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About this booklet…
Through this information we aim to provide families who have been referred to us with a description of services available to children through the Association for the Blind.  This booklet was created at the suggestion of parents who have children with vision impairment.

A separate booklet, “Guide to Community Resources: For children who are blind or vision impaired and their families”, provides information about specialist and general parent support services available in the community.   This is published separately and is available from the Association for the Blind of WA.
INTRODUCTION
Parents are usually very well prepared for the birth of their baby and often have a picture in their minds about what their child will be like.  They are rarely prepared for the possibility of their child having a disability. When the diagnosis is made, either at birth or sometime later (some children may lose vision later in life), it can be a devastating experience.

Parents are not only faced with coming to terms with their own range of emotions, but may also have to cope with the reactions of their other children, extended family members, friends and the wider community.  At the same time they are often dealing with the medical profession and coping with the demands of just being a parent.

Some parents are anxious to be made aware of the full range of services and resources available to their child from birth (such as schooling, skills training, adaptive technology and vocational opportunities etc) whilst others are solely focussed on the immediate needs of their baby or young child.

There is a wealth of information and support available from a variety of sources including parents who have a child with a vision impairment and adults who have a vision impairment themselves.  People who are vision impaired, can provide positive role models and first hand accounts of how they adapt to vision impairment. 

This booklet is available for you to refer to as your child develops and grows, and the needs of your child and family change.

Remember that with your guidance, your child will develop and grow and reach his or her potential, in his or her own unique way with the dedicated help of family, friends, therapists and teachers.

OVERVIEW OF ASSOCIATION SERVICES
Since 1913 the Association for the Blind of WA has been providing a wide range of services to Western Australians who are vision impaired or blind. 
Our professional team offers specialist skills, training and advice to help those  with a vision impairment gain confidence and achieve fulfilled and independent lives.  Each year, more than 3500 people take advantage of the services provided by the Association for the Blind.   These services include:
Children and Family Services  including:

· Orthoptic

· Physiotherapy

· Occupational Therapy

· Social Work

· Psychology

· Speech Pathology

· Lotterywest Children’s Centre

· Kindergarten 
· Orientation and Mobility Instruction
· Program / Activities Officer 

· Library Resource Centre, Children’s Library
The Children and Family Services team works with children to develop physical

coordination, language and cognitive skills, social and daily living skills, and 

also provides support for families. 

For more detail see Children and Family Services team members on page 9.
Vision Management Services including:

· The Vision Management Centre has optometrists  and orthoptists who advise on how to make the most of any vision a person may have.
· Orientation and Mobility instructors teach people to move around safely and independently. They may use white canes, guide dogs or electronic equipment.
· Social Workers and Field Officers offer assistance with the emotional and practical aspects of vision loss.
· Occupational Therapists give support and training in daily living skills - ranging from household management to personal care.  
Geoff Gallop Braille and Talking Book Library
· Production of Braille and audio copies of books, textbooks and special material.
· Library Resource Centre specifically for children including Braille, tactile and talking books for children and young adults, and toys and games. There is also reference materials for parents and carers.
Training, Employment and Information Services
· Training in computing, keyboard skills and the latest communications equipment.  The Association of the Blind is a Registered Training Organisation.

· Braille instruction

· Information about adaptive equipment

· Technical advice for people entering the workforce who need special equipment.
· Advocacy, advice and support to help people who are vision impaired to obtain employment, succeed in the open workforce and successfully access higher education opportunities.
Confident Living Program
· Training and support in a wide range of leisure, sport and recreational pursuits for adult clients.
· There are centre-based activities in the Leisure Centre and a fully-equipped gymnasium supported by program officers and recreation officers.
Membership Fee
As the principal provider of services to Western Australians who are blind or vision impaired, the Association has an obligation to ensure that we can provide our consumers with quality and relevant services now and into the future.  

Along with most other charitable groups in the not-for-profit sector throughout Australia, we are facing increased pressures for professionalism and accountability and to raise funds for basic, unfunded services.    

In order to access services, clients are required to become a member of the Association at a cost of $11 per financial year.  All services of the Association listed on the previous pages are covered by this membership.

In the case of a consumer who is a child, the parent/guardian makes payments/acts on behalf of the child.

Consumers may pay  their membership fee by direct debit, cheque, money order, or credit card, or by cash if paying in person at our office. 
When consumers become members, services offered by the Association will be available to them at no extra charge for one year from the date of payment.   There will be a charge if a consumer buys equipment or takes part in an activity conducted for us by another organisation.

If you would like further details, please contact the Consumer Liaison Officer on (08) 9311 8202.

Children and Family Services

The Children and Family Services team provides family-centred, home-based, school-based and centre-based services which are developed and implemented in partnership with parents and in collaboration with teachers and other professionals.

A child with a vision impairment needs assistance to develop good physical coordination, language and cognitive skills, independent movement, social and daily living skills. These are essential for their success in education and all aspects of their lives.

Our team members work with parents to develop an individual program which will enable your child, blind or vision impaired, to achieve his or her full potential.    We are also available to work with anyone involved in the care of your child.  Practical and emotional support is also available to children and their families as they adjust to the impact of their vision impairment or of their family member.

While many services are carried out in the child’s home and the community, for example in child care centres, we also offer activities and programs at our premises in Victoria Park.  We also visit children in rural areas and provide links to local service providers.

Services are provided to children from birth to 18 years of age and to their families.  

Early Intervention Program

Early Intervention, in an enriched and stimulating environment, is the key to positive outcomes for your child and a launching pad for life - the earlier we begin, the more we can achieve together. 

The Early Intervention program provides therapy, education, information and support services for children aged 0 - 6 with a vision impairment, and their families, in a manner that acknowledges the family’s individual needs.  Services and programs include:
· Functional Vision Assessments

· Individualised developmental programs
· Developmental assessments

· Playgroup
· Small group programs

· On-site Kindergarten for 3 and 4 year olds in the Perron Early Learning Centre (see separate information booklet)
· Orientation and Mobility training
· Library services – books (reference materials for carers, plus Braille, tactile and talking books for children and young adults), and toys and games
· Family support through counselling, support groups, information sessions, parent seminars, family fun days or by linking families with each other.
· Information about community resources and various entitlements, including pensions and concessions, and advocacy as required.
· Specialist information and support to families, playgroups, childcare centres, schools and other agencies
· Referrals to other agencies

School Age Program
The school age program provides services to children from the time they enter year one until they leave school.  Services are provided at home, school, the Lotterywest Children’s Centre or any community setting your child may be attending.
· The Association for the Blind Vision Management Centre provides Low Vision assessments and advice on low vision aids.
· Individualised skills assessments and development programs.
· Social and life skills development programs, including SALSA programme and annual camp.
· Orientation and Mobility training.
· Family and individual support through counselling, information, and linking families for peer support.

· Library services (as above).
· Recreation services including Saturday Program (eg: sport, art, independence skills), Lotterywest Children’s Centre (eg: Mega Theatre) and Fun Club school holiday program.

· Training, Employment and Information Services - adaptive technology demonstrations, assessments, advice and training.
· Specialist information and support for families, teachers, schools and other agencies.

· Resource information, pension and concession advice, advocacy and referrals to other agencies.

Services for School-leavers

· Information about vision impairment and the Association for the Blind services

· Referrals to services provided by the Association for the Blind:

-
Vision Management Centre - Low Vision Assessment.
-
Training, Employment and Information Services – post-secondary support and vocational services including educational and employment advocacy; technical information about adaptive equipment and support for its use.
-  Peer support programs.
-
Library Services.
-
Recreation Services.
-
Occupational therapy services - support and training in daily living skills.
-
Social work services: counselling, resource information, pension and concession advice, advocacy and referrals to other agencies.
-  Orientation and mobility training.
Eligibility for Services

The Association accepts referrals from parents, carers, medical professionals, and teachers, with parental consent.  In order to receive services children must have both:

· a vision impairment that cannot be fully corrected with spectacles

· current or potential future functional difficulties resulting from vision impairment.
Children who are eligible for services based on their vision impairment, and who are not receiving services from another therapy service, are able to access the full range of Association services.  Children receiving services from other organisations are able to access Orthoptic and/or Orientation and Mobility Services in order to provide support to families and their primary therapists. 

Children and Family Services receive some Government funding through the Disability Services Commission.  This funding requires the Association of the Blind to provide information on what it does and  to whom it provides services.  This information is always treated with strict adherence to privacy.  Periodically, the Disability Services Commission may request parents involvement in monitoring the quality of the service they are accessing.

Services to non-Australian residents will incur full fees.  Please discuss this with your service coordinator.
Team Members
Occupational Therapist

The occupational therapist assesses a child’s development and how it may be affected by vision impairment.  With a young child the occupational therapist uses play, and specialised and everyday activities to look at the child’s ability to use their hands and to interact with other people and their environment.

The occupational therapist is able to provide support, as needed, to the child and their family/carers within the home and community, including playgroup, childcare, kindergarten and school.  

Skills addressed include fine motor skills (drawing, cutting and using two hands together); visual skills (interpreting what is seen); cognitive skills (memory, sequencing, concepts such as shapes, body image, spatial awareness, categories etc), socialisation, sensory-motor (coordination and sensation awareness) and self help skills (mealtimes, bath times, dressing etc).  

Therapy is also provided through small group programs run with other team members.

Orthoptist

An orthoptist is an allied health professional who is involved in the assessment, diagnosis and management of vision disorders.  

Orthoptists can assess the vision of children aged 0 to 18 yrs. When assessing school aged children, the orthoptist works with the optometrist in the Vision Management Centre.

For infants and toddlers or for those children with multiple disabilities, a Functional Vision Assessment is often undertaken by the orthoptist.

The orthoptist assesses the child’s vision and provides information about what the child can see and how best use can be made of what vision the child has.  The orthoptist works closely with the parents/caregivers and other team members to assist in explaining specific eye conditions, the possible implications and impact of specific vision defects on daily function, and responding to any vision concerns regarding the child’s eye condition.

As appropriate, the orthoptist can provide sensory stimulation ideas, advice on the appropriate print size needed, suitable lighting, contrast, seating, etc.   The orthoptist can also give advice on providing the best environment that supports the needs of the child or help facilitate individual education programs to maximise the functional use of vision.

The orthoptist can liaise with other agencies, therapists, teachers, doctors etc. and provide information as part of a multi-disciplinary assessment which contributes to the educational planning and general development of the child, with the aim of helping the child to achieve his or her full vision potential.

Physiotherapist

The physiotherapist conducts home visits to children aged 0 - 6 years, to monitor and provide ideas to stimulate the child’s gross motor development and to provide caregivers with techniques to stimulate vision.

Caregivers may also be taught baby massage and handling skills.

The physiotherapist periodically provides a variety of small group programs, including hydrotherapy sessions with parental participation in a community setting, and joint occupational therapy/physiotherapy gross motor programs.

Children are also seen by the physiotherapist at the Children’s Centre at the Early Intervention playgroup.  

The physiotherapist additionally provides a consultancy service to other organisations that may be primary service providers, and also updates and helps maintain resources required by clients.

Psychologist

The psychologist provides assessments and information about a child’s overall development. The psychologist can work with families, education staff and employees of other agencies such as child care to develop programs to address a range of issues including child development and behaviour management.

Support and guidance to young clients through individual and group programs is another aspect of the psychologist’s role. Individual or family counselling can be provided by the psychologist, plus provision of emotional support to assist children and family members (child, parents, siblings and grandparents) in adjusting to the impact of vision impairment.
Speech Pathologist

The speech pathologist works with young children who are vision impaired who may be at risk of delay in developing speech and language.  

The therapist works with parents to help their child develop a range of skills including pre-linguistic development, oral skills, babbling - vocalisation, articulation, voice and intonation, early vocabulary, word combinations and understanding and meaning.  A speech pathologist can also assist with oral, motor and feeding problems.

Social Worker

Initial contact with the family is often made by the social worker who is available to meet with families in their own homes or at the Association’s premises in Victoria Park to explain the services and resources available to them from the Association for the Blind.

The social worker is able to provide emotional support or counselling to assist children and family members (child, parents, siblings and grandparents) to adjust to the impact of vision impairment.

Newly referred families can be linked to other parents and also to parent support groups.  Playgroup, family fun days and parent seminars are also a great way for parents to meet and gain support from each other.

Advice is provided about services and resources available to children with a disability in the local community.  Examples include respite, child care, parenting support and support groups. 

The social worker can provide advice regarding Centrelink entitlements for children with a disability and / or their parents. Information is also available about benefits and concessions such as the Taxi User’s Subsidy Scheme, Travel Pass and Companion Card.

Advocacy in relation to services, resources, funding and discrimination is provided as needed. Examples include respite, priority housing assistance, emergency relief, and funding applications for equipment.  

Orientation and Mobility Instructor
“Orientation” means  knowing where you are, where you are going and how to get there. It is important for all people to be orientated to their surroundings. Using vision is the best way to gather information for orientation because by looking around, you can get the most information. Children who are blind or have low vision have to learn other ways to become and stay orientated. They must learn to use their other senses (hearing, touch, and smell) as well as memory to work out where they are in relationship to other objects in the environment. 

Mobility means moving from place to place. Children may roll, crawl, walk or run to get from one place to another by themselves. Children who are blind or have a severe vision impairment need to learn how to protect themselves from injury when moving about. 

They may need to use an aid such as a white cane or techniques such as using one arm as a bumper to ensure safety when they move around independently. 

Orientation and mobility instruction teaches children who are blind or have low vision, how to get around safely and independently within their homes, local areas, schools and communities.

The focus of orientation and mobility for young children is:

•
teaching them how to understand and use sensory information
•
showing them objects in their world
•
encouraging them to move and explore

•
helping them to learn about rooms and places by associating a place with its use and function

Orientation and mobility instruction for pre-school children teaches them the basic concepts and movement skills needed for independent travel in familiar indoor and outdoor places such as in the home, in the backyard and local playground.

Orientation and mobility instruction for primary school age children teaches them how to find their way around school and to locate the rooms and places they need to be able to travel to. Orientation around the local home area is also extended.

As children move on to secondary school, instruction is focused again on finding their way around, but in a much more complex school environment. More independent outdoor travel is introduced which may include road crossings and use of public transport.
Vision Management Centre Services for Children
At our Vision Management Centre we are able to assist children, who because of their vision impairment, are experiencing difficulties with:

-
reading

-
watching television

-
using a computer

-
seeing street signs and traffic lights

-
seeing the white or blackboard at school

-
games or recreational activities
-
personal care, and so on.
Our optometrists and orthoptists provide the following services:

•
Optometric examination, assessment, prescription and provision of optical aids. These sometimes include spectacles but more often magnifiers and telescopic devices.
•
Demonstration of and training in the effective use of optical aids.
•
Advice on adapting lighting to better suit a child’s needs.
•
Advice on techniques to make better use of remaining vision.

Children’s Low Vision Assessments
A Low Vision Centre assessment is recommended for school age children to assist with the prescription of the most useful aids to be used in the classroom.

The assessment is carried out by an optometrist, who is experienced in assessing children and who has extensive knowledge of congenital eye conditions. 

Sufficient time is allowed for parents to ask questions and to clarify the effect of the vision loss on their child. 

The child is also assessed by an orthoptist, who together with the optometrist, recommends appropriate Low Vision aid(s) to suit the child’s physical, environmental and visual needs. Training in the use of the aid is also provided to achieve the optimum visual result.  

Vision Management Centre staff liaise with the Children and Family Services Team and other relevant agencies such as the Vision Education Service of the Department Education and Training.
Appointments
If this is your first contact with the Association, a member of the Children and Family Services Team will make a time to explain the range of services available from the Association for the Blind to you and your child.  They will also seek your consent to obtain information about your child’s eye condition from the treating ophthalmologist if the doctor has not already provided this. 

Children are seen at the Vision Management Centre in Victoria Park by optometrists and orthoptists who are experienced in assessing children. 

Training, Employment and Information Services
The Training, Employment and Information Services  of the Association  for the Blind offers technology-related assistance to children and young adults.
Adaptive Technology

A wide range of technology devices exists to assist children with reading, writing and information access.  Video magnification systems for enlarging printed material, and text-to-speech scanning systems for turning print into spoken word output are just two of the many devices designed to cater for the reading needs of children with impaired vision.  When accessing a computer, technology is available to magnify text and images on the screen, speak the screen contents, or present information as Braille. Using these adaptive tools, or other specialised solutions, children and young people can utilise the full functionality of home and school computers to do their school work, play games, surf the Internet and more. 

Equipment Assessment

A comprehensive assessment and demonstration service is available, designed to match the right technology to the needs of the individual. Working in conjunction with the primary, secondary and tertiary education systems, staff of the Training, Employment and Information Services can identify and recommend equipment appropriate for your child’s requirements.  The Association for the Blind can also supply, install and support the adaptive equipment on an ongoing basis.

Training

The Association for the Blind is a Registered Training Organisation and offers courses which result in industry recognised qualifications.  During these course  young people  are also taught how to effectively utilise the adaptive technology available. 
Working in conjunction with the Education Department, a training program can be designed to teach your child everything from keyboarding and word processing, through to desktop publishing or using the Internet. Programs are typically designed to enhance and extend the student’s school computer curriculum and can be tailored to meet a particular need.

Tertiary Students

More general study survival tips are also covered, such as identifying campus resources, liaising with lecturers and tutors, obtaining reading materials, working with student support services and developing assertiveness skills.

Advocacy for students is also offered through the Association for the Blind’s post secondary support program.

Lotterywest Equipment Assistance
Lotterywest makes funds available for the purchase of adaptive technology for use by young people who are blind or vision impaired whose families are unable to afford to purchase equipment for them. Assistance is available for the purchase of adaptive equipment that will be used outside the school setting, to improve a child’s independence or functional ability. The Equipment Assistance Program does not fund the purchase of personal computers, only equipment designed to enhance or adapt technology so that it can be used by a person who is blind or vision impaired.
Vocational Advice

Training, Employment and Information Services can provide students who are blind or vision impaired with information about possible career paths, and study or qualifications required to achieve them.  The Association for the Blind endeavours to arrange (where possible) for people who are blind or vision impaired and employed in vocations of interest to students, to provide advice and information directly.

The Geoff Gallop Braille and Talking Book Library

This library gives children and young adults who are vision impaired, access to print in an alternative format - Braille, audio cassette, email or disc.

The children’s area of this library resource centre also contains games, toys, videos and tactile books.

Membership

New library members are welcome.    The Commonwealth Government covers all postage costs.  Anyone wishing to borrow talking books must provide his/her own audio cassette player.

Braille and Talking Book Production

Each year the Braille and Talking Book Library produces more than a hundred audio books and thousands of Braille pages.  Some of the material is for the lending collection; some for other libraries and some produced at the request of specific individuals.

Lending Service

Library users can choose from a large collection of talking books that are delivered to their home via the post.   

The range includes fiction and non-fiction titles for children and young adult books.  A library lending service of  tactile and Braille books is also available.  In an arrangement similar to that for talking books, Braille books are posted to the borrower’s home.

Recreation Services
The Association for the Blind aims to support children of all ages who are blind or vision impaired opportunities to participate in and have access to a wide range of sport and recreation programs. Sport and recreation programs include golf, tandem cycling, gymnasium, martial arts and ten pin bowling.
Sporting activities and gymnasium involvement are areas of focus within the Fun Club held during term breaks and the Saturday Program held during term time.  Children and Family Services team members support involvement in sport and physical activities because they value these activities as opportunities to enhance motor skills and capacity; improve health and fitness; increase self-confidence and providing occasions for children to interact and cooperate with their peers.

Fun Club activities also include excursions and centre-based activities. Excursions may be to wildlife parks, ten pin bowling, museums, farms and so on. Centre based activities have included cooking, drama, pottery, music workshops, yoga and more.

The Saturday Program covers a range of activities from various sports, computing, art, crafts, pottery, cooking and music. The Children and Family Services team members, who are responsible for the Saturday Program, also support the development of social skills; social networks and friendships; daily living skills and independence in self care for those children attending.
The Lotterywest Children’s Centre includes the Mega Theatre. This is a favoured room for most children as it allows Playstation and Wii games to be played on a very large screen.

MEASUREMENT OF VISION

What is low vision?

People with low vision do have some useful vision, however their vision loss is severe enough to affect their ability to perform vocational, recreational and/or social tasks.  Low vision cannot usually be corrected to normal vision by regular glasses.

How is vision classified?

If a child is unable to see any letters on a letter chart, pictures or symbols, his vision may be classified in the following ways:

· Totally Blind (no perception of light – NPL or NLP)

· Perception of Light (when a child responds to a torch light shone into the

    eye – PL or LP)

· Hand Movements (the distance at which a child can recognise the 

   movement of a hand moved in front of his eyes (i.e. HMs at 1 metre)

· Count Fingers (the distance at which a child can count the number of

    fingers on a hand held in front of his eyes (ie CF at 1 metre)

If a child is able to see letters, pictures, symbols or colour contrast (eg: black/white) his or her visual acuity can be measured.

What do people mean by visual acuity?

Visual acuity is a measure of what the eye is able to see at a set distance of six metres for distance vision and thirty centimetres for near vision. Vision is tested one eye at a time using a standard letter chart (the Snellen Chart). Special visual acuity tests have been designed for children who are multiply disabled or too young to manage to read a standard letter chart (see “Orthoptist” on page 10))
Visual acuity of 6/6 is regarded as ‘normal vision’.  The top number shows the distance of the child from the chart in metres, while the bottom number shows the measured result.  For example 6/60 means that a person six metres from the chart is seeing what a person with ‘normal vision’ can see at sixty metres. 

What do people mean by visual field?

Visual field refers to a person’s peripheral vision, i.e. what can be seen all around while looking straight ahead.  In older children visual fields can be measured using standardised tests.  

In the case of younger children, the orthoptist can estimate a child’s degree of field restriction by moving an object into the child’s field of vision from the periphery and recording when the child first sees the incoming target.  Reduced field of vision is often referred to as ‘tunnel vision’.

What is meant by functional vision?

Functional vision refers to the person’s ability to use whatever level of vision he/she has. Sometimes two children who have the same level of vision have different abilities to use their vision in performing everyday activities.  One child may get around more easily because he is able to use his vision more effectively.  

What level of vision is regarded as legally blind?

A person who cannot see at six metres what a normally sighted person can see at 60 metres, is considered legally blind. A legally blind person is someone who has less than 6/60 vision in their better eye or has a field of vision restricted to 20 degrees in diameter or less (a normal field of vision is 180 degrees) or a combination of both (reduced visual acuity and field of vision).

Legally blind is a term used by government to identify people who are eligible for special benefits and services.
COMMON EYE CONDITIONS AND CAUSES OF VISION LOSS AND BLINDNESS

Causes

The reason not all children who are blind or vision impaired have the same level of vision is because blindness and vision impairment can be caused by a number of different diseases and conditions, as well as accidents.  Vision loss can be partial or total and can occur progressively or suddenly, at birth or at any other time in the life span.

There are many congenital eye conditions (those present at birth) which are either inherited or caused during pregnancy or birth. Some of them may cause total and irreversible blindness while others may be treatable or may leave some vision remaining. 

Vision impairments can be attributed to one of the following three causes:

· 
refractive errors, or a defect in the eye that prevents light from being focused on the retina.

· 
structural abnormalities, or damage to or disease of any part or parts of the eye.

· 
cortical vision impairment, a temporary or permanent vision impairment caused by damage to the part of the brain that interprets visual information.

Refractive Errors

Myopia (Short sightedness)

Myopia makes it difficult for a child to focus on distant objects as a result of images being focussed in front of the retina, rather than on the retina.  This is caused by an overly strong lens, overly curved cornea or longer than normal eye.  High myopia (severe short sightedness) can only be corrected with glasses.  

Corrective surgery may be an option for some people. Myopia may appear alone or in combination with other eye conditions.  Premature infants with retinopathy of prematurity, for example, are more likely to have high refractive errors.

Hypermetropia (Long sightedness)

In Hypermetropia, it is difficult for a child to focus on close objects in particular, due to the fact that objects are focussed behind, rather than on the retina.  This is caused by a weakness in the focussing power of the eye, an overly flat cornea or the length of the eye being too short. Spectacles are prescribed to help children who have a high degree of Hypermetropia.

Anisometropia
If there is a significant difference between the refractive power of each eye (for example one eye being short sighted and the other long sighted), it is known as anisometropia.  The eyes can appear normal and straight and the condition  may go unnoticed.  This can result in amblyopia (“lazy eye”) and poor “3-D vision” if the brain suppresses the image from one eye.  Provision of glasses and treatment for amblyopia is important as soon as a problem is identified.

Astigmatism

The shape of the cornea in astigmatism is atypical.  Light rays passing through are not properly focused.  The child may experience blurred near and distance vision depending on the severity of the condition.  It often appears together with short or long-sightedness.

STRUCTURAL ABNORMALITIES
Albinism

Albinism is a hereditary condition in which all or part of the body lacks pigment.  In ocular albinism, only the eyes are lacking in pigment, whereas in oculocutaneous albinism, the skin, hair and eyes are all lacking in pigment.   

Children with oculocutaneous albinism will typically have very blonde/white hair, pale skin and low vision.  The irises of the eyes range from pale blue to pink and cannot adequately screen out excessive light, making them very sensitive to bright light (photophobia).  Sunglasses and wide brimmed hats are a must, as well as sunscreen and protective clothing, to protect the skin and eyes.

The absence of pigment in the eyes also affects the retina and causes the vision to be impaired.  Children are usually able to read up close but have difficulty seeing in the distance.  Reading is made difficult by a fluttering motion of the eyes called nystagmus.  Nystagmus becomes worse when the child is tired, nervous or trying hard to see something.

The various forms of albinism are familial, and genetic counselling is recommended.
Amblyopia

Amblyopia or “lazy eye” refers to a vision impairment that results when a child suppresses the image from one eye.  The vision system generally continues to develop until a child is about 9 years old. In some children however, the brain may ignore the vision in one eye due to one eye having better acuity than the other (for a variety of reasons including cataract, droopy eyelid, strabismus, tumour etc.) or due to one eye being crossed or turned due to strabismus.  In order to prevent blurred or double vision, the brain may ignore vision in one eye, which if left untreated, can result in permanent vision loss in the unused eye.  
Vision loss may be reversible if amblyopia is identified and treated before the child’s vision system has stopped developing (approx aged 8 or 9).  Amblyopia is treated by patching the stronger eye which forces the child to use the lazy eye.  This can take from anywhere between a few months to over a year.  The cause of the amblyopia is also treated (eg: correction with glasses/surgery for strabismus).  Generally the younger the child is treated, the more rapidly they respond to treatment.  Permanent damage to the eye results if treatment is not followed.

Cataracts

Cataracts are a cloudiness or opacity of the lens of the eye. A normal lens is clear and focuses light rays on the retina, therefore a cataract obstructs the passage of light to the retina.  

Cataracts may be found in one or both eyes and can be present at birth (congenital cataracts).  Vision loss ranges from minimal to severe vision loss.  Cataracts in children may be inherited, result from an infection to the mother during pregnancy (eg rubella) or may occur as part of a disease or syndrome affecting the child generally (eg: Down’s syndrome).

Cataracts are surgically removed so that vision can develop properly in the young child.  Contact lenses or glasses are prescribed to provide a clear image to the retina and artificial lenses may be suitable in the longer term.  Cataract surgery is usually very successful.

Glaucoma

Glaucoma is an eye condition in which there is raised pressure (intra-ocular pressure) within the eye. This increased pressure can damage the optic nerve that sends visual information to the brain. Damage progresses very slowly and destroys vision gradually, starting with the peripheral (side) vision and central vision if the damage continues.  The degree of vision impairment varies from no vision impairment to complete blindness.  Glaucoma can also present as an acute condition with rapid onset, which again requires immediate treatment to prevent further damage.

Once diagnosed, glaucoma can be treated, but unfortunately loss of vision prior to the treatment usually cannot be restored. Treatment involves the use of eye drops and other medication, or if this does not help, surgery may be necessary. Early detection, prompt treatment and regular monitoring can keep damage to a minimum.

When glaucoma occurs in infancy, surgery alone may control pressure for life, however continual follow-up and monitoring is essential.  Congenital glaucoma is usually a genetic eye condition and genetic counselling should be sought for parents and their child at adolescence.

Nystagmus

Nystagmus is a fluttering movement of the eyes over which the child has no control.  The eyes can move horizontally, from side to side, but they may also move up and down, in a rotary fashion or a combination of these movements.  It is usually present in both eyes and can occur alone or together with another vision problem such as congenital cataracts, albinism, or a neurological condition.

Children with nystagmus usually adopt a head position or eye position which reduces the intensity of the nystagmus.  This position is called the “null point” and gives the child his or her best possible visual acuity.  If a child adopts an extreme head position or posture it is possible to alter the alignment of the eyes through surgery and move the null point.

Optic Nerve Atrophy

Optic Nerve Atrophy occurs when part or all of the optic nerve fibres are damaged affecting transmission of information from the eye to the brain.  

Vision impairment can range from reduced visual acuity or visual field to total blindness, depending on the extent of the damage to the optic nerve fibres.  Causes may include lack of oxygen, hydrocephalus, glaucoma, retinitis pigmentosa, infections of the brain, tumours and injuries.

Retinitis Pigmentosa

Retinitis Pigmentosa (RP) refers to a group of inherited diseases that cause degeneration of the retina. People with RP often have tunnel vision and poor night vision.  As the disease progresses central vision is lost.  

Retinoblastoma

Retinoblastoma is a malignant tumour of the retina that if left untreated, can spread through the optic nerve to the brain.  The tumour can require complete removal of the eye (enucleation) and may need radiation therapy to prevent the spread of the tumour.   If the eye is removed, an artificial eye (or ocular prothesis) can be fitted.  Modern artificial eyes look incredibly natural.  Genetic counselling should be sought as Retinoblastoma is familial. 

Retinopathy of Prematurity

Retinopathy of Prematurity is a condition that appears soon after birth, generally in premature infants exposed to high oxygen levels.  High levels of oxygen are sometimes given to prevent brain damage at the risk of damaging the baby’s eyes.  It involves the abnormal development of blood vessels in the retina and can lead to retinal detachment and blindness.  Sometimes there is a small area of healthy retina left and this may give the child some useful vision.

Strabismus

Strabismus refers to misaligned or “crossed” eyes and is one of the most common eye conditions among children appearing in the first year of life or some years later.  One or both eyes may turn inward (esotropia) or turn outward (exotropia), or the gaze of one eye may be higher than the other (hypertropia) or lower than the other eye (hypotropia). 

The lack of coordination of the eyes can cause double vision and the brain to suppress the vision in one eye.  This can result in permanent damage to vision (amblyopia and reduced binocular vision) if not treated early.  Glasses, surgery and patching are all treatment options, depending on the child’s particular condition.

CORTICAL VISION IMPAIRMENT
Cortical vision impairment occurs when the part of the brain (often the visual cortex) that receives and decodes the message sent from the eye, is damaged or missing.  This may result in a decrease of visual acuity or total blindness.  Generally no abnormality of the eyes is found on examination.  The eyes often look normal.

The visual cortex may be damaged by head injury, from a lack of oxygen, by an infection or by other diseases.  Sometimes the cortical blindness is temporary and lasts weeks or months. Sometimes the damage is permanent and messages from the eyes are not decoded.

Children with cortical vision impairment often have other disabilities such as cerebral palsy.

PARENTS SHARE THEIR STORIES

Daniel’s story

Before Daniel started school, we had his eyes checked.  He had perfect vision.  At school he was a very bright child.  In year 3, he had a teacher who insisted on perfection in writing and Daniel did not meet the standard.  His grades dropped and he began to hate school.  Year 4 was good and because of the previous year, we did not push the writing issue.  His grades improved but not the writing and he began to draw more in black and white.  In hindsight, this could have been the start of the problem - not being able to see clearly what he was writing, reading and drawing.

In grade 5, I asked Daniel to read to me out loud.  He usually read to himself or we read to him.  He was slow and unsure of the words.  I got mad at him for not wanting to read to me.  But he complained about the light glaring and not being able to see properly.  We took him to the doctor, then an optometrist.  He told us he was red/green colour deficient and glasses would not fix the problem.  We went to a specialist, who sent us for tests and a CAT scan.  This made Daniel ill and I felt so helpless.   Fortunately, it was not cancer.  But what?  We were told he had Stargardt’s disease.  The central vision is affected but peripheral vision usually remains.  It is rare for total blindness to occur, he would have problems seeing details and colour vision would be affected.  I remember feeling sick.  He could never drive a car, and he would never get into the armed forces (which he wanted to do from a very young age).  How do we explain all this to a 10 year old boy?

I told my husband the news.  He was devastated. He cried but not in front of Daniel.  We told Daniel that his right eye would not get better and that his other eye would probably go as well.  He was angry and began to hurt himself.  We calmed him down and sat down and talked.  My husband had devastating news at the age of 19, so he related this to Daniel.  They talked, they cried and hugged.  My husband was a mess and could not stop crying.  He realised that he was worried about what would happen when we weren’t there for Daniel.  Would Daniel marry, would he be like normal children?  He knew he needed more help and through his work had the opportunity to go to a counsellor.   He realised that there was no reason to worry, that Daniel’s healthy, has some vision and can do what other children do.  He researched a lot on the Internet and at the public library.  We were sent for a second opinion to the Lions Eye Institute for more tests. Sensing that the news would be bad, we took ourselves on a big holiday to Disneyland.  It would give us all the opportunity to strengthen our family, forget our troubles, relax, enjoy the rides – yell, scream and release some tension.  I did it all except for the relaxing part!

On our return it was confirmed that Daniel’s sight was going.  The Lions Eye Institute told us about the Low Vision Centre at the Association for the Blind.  With some reluctance (not wanting to think he may go totally blind) I made contact.  Sarah from children’s services came to our home and told us about the support they give, counselling, aids, grants, a computer group and so much more.  This is a great service.  Thank you.

Although our school did not pick up any problem (and I suppose we expect a lot from our teachers) they too have been very supportive.  The Department of Education and Training has a branch called the Vision Education Service and they supply visual aids, visiting teachers and teaching aides to those in need.  They have all gone out of their way to help Daniel and us, the parents.

Daniel’s eyesight has dropped to 6/60 in both eyes.  He has experienced teasing and unwanted attention at school.  This annoys him, but he is finding ways of dealing with it.  He gets embarrassed using his equipment, as this makes him stand out.  He wonders about the things in life he has missed by not seeing them as others do and wonders what colours really look like.  In time, we are sure Daniel will learn to be more assertive and confident, but also appreciate the little things in life more. 

At home we have a CCTV, a 19” monitor and Zoomtext on our computer, and various magnifiers.  At school Daniel has a monocular and a visulette supplied by Vision Education Service. He is learning Braille and we are also going to learn, as we figure if we start now, we should be able to read when we’re older and our sight goes too!

We have had a tremendous amount of support and have found humour a wonderful tool.  But we do get annoyed with those who deny there is anything wrong (adjustments do need to be made); but worse, those who take pity and tell us how tragic it all is.  We have a son and accept him just the way he is.  Through him, we have come to realise how much we take life for granted and how really fortunate we are, whatever our circumstances.  You really need to face life with all its challenges, for you never know what tomorrow brings.

Gemma’s story

“Her eyes look pretty steamed up”
When Gemma was born on the 7th of April, I had no idea that she was blind.  She had her eyes tightly shut when I nursed her for the first time.  When my GP checked her over, as all doctors do when a baby is born, he made the comment that “her eyes looked pretty steamed up.”  I didn’t realise at the time that this meant she had cloudy corneas.  

Later that day, my ophthalmologist arrived to check her eyes and he referred her to a paediatric ophthalmologist.  Then she was referred to professor Constable at Royal Perth Hospital.  She was diagnosed with Peter’s Anomaly.  She had bilateral corneal opacities and anterior segment disgenesis, or in lay person’s terms, she had cloudy corneas and the front of her eyes had not developed in the normal way.  Gemma had three corneal grafts performed on her left eye, and an iridectomy performed on her right eye.  As the specialists found out, corneal grafts do not work on young babies.  Fortunately, the iridectomy did work and she has a surgically produced pupil, which gives her 4/60 vision (approximately 5% vision).  She has light perception only in the left eye.

Gemma was referred to the early intervention program of the Association for the Blind by the senior social worker from Princess Margaret Hospital.  She was visited at home by an occupational therapist.  We attended the weekly program at the Association for the Blind whenever we could.  In the first eighteen months, Gemma had nine anaesthetics.

She attended Perth Modern School as a Music Scholarship student studying classical guitar.  She learnt music from the age of three and completed her first AMEB Pianoforte examination when she was in Grade 3 and gained a distinction.

She travelled independently to school by public transport, after having orientation and mobility training from an Instructor from the Association for the Blind.  She uses a white mobility cane, especially on stairs and escalators, and can move around very quickly around West Perth and Perth.  

She has learnt her computer skills at the computer courses run by the Technology, Training and Employment Section of the Association for the Blind.  

Gemma received services from the Vision Impairment (Education) Service, a support service of the Education Department, from the age of 4, when the visiting teacher played an advisory role.  She used magnification aids provided by VES.  She uses large print formats for her music and printed materials at school.  However, she was taught Braille in Years 1,2 and 3.  She has been encouraged by her visiting teachers to keep up her Braille reading skills.

Gemma attended the monthly senior student group meetings held at the Vision Impairment / Education Service at Hale House in West Perth.  The students take turns at chairing the meetings, taking minutes and helping to organise social events. Gemma attends courses run by the Association for the Blind. She has learnt daily living skills in a fun way and has had a great time meeting and sharing experiences with other young people who are blind or vision impaired.

Gemma’s other interests include shopping, listening to music.  She has a very wide range of tastes in music from classical to contemporary. As a teenager, she loved chatting to her friends on the Internet, or on the telephone. Gemma has achieved good results at school and would like a career that could combine her two loves, computers and music.  

Gemma has twice won the Dinko Bozikovic Music Scholarship, and the Variety Club’s Brian Treasure Music Scholarship.  She travelled to Mittagong at the ages of 11 and 12 to attend the Braille Music Camp organised by the Royal Blind Society of NSW.

In 1997 and 1998, Gemma attended Outward Bound camps at Walpole where she rock climbed, completed a high ropes course, abseiled down cliffs and came down in a flying fox from the top of a karri tree. 

She has always been encouraged to be adventurous, to enjoy life and do as many interesting things as she can.  I hope her story will inspire other young people and help them to realise that they can achieve anything if they really try hard enough.  It may be difficult to reach the stars but you can have fun trying!

Harry’s story
The first comments about Harry by the paediatrician at the birth were, “Look at that mop of white hair.”  Then, when he held Harry he remarked, “What a feisty little thing”…which holds true to this day.

Everything seemed normal in hospital.  I had a beautiful, exquisite baby with lovely white hair and blue eyes and by the reaction from the midwives and doctors, this was quite rare.  It didn’t seem rare to myself or my family, as I was born with white hair and eye lashes and would show everyone the likeness in a photo.

A few weeks went by.  Harry was smiling and everything was going well at home.  By the sixth week I was trying to work out if Harry was focusing on faces or objects.  This continued for the next four weeks or so without success.  My clinic sister advised that his vision could be a little delayed and to at least wait until he was three months old before going to see an ophthalmologist.

The time came and he still wasn’t looking up at my face when I was breastfeeding, nor was he reacting to his name being called or facial expressions in the bath.  He seemed to be always looking away and his eyes moved a lot from side to side (nystagmus).

Right on three months I visited my GP and told her of our concerns.  She tested Harry with a torch flashing near his eyes, with no response.  An appointment was made for the following morning to visit an ophthalmologist.  It was a dreary, wet day. I was rushing to be on time, was caught speeding and arrived a little late only to be told that an appointment had not been made for us.  Yes, we were going to be seen but would need to wait.  Harry was very unsettled and I was very uncomfortable. 

The doctor’s first diagnosis was Albinism and he commented that it was coincidental as he had just given a talk on this topic.  He advised that it was the lack of pigmentation at the back of the eye which enables us to focus and began to explain that Harry’s sight could be anywhere on a pendulum from 0-10% vision and that we would have to wait and see.

At that moment I felt like I had just been stabbed with a knife.  My son was going to be blind or near blind. I was composed, but in disbelief, and was told to come back in three months time.  As we left his rooms and got into the lift, I could no longer contain myself and broke down.  The tears were pouring down and I was in no state to drive.  I found a café just outside the lift doors, had a coffee and just kept staring at my beautiful baby.  I knew that whatever the outcome we would pull through it!

My husband and our respective families were devastated and shocked but this did not stop us and we sought another opinion.  Our second specialist was a family acquaintance who saw us the following morning.  His opinion was brief yet optimistic, we were delighted.  Now we had two slightly conflicting opinions so we sought a third doctor’s advice, who we now visit today.  He informed us that Harry had a little sight and would have low vision.  We were told that he would be able to go to a normal school and have a magnifier on his desk.  We were both ecstatic to hear this news.  

The doctor also advised us of the services and support network at the Association for the Blind and within days they had contacted and visited us.  They have been marvellous.

The first eight months was a chapter in our lives we shall never forget, but with the support of each other, our family, friends and the contact with the Association for the Blind, we have been able to maintain our strength.

We feel that we are very lucky to have this special little boy who is progressing so well and are hopeful that whatever the future holds, his challenges and dreams come true.

Graham’s story

In 1987, I was delighted with the news that I was pregnant and would be giving birth in mid March 1988.  In November I insisted on an ultrasound which confirmed that I was carrying twins.  I was so excited by this news.  On 6 December 1987, I gave birth to twins at Kalamunda Hospital (i.e. they were born 13 weeks premature, weighing just 920 and 940 grams), and because the twins were so premature they had to be transported to King Edward Memorial Hospital. They were not expected to survive the trip.  

When I arrived at K.E.M.H. my babies were still alive but both were battling to stay alive. They were transferred to the special care unit at KEMH.  We named the babies Craig and Graham.  Just before midnight Craig died.  Early the next morning we were called to be with Graham - the doctor was doing external heart massage on Graham and thought Graham was not going to make it through the crisis.  Luckily, Graham made it through and his fight for life continued.  Graham stayed in the Special Care Unit, where the staff were all obviously very dedicated, professional and caring.

In February, an eye specialist explained to us that there were problems with Graham’s eyes.  There were blood vessels growing over the retina, which could mean he could be blind, depending on the extent of the growth.  The technical term for this condition is known as Retinopathy of Prematurity, a complication arising from the need for higher-than-normal levels of oxygen required for many premature babies due to their immature lungs (nowadays there are treatments available which quicken the maturity of lungs of premature babies, and therefore decrease the need for the higher doses of oxygen supplied for survival).  I remember after talking to Dr Raiter I wondered if this nightmare was ever going to end and what quality of life Graham could expect with such a major disability.   In mid February, Graham was transferred to P.M.H. where his eyes were operated on.  The operation was not successful, and by March we knew Graham was totally blind.

Graham came home from hospital in late April, when he 2.5kg.  He was a very quiet baby.  
While Graham was still in hospital, we visited the Association for the Blind, to find out what they had to offer us to help Graham.  We were invited to visit their Home Start Program, which was every Wednesday morning.  So, every Wednesday I would pack up the kids (Graham and his 1.5 years older brother David) to visit the Home Start Program.  We were all made very welcome, and David joined in with all the activities and Graham and I worked with the physiotherapist and the occupational therapist every visit.  
The mums also had time to talk and discuss the problems they were having and how they were feeling with a qualified social worker.  We would go home and practice the activities and return the following week, full of enthusiasm.  I really felt that the support we had in those early years has given Graham such a wonderful start to life.  Talking with other parents helped me a lot and I realised that there were other parents out there with children with far worse disabilities than Graham. Through the Association for the Blind we had weekends where we would be shown all the support equipment etc that was available to help us.  These were always informative and well worth the time.

As Graham grew older we have had regular visits from occupational therapists, who have helped us with activities such as dressing by himself, getting his own breakfast etc.  A physiotherapist comes out regularly to give him exercises to help his co-ordination and gross motor skills.  He has regular visits from the Mobility Officer from the Association, both at home and at school.  Graham attends a normal Primary School and we also have support from the Education Dept (a specially trained visiting teacher), in that since Graham started pre-school he has had this support usually three times per week.

Nowadays, Graham also does gymnastics and swimming lessons, cycling, has played golf, has played the piano since he was three, he is a computer wizard (with the help of voice-interactive software), he writes prize-winning poetry in his spare time, and his photo has appeared on the front page of the West Australian!  Graham interacts well with his peers, and is an inspiration to just about anyone he meets.  We’re lucky he survived!

We are very grateful to the Association for the Blind and for their caring and professional attitude.

Rachel’s Story
Okay I was induced on Wednesday the 10th of March at 8.30am. I waited patiently all day until 9.15pm that night when Rachel popped out and greeted me.

Six weeks after Rachel was born, I noticed something was wrong with my baby’s eyes.  They were moving around weirdly, like she was unable to control them.  I took her to an after hours doctor and he said “take this baby to Princess Margaret Hospital, she is doing weird things”.  So I did, and the nurses at emergency looked her over and then admitted her to the ward 5a so the doctor could see what Rachel was doing.  

The eye movements looked like fits, so the doctor put Rachel on anti-convulsant drugs, Phenobarbitone and Clonazepam.  This wasn’t the problem because the roving eye movements didn’t stop, plus Rachel was so drugged that she wouldn’t drink for the nurses, so they put a naso-gastric tube down her nose to her stomach so they could get some fluids down her.  When I fed my baby she seemed to feed and also want more.  (Mummy’s touch, I guess)  After a couple of days of the tube being in there and Rachel feeding from a bottle the nurse finally got the picture and took the tube out.

Rachel stayed in the hospital for 2 weeks then the Neurologist came and told me that my baby girl, now 8 weeks old, has a rare eye disorder called “SPASMUS NUTANS”  She also said that the roving eye movements would stop between 1-3 years.  There was nothing else to do but wait for that to happen.

When Rachel was 8 months old, her neurologist said for me to take Rachel to the Association for the Blind’s Early Intervention program, because Rachel wasn’t sitting up yet and seemed to have a floppy bottom half, she wouldn’t stand to take weight if you held her.

The team at the Association looked at my daughter, and the physiotherapist and I worked with Rachel to get her achieving her milestones.

At 14 months the Ophthalmologist at PMH told me that he and the Association seemed to think that Rachel has a different eye disorder called LEBER’S CONGENITAL AMAUROSIS.

At that moment I felt like someone had died but after the reality set in I realised that Rachel is my baby 1st, and my possibly blind child 2nd.  I love her with all my heart, she is an absolute delight to have around and I wouldn’t have her any other way.

So the outcome is that Rachel is probably totally blind but may have what the specialists call Light Perception.  She has never given us any indication that she sees.  All we know about this rare eye disorder is that it is inherited by the parents.  Greg and I both have the same defective gene and it has come out and given Rachel a double dose.  Therefore she is probably totally blind.  Every other child we have has a 1-4 (25%) chance of having what Rachel has.

The term LEBER’S is just the name for the man who found this disorder.  The term CONGENITAL means present at birth and the term AMAUROSIS means blindness.

The team at the Association for the Blind Association has been the absolute best; I don’t know how I would have got through this without them.

This is Rachel’s story and we’re proud to tell it.

Sue-Ann and Greg

What to expect from the Association - Policies and Procedures
We aim to ensure that people who are blind or vision impaired who approach the Association for the Blind of WA for a service, receive a personalised, prompt and effective response.  You should be informed about what the Association can offer and should be in a position to make informed decisions about which services you wish to utilise.    Our processes have been designed to ensure that this happens from the point of initial contact and for as long as contact continues.  

Service Coordination
When the Association provides services to its consumers it uses the Service Coordination approach. This requires staff to be responsible for ensuring that the organisation is responsive to your needs and provides you with the services you need in a timely and appropriate manner.

The important elements of Service Coordination include:

•
talking to you and creating a trusting, working relationship;

•
identifying your needs;

•
making a service plan;

•
delivering service;

•
checking the progress; and

•
ending the process.

Your rights

As an Association consumer you have the following rights to:

•
be treated with respect and courtesy;

•
be informed and to be consulted;

•
be part of decisions made about you and the services you access;

•
receive good quality services;

•
privacy and confidentiality, and to access all personal information kept about you by our service;

•
have another person of your choice support you and advocate on your behalf; and

•
have your comments valued and to make a complaint if you are not happy with the services you receive.

The right to be treated with respect and courtesy

Service providers must treat you with dignity and show respect for your ideas and the decisions you make about your life. They should listen to what you have to say, and are expected to show courtesy in their behaviour to you. 

The Association acknowledges diversity and differing needs amongst its consumers. For anyone who is unable to speak English, the telephone interpreter service will be used. An interpreter with appropriate translation skills can also be arranged to enable our communication with people who are deaf/blind.  

The right to be informed and to be consulted

As a consumer you have the right to be informed about the services available to you and about your rights as a consumer. The Association provides the appropriate services booklet to every new consumer / family. It describes our services, includes background information about our organisation and general information related to vision loss as well as referring to our relevant policies and procedures. As part of the Association’s ongoing communication with its consumers, it also produces regular consumer newsletters.

The right to be part of the decisions about services received
You have the right to remain in control of the services you receive, by being part of decisions made about the services provided to you. This also includes the right to cease or refuse service.

In your early contact phase with our organisation we will undertake a planning process, in which you are an important participant, to develop your service plan. This ensures that you play an active part in determining the services you receive from us. 

The right to receive quality service
An agency needs to inform you about what services it can and cannot provide. You have the right to receive a planned and reliable service and are welcome to use our suggestion box to provide feedback on our delivery of services (refer to the Quality Service Improvement Policy and Procedure in the policy list below).
The right to privacy and confidentiality

You have the right to confidentiality and privacy, and to obtain information held about you on our files (refer to the Privacy Safeguards Policy, accompanying information in the policy list below).
The right to make a complaint

As someone using Association services, you have the right to give honest feedback about the service you are receiving without fear of losing the service, or having it reduced (refer to the Complaints Policy in the policy list below).
The right to an advocate

Everyone has basic rights as Australian citizens and these include expressing your views. It can be helpful to have family or friends to speak on your behalf. If this isn’t possible, a representative from an advocacy agency might be able to help you. The role of these agencies is to advise people about their rights and responsibilities when receiving services, and to act on your behalf with service providers. 

There are agencies that may be able to provide you with an advocacy service, however selecting the appropriate agency will depend on the nature of the issue at hand.  The following list provides contact details of several advocacy services operating in Western Australia:
Agency



Contact Number
Aboriginal Legal Service


9265 6666 or 1800 019 900

Advocare



9221 8599 or 1800 655 566

Blind Citizens WA



9355 5113
Citizen Advice Bureau of WA

9221 5711 

Disability Discrimination Unit

9470 2676  1800 642 791 or





TTY: 9470 2831
DSC Consumer Liaison Service 
9426 9244
Ethnic Disability Advocacy Centre
9388 7455
HeadWest



9330 6370 or 1800 626 370
Health Consumers’ Council

9221 3422 
Office of Health Review


9323 0600 or 1800 813 583
People with Disabilities WA 

9386 6477 or 1800 193 331
Welfare Rights & Advocacy Agency
9328 1751
Youth Affairs Council of WA

9485 2750 or 1800 670 231
Your responsibilities
While you have a number of rights as an Association consumer, you also have some responsibilities to our staff.

We ask you to:

•
treat staff with respect and courtesy – for example, by letting them know as soon as possible if you cannot keep an appointment;

•
provide a safe work environment for staff and help them to provide you with services safely – for example, by not leaving floors slippery; and

•
take responsibility for the results of any decisions which you make with staff about your care. 
Association Policies and Procedures

To guide its work providing services, the Association has developed a range of policies and procedures. Listed below are those of our policies which are most relevant to our consumers. The first two, Privacy Safeguards Policy and Complaints Policy, have been described in more detail while a summarised overview has been provided for each of the remaining policies listed.

Any of the Association’s Policy and Procedure documents are available to you, in your preferred format, on request to the Consumer Liaison Officer. 

Privacy Safeguards: Policy and Procedure
Amendments made to the Privacy Act 1988, came into force in December 2001 to ensure information is treated with the utmost confidence. The Association is bound by this Act and undertakes to adhere to the National Privacy Principles. A copy of our Privacy Safeguards Policy can be found on our website hello.guidedogswa.com.au .

In the course of our daily activities we communicate with individuals in order to perform our service delivery or income generation functions. To interact with you for these purposes, we collect, store and use personal information. 

· What information may be collected about you?
The Association may keep a record about you. This record will contain one or more of the following items: name, contact details, date of birth, ocular information, Medicare numbers and medical information. In addition, we will record the details of your interactions with us.

· What will the personal information be used for?

The Association may collect, store and use personal information for a number of purposes including those outlined below:

· Maintaining a contact record between you and the Association.

· Managing, planning and arranging activities directly related to the Association’s roles of providing services to people with a vision impairment, and generating income in order to fund services and research.

· How will this information be collected and stored?

The Association will collect personal information about you from the following sources:

· directly from you;

· from a third party i.e. friend, family member or health provider. 

If information about you is not received directly from you, you will be advised of this and will have the opportunity to consent to our retention and use of the information collected.

The Association uses a variety of physical and electronic security measures, including restricting physical access to its files and secure, password controlled databases to keep personal information secure from misuse, loss or unauthorised use of disclosure.

· To whom will this personal information be provided?

The Association considers that the personal information it collects is strictly confidential, and with the exceptions below, will not disclose this information to a third party without your written consent. 

· regulatory bodies;

· contractors engaged by the Association to provide services in connection with the uses of your personal information detailed earlier, including mailing you information; and

· where the Association is required by law to provide the information.

Where the Association is required to disclose personal information, the Association will require these parties to protect the information in the same manner as does the Association.

· Who do I speak to if I have any questions on the personal information about me, held by the Association?

           Please contact us and ask to speak to the Program Manager for Children 
           and Family Services if you:

· have any queries with respect to personal information we may hold ; and/or

· would like to access this information; and/or

· would like us not to hold or use information about you for a specific purpose.
Complaints: Policy and Procedure

While our complete policy contains a full description, below is an overview of our process for consumers to be heard if they are dissatisfied about a matter concerning the Association.
· Do you have a complaint about the Association for the Blind?

We understand that, as a consumer of the Association, there might be an occasion when you want to express a complaint or grievance about us without fear of retribution. We have developed a process to make this possible because we welcome any opportunity to improve what we do. 

· How will your complaint be handled?

Our complaints process ensures that your complaint will be received without prejudice and will be treated promptly, fairly and in a positive way. When engaged in the complaints process, the Association expects its staff and consumers to: respect each others’ dignity; be fair and courteous to each other; keep all matters confidential and give high priority to the complaint’s resolution and remediation. You may involve another person as an advocate at any stage of our complaints process. 

· How does the complaints process work?

Throughout the complaints process, you may express your grievance in the format of your choice and we will respond in your preferred format.
· Step One

In the first instance, it is best to communicate your grievance directly with the person concerned. In most cases, particularly with good will on all sides, such grievances can be immediately resolved.

· Step Two

If Step One hasn’t achieved a resolution, you may contact an Association Complaints Officer to formally lodge your complaint. You may submit a record of your complaint or speak directly to a Complaints Officer, who will record it onto a form. Your complaint will be referred to the Manager concerned who will seek to resolve it. The Manager will send you a formal response within 14 days of the lodgement date.

· Step Three

If you are still not satisfied with the outcome you may refer the matter to the Chief Executive Officer, who will attempt to achieve a resolution. The Chief Executive Officer will send you a formal reply within 14 days of receiving your referred complaint.

· Step Four

If you remain dissatisfied with the outcome, you may refer your complaint to the Board of the Association. The Board will make a decision about what further action is required.

· Step Five

Lastly, if you do not accept the Board’s decision it will inform you of other avenues you may pursue to achieve resolution. These may include the Office of Health Review under part 6 of the Disability Services Amendment Act (1999), or Advocacy Agencies such as People with Disabilities or the Citizens Advice Bureau mediation service. The Board may also choose to use an external mediator and will bear costs involved, to a specified amount. The Board will not however, pay for any legal costs.

Other Consumer Rights policies and procedures include Decision Making and Choice, Service Completion and Exit, Individual Needs, and Quality Service Improvement:

Decision Making and Choice Policy and Procedure
The Association for the Blind is committed to ensuring that all consumers of the Association retain maximum control over their own lives by having primary involvement in, and influence over, decisions that affect them.

Service Completion and Exit:  Policy and Procedure
This Association for the Blind recognises and makes provision for certain circumstances when a consumer disengages from the organisation and ceases receiving  services.

Quality Service Improvement: Policy and Procedure
The Association for the Blind:

•
provides consumers with an opportunity to comment and make suggestions on the services they receive and provide; and

•
improves service quality by encouraging participation from consumers in the Quality Service Improvement process; and 

•
has a formal mechanism for the Association to respond to suggestions from consumers; and 

•
fosters a culture of continuous improvement within the organisation.
The Association for the Blind has a range of Service Delivery policies and procedures. These include: Service Access, Community Participation and Integration, Alternative Format Special Request production, and Guide Dog Services.
Service Access:  Policy and Procedure
Access to services and programs provided by the Association for the Blind of WA is available to any person with a significant vision impairment who, after best correction, experiences or is at risk of experiencing a functional difficulty, as a result of his/her vision impairment. 

The individual may experience functional difficulty in one or more areas, which include, but are not limited to the following:

•
orientation and mobility skills; 

•
self care skills; 

•
daily living skills; 

•
ability to access information and to communicate; 

•
ability to access and participate in the community;

•
fine motor and gross motor development; 

•
cognitive and language development; and 

•
social and emotional development.
Individual Needs: Policy and Procedure
The Association for the Blind is committed to ensuring that all consumers of the Association receive services that are designed and delivered around their individual circumstances, needs and preferences.
Community Participation and Integration: Policy and Procedure

This policy ensures that services provided by the Association for the Blind are designed and delivered in ways that offer opportunities for the physical and social integration of its consumers in the general community.

The Association for the Blind is committed to ensuring that, wherever possible and practicable, those of its consumers who so wish:

•
have access to the same places as the rest of the community;

•
receive their services in community settings alongside other members of the community; and

•
have the opportunity to socialise and build relationships with members of the wider community.
Alternative Format Special Request Production Service: Policy and Procedure
The Association for the Blind is committed to providing printed information in audio or Braille format via its Braille and Talking Book Library’s special request production service. This service is designed to provide information that meets, in the least restrictive way, the individual needs and personal goals of its consumers.

Guide Dog Services: Policy and Procedure 
The Association for the Blind is the sole provider of Guide Dog Services in WA. It is committed to effectively and efficiently catering for the needs of its consumers by supplying, training and maintaining Guide Dogs according to standards developed by the International Federation of Guide Dog Schools for the Blind. 

The Association also has policies and procedures relating to Public Policy; Occupational Health and Safety; Human Resources; and Training.

Training policies include Student Orientation and Induction Policy; Student Selection and Enrolment Policy; Delivery of Accredited Training Code of Practice; 
And Training Assessment Appeal Policy. 
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