impact and solutions have to be tailored made. Sensory loss later in life changes previous lifestyle patterns.  Consequently new ways of doing things have to be learnt. At the same time we must remember that older people’s expectations, attitudes and values were shaped in earlier generations. Typically older people are more accepting of sight loss and less assertive than the post war generations.  They therefore need greater encouragement to adjust. Appropriate counselling and practical, skilled help is vital. Where this has been given I can recount many stories of achievement, self worth and resulting independence.

At VISION AUSTRALIA we adopted the technique of ‘peeling back the onion’, or layers of service, to progressively identify what customer needs had to be met and what services were required.(see Table 3). This analysis differs from the norm in that the focus is not on particular services such as low vision clinics, day programs, home assessments, teaching programs but on the purpose and outcomes required by individuals.

New BeginningsTM sums up the central objective of all our services. It describes our core product and what people experiencing  late onset sensory losses want. in their lives. 

How service outcomes are accomplished is obviously very important. However to an individual the actual training techniques are not always as important as the way it was done. Attitudes and values of staff such as care, concern, love, and an individual program and quality of service are critical. The key outcomes from services should be to give Confidence, Hope, Dignity and Self Esteem.

To achieve confidence, hope, self esteem individuals experiencing vision loss later in life need to:

1. overcome fear of sight loss and its impact.

2. regain life skills

3. regenerate self-esteem

4. re-establish community contacts.

The key services required are Diagnosis and Assessment of Vision loss, Skills Training, Information and Peer Support. 

· Diagnosis and assessment services. These are the building blocks – without proper diagnosis and assessment an individuals sensory loss through low vision clinics, audiological examinations etc there is no sound basis for future services.

· Skills training  turns disability into ability. Examples include orientation and mobility, social work, occupational therapy, rehabilitation teaching.

· Provision of information that is accurate and timely gives knowledge and empowers consumers.

· Peer Support services enables older people with sensory losses to meet with learn from and receive support from others who have experienced sight and hearing losses in later life. It is very important group and individual therapy.

I believe these objectives, outcomes and key service needs are universal. How they find expression in a given community by a particular agency will vary, but the fundamentals of the “New Beginings Model” applies.  

The particular array of services developed by VISION AUSTRALIA are shown in tables 4

Table 4.

VISION AUSTRALIA SERVICES FOR OLDER PEOPLE WITH SENSORY LOSSES

KEY SERVICE GROUPS
SPECIALIST SERVICES REQUIRED
SPECIFIC SERVICES PROVIDED

1  Diagnosis / Assessment
Low Vision Clinics

Hearing Clinics

Domiciliary Services
· Ophthalmology

· Optometry

· Orthoptics

· Audiology

2  Skills Training
Rehabilitation Services
· Welfare / Case Management

· Occupational Therapy

· Orientation & Mobility

· Vision Rehabilitation (Lighting & Aids Training)

· Hearing Rehabilitation

· Non-English speaking community services

· Adaptive Devices & Technology Services

3  Information
Information & Education Services
· National Information Centre

· Information Access Services

· Braille & Talking Book Library

· Radio for the Print Handicapped

· Newsline

· Large Print Book Libraries

· Audio Description

· Reference Library

· Vision Information Line

· Training & Development

· Environment Adapting Program (Design Right)

4  Peer Support
Support Services
· Group Programs

· Consumer Council

· Day Centres

· Telephone Support Program

· Recreation & Leisure Programs

· Residential Services

· Community Aged Care Services

· Self Help Groups

CHALLENGE NO.3 – BLIND PEOPLE GROWING OLDER  


Today when blind people retire at 65 they can expect, on average, to live for another 15-20 years. A hundred years ago they would, on average, already be dead by the age of 65.
As longevity increases, congenitally blind people can expect to live longer and will face increased physical frailty and acquire other disabilities such as hearing loss.  Issues to be faced in “productive ageing” include:

· how to cope with post-retirement activities

· developing new social support groups outside work 

· relearning earlier skills as age takes it toll.

· gaining access to aged care support services who do not understand vision impairment.

· changing relationships with family.

· Loss of traditional carers  

· Obtaining/maintaining economic security

· Care in supported accomodation when needed.

The importance of peer support in reducing isolation/loneliness and increased participation in activities is stressed.  This requires timely and appropriate information, self-help and support networks

Blindness agencies have a responsibility to assist their clients who have grown older in this transitional process. This may be through providing services directly or developing links with generic aged care providers.

CHALLENGE NO 4. CHANGING GOVERNMENT AND COMMUNITY ATTITUDES.

In many countries older vision impaired people face a double handicap in Government policy.
 

First while disabling conditions appearing in younger adults may be aggressively diagnosed and treated and support services provided, the same conditions appearing in elderly persons is attributed to the ageing process alone and therefore older persons are ineligible for disability funding support. 

Secondly aged care policy and funding is focussed on maintenance and custodial care of older persons. Where functional independence in the community is promoted, it may not include specific disability rehabilitation services  which are seen as a younger persons need.

In the minds of planners and legislators, at some magical and arbitrary age (but usually around 60 yrs) people’s disabilities become secondary to their age. “For a layman to observe a halting step or failing sight and say the person is just getting old merely reflects our culture’s pestimistic attitude to ageing. When a health professional dismisses such impairments as ”merely ageing” he or she may be closing the door on counselling and treatment that could spare an elderly person years of disability and isolation”
 

As Holland & Falvo
 say “the lack of rehabilitation services to the elderly can, in part, be  attributed to the societal attitudes, policy and attitudes of rehabilitation professionals (and Government officers) themselves”.

It appears that to the extent that community and policy makers attitudes reflect an emphasis on health and youth, both age and disability may be viewed as a double handicap.

We therefore need to promote a shift in government and community understandings about ageing and disability. 

CHALLENGE NO. 5. – BLINDNESS AGENCIES NOT FOCUSSED ON SERVICES FOR OLDER PERSONS

While the majority of blind people (90% in the UK
) are over the age of 60 yrs, most services provided by blindness agencies are given to the young and adults of working age. Thus both services and staff skill base are focused on different needs to those of older blind people.


Agencies will need to change focus if the needs of a rapidly growing world population of vision impaired people are to be met.


While many agencies will be tempted to remain focussed on younger people, the same demographic trends giving increased numbers of older blind persons is giving smaller numbers of children born blind. There is thus a double imperative to change focus.

Agencies also have to deal with the worldwide trend away from funding specific diagnostic service agencies (eg  Blindness) to generic service provision. The reality is that government funding to provide services to the aged blind will only come through generic funding and blindness agencies have to learn how to tap into this source whilst still retaining their focus on their blindness expertise. For those agencies relying on fundraising they need to recognize that increasing an aged population (comprising the majority of donors) will demand services for older persons as well as younger people.

In developing solutions we must remember that worldwide there is pressure on economic resources for welfare services and the emphasis must be on services that emphasizes low cost, demonstrate cost benefits of services and have a focus on low technology options.

In my view there are a number of strategic and customer need factors combining to make it imperative that blindness agencies improve their capacity to meet the needs of older vision impaired individuals. 

This will require identification of service models that can be followed, best practice, improved staff training and greater consumer input from older vision impaired individuals.

(I am hoping that this Conference will identify the key services required, good models and make recommendations that agencies can consider)

CHALLENGE NO. 5 – DEVELOPING LINKAGES BETWEEN BLINDNESS AND AGEING NETWORKS

Many countries have well-developed services for older people which often overlook the needs of older people with vision impairment.  There is an underlying assumption that failing sight is a normal part of growing old and nothing much can be done. 

Unfortunately older persons needs have not been well articulated nor understood by health and welfare professionals and policy planners.  Sensory loss has been written off as just another facet of old age and its impact on people’s lives severely under-estimated.  Fresh approaches are required in attitudes, aging policies and aged care service delivery.

.  
 We need to change this perception by developing closer linkages between blindness and ageing networks.

It never fails to surprise me when I attend conferences on aged care that there are no other blindness agencies represented. Perhaps this is only an Australian phenomenon, but I suspect not. If the blindness sector is not represented and influencing age care practice and policy how will aged care service providers learn to consider and understand the needs of older persons with a vision impairment?

The coming avalanche in numbers of vision impaired elders will only be effectively tackled with changes in Government policy, training and education and transfer of good practice between blindness and aged care service providers and professions working in both fields.

I believe a key priority is developing better linkages and understanding between blindness agencies and the age care support network. 

.  

 CHALLENGE NO 6. IDENTIFYING BEST PRACTICE.

A recommended solution to deal with increasing numbers of people experiencing loss of sight for the first time in their lives is to establish low vision services as an integral part of a country’s health/welfare system, and be orientated towards ADL.
 However older vision impaired individuals need Peer Support and Information Services as well as Diagnosis and Skills Training.(refer the New Beginings model). 

Given the relative lack of service development for older vision impaired individuals and the demographic time bomb, we need to better identify world best practice and transfer knowledge between professional staff and agencies in both the aged and blind welfare fields.

An important first step is to get organizations of the blind, agencies for the blind and professional staff to recognize and acknowledge the issue and commit agency resources to solving the problems and introducing appropriate services.

CHALLENGE NO 7. DEVELOPING A WORLD BLIND UNION AGENDA ON AGEING AND BLINDNESS.

The Commission on Blindness and Ageing in its report to the 4th World General Assembly gave priority to the following areas.

1. Reduce or at least alleviate the growth in elderly vision impaired persons.

2. Alleviate poverty

3. Break down isolation and improve quality of life

4. Integrate elderly vision impaired individuals into society

5. Involve elderly vision impaired individuals more closely with organizations for the blind.

Issues listed to be addressed included:-

· Prevention of blindness

· Effective medical care

· Meeting additional costs of blindness

· Informing elderly vision impaired persons of their benefit rights

· Building alliances with organizations for the aged

· Providing suitable accomodation

· social care in the community

· maximuim possible independence

· properly constructed rehabilitation courses by professionally trained 

· encouragement of hobby and leisure pursuits 

· less hostile external physical enviroment 

· appropriate publicity

We need to review these priorities and issues and add new ones according to our developing understandings.

I

II look forward to our colllective discussions and input over the next two days as we work together to MEET THE CHALLENGE OF AGEING AND VISION LOSS”
JOHN COOK,

CHIEF EXECUTIVE OFFICER

VISION AUSTRALIA FOUNDATION

7 MAIR STREET

BRIGHTON  VICTORIA  3186

AUSTRALIA

PHONE: 61 3 9599 5000

FAX: 61 3 9598 4158

E-MAIL: jhncook@ozemail.com.au
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