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The Children and Young People’s Sight Loss MOT

The Sight Loss MOT was developed by Devon in Sight and it has been
adapted for children and young people using the knowledge and
experience of the team at Moorvision. Together our aim is to help children,
young people and their families access the information and support they
need to adapt to a life with a vision impairment and to live life to the full!

Moorvision

Moorvision is a local charity providing a range of support, information and
advice and activities to children and young people with vision impairment
and their families. This enables them to access sports, social and leisure
opportunities; to enable them to meet other vision impaired children; to
enhance their wellbeing; and to support them in accessing education and
habilitation (independent living and mobility) services.

T: 01752 891934, M. 07581 566690 E: info@moorvision.org
Web: www.moorvision.org
Charity no. 1173939

Devon in Sight

Devon in Sight is a local sight loss charity providing practical help and
emotional support to people living with sight loss across Devon and Torbay.
We provide one-to-one planning and support, local groups and speaker
events, equipment and assistive technology, and ensure people are getting
appropriate support from health, social care and the voluntary sector.

T:01392 876 666, E: enquiries@devoninsight.org.uk
Web: www.devoninsight.org.uk
Charity no. 1140978
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Welcome

resulted in her being vision impaired.

She is now studying at University, she
has a fantastic group of friends, a
wonderful guide dog called Darby

... and is living life to the full.

Her journey was full of the usual highs
and lows, and special times associated
with growing up. Having a vision impairment as a child brought with it
many experiences and opportunities for her, for us as parents, and for her
younger brother too. It led to some wonderful times as a family but there
were also many challenges along the way.

One of the biggest challenges was ‘not knowing what we didn’t know’
about what vision impairment meant for a child or young person, and what
support was available through the different stages of growing up.
Moorvision was set up to provide practical help and support for children,
young people and families in the same situation as us, and this Sight Loss
MOT brings together information and resources which other people have
also said they have found helpful.

Every child and young person with a vision impairment will have a different
story, different hopes and dreams, and face different challenges. We hope
this checklist will help you on your own journey, and make sure you know
what support is available along the way.

Laura Hughes

Founder and Executive Director
Moorvision
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Using the Sight Loss MOT

How to use the Sight Loss MOT

The aim of the Sight Loss MOT is to provide you with information about the
wide range of support that is available to help your child and your family.

e You may just want to refer to the Resource Guide as a useful source
of information as and when you need it.

e You can use the Checklist for a one-off assessment which you carry
out on your own or with the support of a professional, possibly with a
review after 6 or 12 months to see how you are getting on.

e You can also use it as an ongoing planning tool to identify new areas
of support as your child grows and transitions through different
stages of home and school life.

Working with a Professional to complete an Assessment

Your child’s support needs and aspirations will be unique to them and the
checklist will identify specific issues and interventions for the current stage
of your child’s development.

A Professional will be able to go through each section with you to identify
where support may be needed and plan the best way this can be provided.
Depending on the organisations operating in your local area, professionals
able to guide you through the checklist might include a support worker
from a local sight loss charity, a Habilitation Specialist from your local
Authority or a Qualified Teacher for the Visually Impaired (QTVI). With your
permission, a professional will be able to help you work closely with other
education, habilitation, health and social care professionals, and with other
local and national charities, to bring together the support which is right for
your child and your wider family.

A shout-out to young people!

We recognise that different terms are used for people as they grow up, and
it may be appropriate to refer to them as a baby, child, young person or
adult as they grow up. However, for simplicity we will generally use the
term ‘child’ in this document.
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We also recognise that as children grow up, they may want to take a more
active role in discussing their needs and taking control over the support
they receive. However, again for simplicity, this document is written from
the perspective of a parent or carer and in the third person e.g. ‘your child’.

If you're a young person looking through this document, then please take
control of the document and use it as your own!

The topics covered by the Sight Loss MOT

The Sight Loss MOT has been developed with the help and experience of
children, young people with vision impairment and their families and
covers the services, support and training which they have found helpful to
developing children’s independence, wellbeing and choice.

The Sight Loss MOT covers the following areas:

Understanding and managing your child’s vision impairment
. Helping your child make the best use of their sight
. Health and wellbeing

1.

2

3

4. Living and learning at Home
5. Getting out and about

6. Financial support

7. Education, transitions, and the world of work
8

. Feeling positive and making friends

Different stages of home and school life

It may be appropriate to revisit the topics in the Sight Loss MOT at different
stages of your child’s development as their needs and types of support
change, but it may also be the case that some topics are more relevant
than others at specific stages of development. Topics that may come up at
particular stages of development are highlighted overleaf.
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Different stages of home and school life

Early Years

e Meeting milestones

e Pre-school education

e Early Years Foundation Stage intervention
e Toys and Play

e Other health needs and disabilities

e Transition to Primary School

Primary School Age

e Educational Support including Education,
Health and Care Plans (EHCPs)

e Toys and Play

e Making Friends

e Accessing IT for schoolwork and leisure

e Accessing activities

e Other health needs and disabilities

e Mental health

e Accessing habilitation

e Transition to Secondary School

Secondary School Age

e Educational Support including Education,
Health and Care Plans

e Accessing IT for schoolwork and leisure

e Accessing activities

e Social media

e Other health needs and disabilities

e Making friends

e Mental health

e Accessing habilitation

e Independent living

e Independent travel

e Work experience

e Transition to sixth form, Further Education or Apprenticeships
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16 plus

Work experience

Educational Support including Education,
Health and Care Plans

Social media

Mental health

Independent living

Independent travel

Transition to Higher Education or work

18 plus

We have tried to cover a wide range of issues, so please just skip over any

Transition to Adult Care

Work experience and voluntary work
Finding employment

Mental health

Independent living

Independent travel

that aren’t relevant to you or your child!

Contact details of the organisations and resources mentioned in each

section are included in the Appendix.

Share your own experience with us

If there are areas of information or support which aren’t covered in this
guide but which you have found helpful, please do let us know so we can
include them in subsequent versions of the document.

Send your ideas to info@moorvision.org

Thank you.

© Devon in Sight and Moorvision 2021 6
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Introduction to low vision in children and young people

Sight is our most powerful sense, providing instant access to information
to help understand the world around us. It can play a vital part in
children’s play and in their developing language and social skills. Most
approaches to learning take it for granted.

Vision impairment is a significant disability, creating unique challenges to
learning that can only be addressed with specialist knowledge and
understanding. Children and young people with vision impairment are a
small but diverse population and many children have high levels of need.
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Facts and figures

There are an estimated 40,950 children and young people up to the
age of 25 with sight loss in the UK (approximately 25,870 of these are
under 17).

Most vision impaired children are born with their vision impairment.
Approximately two thirds of children with severe vision impairment are
diagnosed before their first birthday.

The single most common cause of vision impairment generally in
children is Cerebral Visual Impairment (see below).

At least 50 per cent of children with vision impairment have additional
disabilities and/or special educational needs including some with
complex needs. There is a high prevalence of vision impairment in
children with learning disabilities and research suggests that this can
sometimes go unidentified.

Approximately two thirds of children who have vision impairment are
educated in mainstream schools; some of these schools have specialist
learning facilities for learners with vision impairment. Around a third
attend special schools for children with learning or physical disabilities.
Two per cent attend specialist schools for vision impaired learners.

The cause of visual impairments in Children and Young People

Your child's vision impairment could have a number of causes, so making an
exact diagnosis might be difficult. Many eye conditions are caused by
something specific to the eye. However, sometimes the brain doesn't
translate images properly. In some children, there is a problem with the
eye, the pathway from the eye to the brain, and visual processing.

Your child's ophthalmologist (hospital consultant specialising in eye
conditions) will work to find out what causes their sight problem and how
much your child can see.
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Understanding the terms describing your child’s vision
impairment

Here are some of the terms that ophthalmologists may use to describe your
child’s vision, and what is causing their vision impairment:

Ocular vision impairment
Meaning one or more parts of the eyes are not functioning properly.

Cerebral Vision impairment (CVI)

This is when there may not be a difficulty with the eyes, but the brain
doesn't process the images properly. This is common for children who have
multiple disabilities or complex needs. If your child only has CVI, then
glasses or contact lenses may not be helpful. Get the professional's advice
on other ways to help your child make the most of the sight they have.

Combinations
Some children may have both CVI and ocular visual impairment.

Clinical Vision

Visual acuity

This is a measure of how sharp/clear your child’s vision is. It may be
checked using a Snellen or LogMAR chart which has the letters decreasing
in size as you go down the chart, or they may use Kays pictures if your child
is younger or has additional needs. Their vision is recorded as something
like 6/30 or 0.7. This example would mean that during the test your child
could see at 6 metres what someone with full sight could see at 30 metres.

Visual field

This is the total area of what your child can see from looking at a fixed point
without moving their head. You may be told your child has better vision on
a certain side/area of their visual field. This is helpful to know as it
commonly affects mobility and independent travel. A child’s central vison
normally impacts their ability to read and to recognise faces.
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Functional Vison

Functional Vision refers to how a child uses vision in everyday situations.
This information enables the QTVI to advise parents and teachers of
ways they can make play and learning activities more accessible to the
child. A Functional Vision Assessment (FVA) helps plan a programme to
optimise and develop a child’s visual and compensatory skills.

Functional vision includes Visual awareness (fixation; eye contact; tracking;
and visually switching from one stimulus to another), visually directed

reach and hand-eye co-ordination, Contrast sensitivity, figure-ground
discrimination (seeing objects against complex backgrounds), recognition of
objects, faces, pictures, shapes and colours, perception of depth/3D,
mobility and orientation, and the effect of environmental factors such as
lighting, glare, contrast, visual crowding and extraneous noise.

Health screening
Children should receive the following checks:

e Within 72 hours of birth — this is called the new-born physical
examination and it can be used to check for obvious physical problems.

e Between 6 and 8 weeks old — this is a follow-up physical examination to
check for any obvious problems that were not picked up soon after birth,
and to exclude retinoblastoma (tumour in the eye), glaucoma and
cataract.

e Ataround 1 yearold, or between 2 and 2.5 years old — you may be asked
whether you have any concerns about your child's eyesight as part
of a review of your child's health and development, and eye tests can be
arranged if necessary.

e Ataround 4 or 5 years old when they start school — this is called vision
screening to check for reduced vision in one or both eyes and to check
for amblyopia (lazy eye), refractive error and strabismus (squint).

Parts of this section has been reproduced by kind permission of the RNIB.
Understanding vision impairment in children and young people — first steps.
Finding out about your child's eye condition.
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People involved in your child’s care

In the UK there are a whole host of fantastic people involved in supporting
children with a visual impairment, and their families too. They work in
hospitals, high street Opticians, in the Local Authority, in schools and in a
wide range of community organisations and sight loss charities.

In Hospital

Paediatric Ophthalmologist

A Paediatric Ophthalmologist specialises in the medical and surgical care of
the eyes and visual system in children. The type of eye conditions that
affect children are different from those affecting adults and treatment
methods required for children are also quite different.

Optometrist

Hospital Optometrists have an extended role compared to community or
high street optometrists. They provide specialist refraction and contact lens
services, as well as working in specialist clinics alongside ophthalmologists
and other medical professionals.

Ophthalmic Medical Practitioners

Ophthalmic medical practitioners are medically qualified doctors
specialising in eyecare. Like optometrists, they examine eyes, test sight,
diagnose abnormalities and prescribe suitable corrective lenses.

Orthoptist

Orthoptist will measure your child’s vision and check your child’s eye
movements. They investigate and identify problems relating to the
development of the visual system, including squint and lazy eyes in
children, and orthoptists often do vision screening of children in schools
and community health centres. Orthoptists can also help with the
assessment and treatment of visual aspects of literacy difficulties and visual
processing, including coloured lenses.
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Paediatric Nurses
There may also be paediatric nurses who can do simple tests, administer
eye drops and talk to you about the hospital procedure.

Low Vision Therapist

A Low Vision Therapist helps people make best use of their vision using
devices such as optical or electronic magnifiers, and task lighting. Some
services are based in a hospital setting and others operate in the
community.

Eye Clinic Liaison Officer (ECLOs)

ECLOs are non-clinical staff that help patients understand the impact of
their diagnosis and provide them with emotional and practical support.
They can also help with referrals on to other community services which
provide support for people with a visual impairment. In some hospitals this
role is provided by volunteers.

In the community

Your GP or Health Visitor

If you have any concerns about your child’s sight which haven’t been picked
up in Health Screening, then you can speak to your GP or health visitor,
who can refer you to the hospital eye unit.

High Street Opticians

If you go to a high street Optician, then you will be seen by an Optometrist
who will be able to check your child’s sight and also look at the general
health of their eyes. If your child needs glasses they will then see a
Dispensing Optician who will be able to advise on different types of frames
and lenses, as well as eye care. The Optometrist may also refer you to your
GP or an Ophthalmologist if further treatment or examination is needed.

Sight Loss Adviser or Community Support Worker

There are lots of local sight loss charities across the UK that support
children, young people and adults with a range of information, equipment,
training, support and social activities. They may have a people working as
Sight Loss Advisers or Community Support Workers, or other similar roles.

© Devon in Sight and Moorvision 2021



At home

Health Visitor

Health visitors are registered nurses/midwives who have additional training
in community public health nursing. Health visitors work with parents who
have new babies, offering support and informed advice from the ante-natal
period until the child starts school at 5 years.

Habilitation Specialist

Habilitation Specialists provide advice, information, assessment and
training for children and young people (from birth to 18 years) and their
families in relation to a vision or multi-sensory (deaf/blind) impairment at
home and at school. They may also complete the Registration process once
a Certificate of Vision Impairment (CVI) has been issued by a consultant
ophthalmologist, if the family wish to do this.

Habilitation Specialists are qualified practitioners who assess for and
provide Habilitation (Independent Living, Mobility and Orientation skills) to
children, young people and their support networks.

Family Support Worker
In some localities there is separate/additional support available to families
from a Family Support Worker or Family Engagement Worker.

Support for Children with Complex Needs

Speech And Language Therapist (SALT)
A speech and language therapist helps children who may have trouble with
their language and communication skills. They can also offer advice if your
child has trouble feeding or swallowing.

Occupational Therapist (OT)

An occupational therapist often works with children with a vision
impairment who also have difficulties with sensory and motor skills. They
will assess your child’s sensory and perceptual abilities and then
recommend games and activities to help develop these abilities. An OT can
also provide advice on equipment and modifying your home.
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Physiotherapist (Physio)

If your child has issues walking or moving confidently, a physiotherapist can
recommend exercises to help develop their crawling, walking, posture and
mobility. They can also suggest activities or other movement aids to build
better muscle tone in children with physical problems.

Dietician
A dietician can provide advice on food, diet and nutrition.

At School or College

Teachers

You can always speak to your child’s teacher if you have any concerns
about their education or additional needs. They will be able to discuss
additional support.

Special Educational Needs and Disabilities Coordinator (SENDCo or
SENCo)

A SENDCo/SENCo is a qualified and experienced teacher who has additional
qualifications in Special Educational Needs and Disabilities (SEND). They are
appointed to work with all children with SEND in an educational
environment in England. They work closely with parents and other
professionals to identify and plan interventions and support and also help
ensure a smooth transition from one stage of education to another i.e.
from primary to secondary school.

Qualified Teachers of children with a Visual Impairment (QTVIs)

A Qualified Teacher of Visually Impaired children (or Advisory Teacher for
the Visually Impaired) provides advice and support to parents, teachers and
the Local Authority during your child’s time at school and sixth form.

A QTVI will visit your child’s school and may also visit your family at home,
especially in the first few years after your child has been diagnosed.
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Teaching or Learning Support Assistant (TAs and LSAs)

These members of staff assist pupils as well as providing in-class support.
They may be involved in lesson planning, preparation, and modifying any
equipment to meet your child’s needs.

Educational Psychologist (EP)

An educational psychologist is employed by the local authority and may be
a qualified teacher too. They assess your child’s learning needs and social
skills, and will often coordinate assessments for education, health and care
plans. They will most likely be involved with your child’s journey after the
age of two, when many children are assessed for early education support.

Careers Advisers

Careers Advisers operate in all education settings offering professional
impartial careers’ advice that supports transition from school through
College, vocational training, into HE & Employment.

In Higher Education and Further Education

Disability Adviser

Most Universities and Further Education Colleges have a team dedicated to
supporting students with a disability including those with physical
disabilities, learning disabilities and cognitive disabilities such as dyslexia. A
Disability Adviser will be able to help assess your needs, advise you on what
support is available, and provide details on funding such as the Disabled
Students’ Allowance (DSA).

In the world of work

Work Coach

A Work Coach at your local Jobcentre will be able to advise you on job
seeking, training and gaining new skills and government schemes. They will
also be able to tell you about disability-friendly employers in your area.

Access to Work Assessor

If you are in work and have a disability then you may be eligible for Access
to Work, which can help pay for travel, equipment and support. An
Assessor will determine what support you may be entitled to.
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Section 1 — Understanding and managing your child’s visual
impairment

Whether your child has recently been diagnosed with a visual impairment
or has been vision impaired since birth, it is important that they receive
on-going medical treatment and health care to manage their vision
impairment and maintain their general eye health.

A) Understanding your child’s diagnosis

Getting a diagnosis of a visual impairment can be a shock for you and your
child, and it will take time for the news to sink in. You may also be given
lots of information about the specific sight condition at the time, but not be
able to take it all in, or have all your questions answered.

However, it is really important for you to have all the information you need

about your child’s condition, what it will mean for them, and what support
is available now and in the future.
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Information and support is available from a wide range of organisations
including your local GP, hospital eye unit, Local Authority sensory team,
local and national sight loss charities and organisations offering advice and
support on specific sight conditions and these are listed in the Appendix. An
Eye Clinic Liaison Officer (ECLO) at the Hospital Eye Unit would also help
with information and advice on local services and support.

B) Visual Acuity

Visual acuity is a measure of your child’s near and distance vision and this
information will be useful when speaking to eye health professionals and
support organisations. If you don’t know it already then the consultant at
the eye hospital should be able to tell you what it is.

C) Medical Treatment

Depending on the cause of your child’s visual impairment they may require
treatment and ongoing care. Some of these treatments may be quite
straightforward while others may require eye surgery or care over a longer
period of time. Some conditions may need you to provide care at home; for
instance if your child has amblyopia (lazy eye) they may require patching.

It is important that you have all the information about any treatment your
child may need, and receive any support you need to ensure your child is
able to attend medical appointments and to receive any follow-up care
they need at home.

D) Managing Appointments

Following the diagnosis that your child has a visual impairment you may
well need to attend a number of appointments at the hospital eye unit to
provide treatment and support. If your child has other disabilities or
learning support needs, then you may need to attend appointments at a
number of clinics in the hospital. It can be hard to juggle these so if it is
becoming an issue for you then do speak to the hospital — they may be able
to schedule appointments at similar times to cut down on the number of
visits you have to make. You should also make sure the hospital know if you
need appointment details in an accessible format.
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E) Eye Tests

Most children should then have their eyes examined at least once every 2
years irrespective of their level of sight. As well as checking for any
refractive error (e.g. being long or short sighted) or astigmatism that can be
addressed with glasses, a sight test also checks a number of underlying
health factors and can identify sight conditions at an early stage.

Sight tests can be done by your child’s eye hospital or at a high-street
optician and it's free for all children under 16 years old (and those under 19
years old in full-time education). Do speak to your local optician if you have
any concerns about your child's vision at any stage and ask them to explain
any issues that are identified. It is recommended that we all have a sight
test at least every two years.

F) Emergency care

You should take your child to a hospital Accident and Emergency
department as soon as possible if they:

Have a sudden serious change in their vision.

Lose all or part of their vision in one eye or both eyes.
Have an accident involving their eyes

Suddenly start seeing flashing lights in their vision.

N

G) Registering your child as being vision impaired

Depending on the extent of your child’s vision impairment, it may be
possible for your child to be registered as either Sight Impaired (SI) or
Severely Sight Impaired (SSI).

Registration is a two-stage process:
1. Your child needs to be certified by the consultant at the hospital eye unit
as either sight impaired or severely sight impaired depending on their

level of sight (see Appendix 2). If they meet one of the criteria then a
Certificate of Vision Impairment (CVI) will be issued.
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2. Your child can then be registered as sight impaired or severely sight
impaired. This is normally done by the Local Authority Sensory Team and
the hospital will be able to help start this process.

Registration will highlight your child’s vision impairment with the Local
Authority Sensory Team who will then assess what additional support is
required by your child at home and at school. However, your child does not
need to be registered to receive this support and registration is optional.

The benefits of registration may include concessions such as discounts on
bus and rail travel, a blue badge or a reduction in the cost of your TV
licence. It may also help you to claim welfare benefits, including Disability
Living Allowance for children under 16, Personal Independence Payment
(PIP) for children over 16 and Carers Allowance for a parent/carer. It may
also help with applications for grants and for reductions in entry fees to
certain events and attractions or to enable a parent/carer to accompany
your child for free. Some of these benefits may only be available if your
child is registered as sight impaired and some may be available without
registration.
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Section 2 — Helping your child make the best use of their
sight

If your child ha some vision, there are many ways in which they can be
supported to make the best use of it with the right equipment and
training.

A) NHS Low Vision Assessment

A Low Vision Assessment is a free service which will help your child make
the most of the sight they have by ensuring they have the correct glasses,
and also by seeing if other low vision aids such as an optical magnifier
would be helpful for some tasks. It usually takes about an hour and will
generally be carried out by an optometrist.

They may be able to loan you equipment and tell you about other

equipment such as lighting or digital magnifiers which may be available
from local sight loss organisations.

© Devon in Sight and Moorvision 2021 20



If your child has already had a Low Vision Assessment, but their vision has
changed, they may be entitled to a follow-up appointment to make sure
they have the right equipment.

B) Magnification

In addition to any optical magnifiers provided following a Low Vision
Assessment, there may be other optical magnifiers or electronic magnifiers
which would also help your child to read. These are available from a
number of suppliers and there may be a local sight loss charity near you
where you can see them and try them before buying.

You can also use smart phones and tablet PCs as magnifiers using built-in
software or special apps.

C) Lighting

Having the correct lighting for specific tasks also makes a huge difference.
Local or national sight loss charities can also provide advice on the best
lights for particular tasks, and how to position them for best effect. There
are also a wide range of mains and battery task lights available on the
internet.

D) Support from a Qualified Teacher for the Visually Impaired (QTVI) or a
Habilitation Specialist

A Qualified Teacher for the Visually Impaired (QTVI) or Advisory Teacher for
the Visually Impaired will be able to offer you advice about how best to
support your child’s development. This will include advice on early skills to
help your child by using toys with lights, sound, movement, the use of high
contrast, bright colours and textures. A Habilitation Specialist from the
Local Authority will also be able to provide a range of support and
guidance.
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Section 3 — Health and Wellbeing

- _) - : e

For some children vision impairment is the main issue they face, while for
others it can be part of a number of health issues or disabilities, some of
which may impact their eye health and use of their vision.

A) Managing other health issues and disabilities

If your child has a significant visual impairment then it will affect how they
express themselves, learn and adapt to new situations. However, there
may be other underlying health issues, behavioural issues or learning
disabilities which will also impact on their behaviour and learning style but
which are hard to identify when children are young.

If your child does have other significant or complex health issues, then it
can be hard to juggle all their needs. If you are concerned about your
child’s behaviour, or are struggling to manage other health needs, then
please do ask your GP, health visitor or hospital consultant for support.
There may be particular communication and learning techniques which will
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help your child, as well as support for you as a parent. The Appendix
provides some helpful resources and organisations offering support.

B) Hearing loss

If your child has other health issues or disabilities then it can be hard to
identify a hearing impairment, especially when they are very young.
However, a hearing impairment will impact on their learning and the
support they need, so ensuring they have a hearing test is really important.

Some rare health conditions which can cause hearing loss include Alstrom
Syndrome, CHARGE syndrome, Wolfram/DIDMOAD syndrome, Ushers
syndrome and Rubella syndrome. There are a number of organisations
which provide support for children with Multi-Sensory Impairment (MSI —
hearing and vision loss) and multiple disabilities including Seeability and
SENSE.

C) Nutrition

Children with a vision impairment sometimes take longer to adapt to a
varied diet than other children. All children can be fussy eaters, but does
your child eat a range of foods that would be considered typical for their
age? Do you feel your child is eating a healthy diet? Support and guidance
is available to help encourage children to eat a range of foods, and to
prepare them in a way which will help overcome concerns caused by how
food looks, tastes and feels!

D) Exercise, Sport and Leisure

Having a visual impairment can make it harder for children to take part in
active play, exercise and sport but physical activity is really important for
their physical health, emotional wellbeing and for the development of their
social skills. It is important that your child feels able to participate in sport
and leisure activities at school, and with friends in leisure time.
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E) Sleep

Some children with vision impairments struggle to develop healthy sleep
patterns. Children with anophthalmia or microphthalmia (absent or
underdeveloped eyes), those with severe visual loss or those who have lost
their eyes due to retinoblastoma (cancer of the eye) may have disturbed
sleep due to them being unable to perceive day and night. If this is an issue
for your child, then it is worth speaking to your local Sleep Clinic for
guidance on developing better sleep patterns.

F) Visual hallucinations

A condition called Charles Bonnet Syndrome (CBS) can cause visual
hallucinations which can be quite distressing — people or things appear to
be very real but are not actually there. Although less common in children
and young people, a small number of cases have been reported and it can
be confusing when it happens. Information and support are available for
people suffering from Charles Bonnet Syndrome from a group called Esme’s
Umbrella.
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Section 4 - Living and Learning at Home

It is important for your child to be able to safely navigate your home and
other environments, learn age appropriate skills and have access to
books, toys and other learning resources.

A) Play

There are lots of age-appropriate toys and games for children with low
vision which can assist their development such as large print or tactile toys,
games and playing cards. There is also a wide range of accessible computer
games and other software.

Moorvision produces a Toys and Games Guide which may provide ideas for
new games and toys for your child. ‘Let’s play! A guide with toy and play
ideas for children with vision impairment’ is also available on the RNIB
website.
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B) Reading and Listening

Your child’s vision impairment shouldn’t be a barrier to them developing a
love of books and stories, and enjoying story time with you. There are lots
of books in large print, in electronic format on an iPad or Kindle, in Braille

or in audio format. Some books also have tactile images.

Large print and audio books are available from organisations such as
CustomEyes (Guide Dogs), RNIB, Seeing Ear, The Sensory Story Project and
Calibre. Braille and tactile books are also available from RNIB, Clearvision
and Living Paintings.

C) TV, Radio and other Media

There a number of ways to make it easier for children with low vision to
access radio programmes, TV, music and other age appropriate online
media. For instance, Audio Description provides an additional narrative of
many TV programmes explaining what is happening on screen, in addition
to the audio content. There are accessible online TV guides and web pages
for the most popular children’s TV programmes, and dedicated digital radio
channels for people with sight loss which are accessible on TVs with
Freeview.

D) Information Technology

There are now a huge range of products, software, apps and built-in
features to help people with low vision in many aspects of their life. These
can include accessibility features which are built into mobile phones and
tablets, free or low-cost software such as ‘screen readers’ for a PC, through
to specialist low vision technology such as hand-held electronic magnifiers,
braille notetakers or smart glasses which can speak out what they see.

There are lots of organisations that can provide information, advice and
training on these products, including charities such as RNIB, Guide Dogs,
Everyone Can and AbilityNet, mainstream suppliers such as Apple and
Microsoft, and specialist distributors such as Sight and Sound Technology,
Dolphin Computer Access and Humanware.

If you child is in education then they may be able to get support through
their school, and students in Higher Education may be eligible for a
Disabled Students’ Allowance (DSA)and other grants.
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Grants for assistive technology to use at home may be available through
VICTA and Guide Dogs.

E) Mobility around the home

It is important that your child is able to safely navigate their way around
your home. All children fall and trip from time to time but, if this caused by
their low vision, then help may be available from a Habilitation Specialist
who can provide training or equipment to help improve your child’s
mobility.

F) Housing Adaptations and Home Safety

It may be that in addition to equipment and mobility training, there are
things that can be adapted in your home to make it safer and more
accessible for your child, particularly if they have additional physical
disabilities. This might include minor adaptations such as putting in a ramp
to the front door or making changes to lighting and colour contrast in your
home. In some cases it might also include major adaptations such as
building an extension or downstairs bathroom and bedroom. There is
advice available on improving access for people with disabilities in the
home setting and in some cases there may be grants available, such as a
Disabled Facilities Grant (DFG).

You might also want to reassure yourself that you home is as safe as
possible, and many local Fire and Rescue Services offer a free Home Safety
visit which can include installing smoke detectors and checking for trip
hazards and electrical safety in the home.

G) Care support

Looking after and supporting a child with low vision may be more time
consuming and more demanding, both physically and emotionally,
especially if your child has other disabilities or sensory issues, and you may
not be able to work for as many hours as a result. If this is the case then do
ask for support. As well as getting help from family and friends, you may be
able to get support and/or benefits so you can provide your child with
additional support at home.
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There may also be respite care available to give everyone a break and
recharge their batteries.

H) Independent Living Skills

It is important that, at the appropriate age, your child is able to learn
independent living skills such as tidying their room and starting to help with
cooking, cleaning, shopping and gardening, albeit reluctantly!

Your Local Authority Habilitation Specialist will be able to provide advice,
support and training in daily living skills, and getting out and about.

I) Equipment for home

There are lots of daily living aids to help people with low vision carry out
daily talking clocks and watches, a liquid level indicator for making tasks,
like hot drinks, talking scales and talking microwaves to help with cooking,
bumpons (tactile stickers), as well as phone apps which can help with
identifying objects and the colour of clothes. There are also tactile or digital
labels which can help children identify clothes, money, food, toiletries and
medicine.

Your Habilitation Specialist may be able to provide information on
equipment for the home, your local sight loss charity may have displays of
equipment and/or information on specialist retailers, the RNIB have an
online shop, and some equipment is available on mainstream shopping
sites.

J) Buddy dogs

Buddy dogs are friendly, well-behaved pet dogs that can help your child
increase their physical activity, build confidence, create better relationships
with others, and develop a sense of fun and trust. They are a great way to
show your child the responsibility of caring for a dog. Buddy dogs are
provided by and owned by Guide Dogs but looked after and paid for by
your family. Buddy Dogs are not to be used as Guide Dogs as they are not
trained for this.
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K) Information and support for siblings, family and friends

Friends and family may not be aware of the particular nature of your child’s
vision impairment, the level sight they have, and how best they can assist
your child when helping to look after them. Brothers and sisters may also
find it hard to understand the nature of your child vision impairment.

It may also be that in taking care of your child it means you have less time
to spend with your other children, or indeed your partner. It can be helpful
to acknowledge this, talk about it and get information and support from
those around you. There are lots of local support groups and social media
groups for families with a child with low vision which can provide peer
support, social events and holidays for your child, siblings and for you as
parents/carers. Guide Dogs also provide support for families (and not just
those with Guide Dogs).

L) Transition to Adult Services

Until the age of 18, services for children and young people with long-term
health conditions are provided by Child Health and Social Care Services.
From 18, they're usually provided by Adult Services. Between the ages of
16 and 18, your child will start a "transition" to Adult Services.

It is worth noting that when young people turn 18 they then fall under the
Care Act 2014 rather than Children and Families Act and this may have
implications on what is provided. In addition the Mental Capacity Act 2005
applies from 16 years of age. This covers ‘best interests’, the young person
giving their own consent, and allowing them to make their own decisions
even when these differ from the views of others.
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Section 5 — Getting out and about

Your child should be able to enjoy outdoor play, organised activities and
sport, both at home and school, and there are also a wide range of
accessible holidays.

A) Mobility

If your child has mobility problems outside the home because of their vision
impairment or another disability, then they may benefit from additional
support training or equipment. Mobility training is normally provided by a
Habilitation Specialist and as the first step they will work with you to assess
your child’s abilities and support needs.

Depending on their impairment, your child may find it helpful to learn
safety strategies, use a symbol or long cane when they are navigating new
environments, or they may be eligible for a Guide Dog as they get older.

It is important to encourage independent movement to help children
become confident in their surroundings and environments, and if they
often fall, or are at risk of falling, it will be important to provide them with
appropriate support to reduce the risk of this in future.
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B) Training on guiding

As your child gets older and more independent, they may well ask other
friends or adults to act as a guide to help them navigate new situations and
opportunities. It is important that they are confident in walking with a
guide, and letting the person guiding them know how they want to be
guided. They need to be confident asking for assistance from someone at a
bus stop, crossing the road or in the supermarket.

Equally if friends, family or school friends are regularly guiding your
child/young person, then they may appreciate some guidance on how do
this safely and well. It may be easy to guide someone in the back garden,
but it’s harder guiding someone down a busy high street.

Training on being a ‘Sighted Guide’ helps guides to know the best way to
help people navigate stairs, cross busy roads, go through doors and
navigating trip hazards on the pavement. It will also give guidance on how
to guide someone in a way that gives a sense of control to the person being
guided, rather than them being led.

C) Travel training

As your child gains confidence, they may want help to navigate new routes
confidently and independently, and access community or public transport
in an age-appropriate way. Support is available to help your child become
confident using transport safely and independently.

D) Travel concessions and assistance

Your child or young person, and an accompanying adult, may be entitled to
free or reduced-price travel on buses and trains. You can also request
assistance when travelling on trains.

E) Motability and wheelchair accessible vehicles

If your child is a wheelchair user then you may want to consider getting a
wheelchair accessible vehicle so that they have greater mobility and
independence. Details on wheelchair accessible vehicles are available from
Motability.
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F) Blue Badge Scheme

The Blue Badge Scheme provides national parking concessions for people
who are severely sight impaired and for people with hidden disabilities
including autistic spectrum and mental health conditions.

You can get a Blue Badge is your child is registered as severely sight
impaired. You will need to provide a proof or registration or a copy of the
Certificate of Vision Impairment (CVI) issued/signed by your Consultant
Ophthalmologist, which states that your child is severely sight impaired.

G) Local sports and leisure activities

There are quite a few local groups, national groups and condition specific
groups offering leisure opportunities tailored for children with a vision
impairment, including those with additional needs. They vary in what they
do, but most have a programme of activities and social events.

There are also a number of organisations which focus on sport including
British Blind Sport, Metro Blind Sport (in London), Goalball UK and Disability
Sports England. You should also check what accessible sports activities are
available at your local sports centre.

H) Accessible Holidays

A number of organisations run holiday, family weekends or offer holiday
accommodation for children with vision impairments and their families,
including VICTA, SENSE, LOOK, The Calvert Trust (in Devon,
Northumberland and Cumbria), Seable, Traveleyes and
disabledholidays.com

I) Learning to driving

Your eye consultant will be able to provide information on the criteria for
vision in regard to being able to drive.
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Section 6 — Financial Support

There may be practical and financial support available to help you
manage financially.

A) Benefits and allowances

If you child is registered as being sight impaired they may be entitled to
concessions such as discounts on bus and rail travel, discounts for a carer to
travel with them, free TV license and other benefits.

You may also be able to claim welfare benefits for your child such as
Disability Living Allowance (DLA) if they are under 16 or Personal
Independence Payments (PIP) if older than 16; or Carers Allowance for
yourself. You may also be entitled to the Family Tax credit disabled child
allowance. In Higher Education they may be entitled to Disabled Students’
Allowance (DSA) and Access to Work funding once they are in work.

A number of organisations provide free confidential benefits checks to

make sure that you are receiving the financial support you and your child
are entitled to, including Citizens Advice and the website ‘entitledto.co.uk’.
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B. Grants and other support

There are a number of organisations, such as Family Fund, which provide
grants for equipment and activity breaks to children with a visual
impairment, and there may be other local grant making organisations that
would support you or your child such as a Rotary Club, Lions Clubs, Round
Table or a local grant making trust. Your local sight loss charity may be able
to provide information on local funders.

Note: It is normal practice for equipment that it is to be used at school to
be funded by the Local Authority. They are unlikely to fund equipment for
home (though may let equipment be brought home if there is adequate
insurance in place) and it is unlikely that grant funders will fund equipment
for school.

C) Accessible Information

If you or your child have a vision impairment then you can request
information from the school, bank, GP, dentist or hospital, such as
appointment letters, school reports, school dinner menus, outings, field
trips in an accessible format. The format which is best for your child could
include large print, audio or braille.

Ensuring your child receives information and schoolwork in a format which
they can access is all part of them developing their independence, and is
something which health and social care organisations have a duty to
provide under the Accessible Information Standard, and other
organisations under the Equalities Act 2010.

D) Utility Companies - Priority Services Register

The Priority Services Register will enable your utility provider (e.g. gas,
electricity or water providers) to provide your family with extra support in
the event of a power cut or an interruption to your water supply. This
might be a particularly important if your child has physical care needs, or if
they are living independently. For more information, contact your utility
suppliers.
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Section 7 — Education, Transitions and the World of Work

8 \
1| F
Having a visual impairment should not be a barrier to accessing education

at any stage of your child’s life; from nursery right through to further or
higher education.

Introduction

The majority of children with a vision impairment will attend a mainstream
pre-school, school or college and those organisations. The Local Authority
and school should work together to provide any additional support your
child needs in order to participate in the whole school curriculum.
However, for some children their education may benefit from them
attending a Special Educational Needs and Disabilities Unit within the
school, or a specialist school or college which can provide additional
support for your child (either locally or in another area).

The important thing is that your child is able to fully participate in the

academic, sporting, music, arts and drama curriculum as well as extra-
curricular activities, and is able to make friends.
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Local Authorities and some educational settings have a legal duty to
support children and young people with Special Educational Needs and
Disabilities (SEND). The duty for ensuring this support is obtained lies with
the child’s class teacher.

A) Early years support

If your child has a vision impairment then you should be able to receive
support from a QTVI or Habilitation Specialist at an early stage to support
their development. Paediatric eye health professionals can refer into Local
Authority Sensory Teams to help you access this support.

If your baby or child had additional needs at birth, or from an early age,
then they may receive specialist home-based educational support from a
service known as a Portage or an Early Years Complex Needs (EYCN)
Service. These services are for children with significant or complex
developmental delay in two or more areas of development. One of these
areas must be cognition (acquiring knowledge or understanding).

Portage / EYCN services works closely with a wide number of professionals
from health, education and care. They may be able to help through regular
home visits, providing parents with strategies, skills and ideas to help their
child’s development, support to access community settings (such as
children’s centres, pre-school, and nursery), and helping with transitions
into settings and schools, including requests for Education Health and Care
Plans (see later).

B) Special Educational Needs at nursery, school and college

Some children and young people with a vision impairment may need more
support than others to achieve their full learning potential in education.

The level of support a child needs will depend on their level of vision and
on any other physical or learning disabilities which they have. For some
children their additional support needs will be clear at an early age, while
for others it may not be until they are at school, or even college, that
learning or behavioural issues become apparent.
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A child of school age is recognised as having Special Educational Needs
(SEN) or Special Educational Needs and Disabilities (SEND) if they have a
vision impairment and/or learning difficulty and they need extra or
different support from others at the same age.

Special Educational Needs is a very broad area. It may refer to children who
need specific support in just one area to make progress (such as having
study material in an accessible format) but it may also refer to children who
have a range of needs or need a lot of support — sometimes these are
called complex needs. All children and young people with Special
Educational Needs are entitled to extra support with learning at nursery,
school or college. Some children or young people may need extra support
which isn’t classed as special educational support, such as needing
medicine to be given in school to manage a health condition.

If you think that your child does have special educational needs that
haven’t been identified or which aren’t being met then speak to staff at the
nursery, your child’s teacher, a Special Educational Needs Co-ordinator
(SENCO), your GP or health visitor. Teachers and SENCOs will then look at
providing low level support through a ‘graduated response’ where they will
assess your child needs, ensure that appropriate SEN/SEND Support is put
in place, and review progress on a regular basis. This may be recorded in an
Individual Education Plan (IEP) or My Plan.

If SEN Support does not address the needs of your child, and a higher level
of support may be needed, then you or your school can apply to the Local
Authority for an Education, Health and Care (EHC) needs assessment,
which may lead to an Education, Health and Care Plan (EHCP). Your Local
Authority Sensory Support Team for Children or VI Sensory Support team
can offer specialist advice to your child’s school (in some localities these
services are outsourced to other providers rather than being provided by
the local authority).

Individual schools and colleges also have a legal duty to provide careers
education from year 8 which includes access to impartial careers advice
and a range of academic and vocational training providers to help make
decisions about their next steps. This support should feed into the role of

© Devon in Sight and Moorvision 2021



the Local Authority in ensuring effective transition planning, including
health and social care, from Year 9 onwards.

This whole area is quite complex, but there is lots of support available to
help you at each stage of the process. The Appendix includes links to
further information including details of the SEND Code of Practice, and
independent websites such as the Special Needs Jungle and Contact.

Your child’s school should have SEN information on its website, and your
Local Authority is required to publish its SEND ‘Local Offer’. There will also
be an independent SEND Information, Advice and Support (SENDIAS)
service for your local area.

C) Support in school

Once a support plan is in place, your child should be getting support from
trained staff, and have appropriate access to curriculum material, tests and
exams, revision material and past papers in an accessible format.

If you feel that they are not getting enough support, or are struggling to
access learning materials, then speak to their teacher, the SEN Coordinator
or the QTVI (Qualified Teacher for the Visually Impaired) that has been
visiting them in school.

D) Advocacy

If you have spoken to your school or educational setting, and your Local
Authority, and you still feel that your child’s educational needs are not
being met, then you can get advice and support from a number of
organisations.

The Guide Dogs CYPF Education Advisory Service offers advice and can help
challenge decisions about your child’s SEN support up to pre-tribunal level.
IPSEA is the Independent Provider of Special Educational Advice up to and
including Tribunal level. The RNIB has information on their website, and a
telephone service for information and enquiries. The Nystagmus Network
also have an Educational Advocacy Service, Thomas Pocklington Trust have
a Student Support Service (11+) and some local sight loss charities also
provide support.

© Devon in Sight and Moorvision 2021



You may also find it helpful to speak to other parents and make contact
with people through social media.

E) Further Education (FE) 16-19 or 16-25

All children have to remain in education or part time education until they
are 18. FE is normally considered to be Years 12, 13 and sometimes 14. This
can include vocational, ‘stepping stone’ and life skills courses, Technical
Courses, GSCEs, A Levels and Apprenticeships taken at school or FE college.

If your child has Special Education Needs and Disabilities (SEND) they may
be able to stay in school and in FE until they are 25, as long as there is still
evidence of them learning. Funding for SEND at FE remains with the Local
Authority.

If your child has an EHCP, this should be maintained at FE.

F) Higher Education (HE) 18+

If your child goes on to study at University for a degree level qualification
then their EHCP will cease at this point, and other forms of support will
take its place. Funding for support with SEND at Higher Education hands
over to the Higher Education provider and DSA (Disabled Students’
Allowance).

Many Universities and colleges have a Disability Resource Centre to support
students with a physical, learning, sensory or cognitive disability (such as
dyslexia). Thomas Pocklington Trust has a Student Support Service which
can offer advice and support to students with a visual impairment, and
VICTA have a Student Helpline which students can use to discuss any
problems they may be having at University, whether it’s related to DSA,
accessibility issues, or the transition from University to work.

G) Work

Having a vision impairment shouldn’t be a barrier to getting a job and
becoming successful in a chosen career, and employers have a duty to
make reasonable adjustments for you. There can be additional challenges —
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and some employers take a more proactive and positive approach than
others to help overcome these.

There is also a government scheme called ‘Access to Work’ which may be
able to help meet some of the cost of IT equipment, travel costs and
support in the workplace if you have a disability that makes it hard for you
to do parts of your job, or get to and from work.

To be eligible for Access to Work, you need to have a paid job, or be about
to start or return to one. A paid job could include self-employment, an
apprenticeship, a work trial or work experience, or an internship. You
cannot get a grant for voluntary work.

A number of charities provide support to help people into work including
Blind in Business, Thomas Pocklington Trust (Employment Service) and
RNIB, and there are a number of interest groups including UKVIJOBS, the
Society of Visually Impaired Lawyers (SoVIL) and the Technology
Association of Visually Impaired people (TAVIP) which may be able to offer
advice and mentoring.
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Section 8 — Feeling positive and making friends

Having a visual impairment can affect how a child sees themselves, and
how others treat them. It may also create extra challenges within family
life. But there are lots of people able to offer both practical and
emotional support to you, your child and your whole family.

A) Meeting other children and families (Peer support groups)

Being part of a support group with other children and parents/carers in a
similar situation is a great way to get support, and to find out how other
people have approached particular issues. There are a number of national
and local groups where you could meet people in person or online, and
groups for children with particular types of low vision.

B) Social Media

There may not be many children or young people with low vision in your
child’s school or college so, once they are of a suitable age, social media
groups can be a useful way for young people to talk to others in a similar
position and to keep in touch with people that they have met at activity
days or on holiday. You can help them to use social media safely.
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C) Mental health and wellbeing

Being a child or young person with a vision impairment can be tough at
times; they may be anxious about their identify, relationships and how they
will cope at school, college or at work. There is evidence that children with
vision impairments are more likely to experience mental health and well-
being issues compared to their sighted peers.

Having friends and family to talk to is really important, but some young
people may also find it helpful to talk to someone outside the family. Help
is available through mental health charities like Young Minds or MIND,
Kooth, the RNIB Counselling Service and from local youth projects.

You may also find support from local and national vision impairment
charities. LOOK is a national organisation for young people with vision
impairments who have a mentoring project which helps young people at
key stages in their life. The Royal Society for Blind Children (RSBC) have
Family Practitioners in some areas that can provide support.

If you have serious concerns about your child’s mental health or wellbeing,
you can also ask their GP for a referral to the local Child and Adolescent
Mental Health Services (CAMHS). It is worth noting that demand for this
service tends to be very high, and people need to have serious mental
health needs to be eligible for support.
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Do Something Lovely

Going through this process may feel daunting and leave you with a long
‘To DO’ list. Just work through issues one at a time as they seem most
important. Remember to take time out and have some fun too!

Q. What has your child achieved or enjoyed the most in the last week?

Q. What fun stuff can you add to the ‘To Do’ list?
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Appendix 1 : Acronyms

ANCO
ASL
ATVI
CVI
CYP
CYPF
DfE
DLA
ECLO
FE

HE

HI

IEP
IPSEA
ISP
LSA
MSI
oT
PIP
QTMSI

QTVI
RNIB
SALT

SEN
SENCo
SEND
SENDCo
SENDIASS
TA

VI

Additional Learning Needs Co-ordinator (Wales)
Additional Support for Learning Assistant (Scotland)
Advisory Teacher for the Visually Impaired
Certificate of Vision Impairment

Child and Young Person

Child, Young Person and Family

Dept for Education

Disability Living Allowance

Eye Clinic Liaison Officer

Further Education

Higher Education

Hearing Impairment

Individual Education Plan

Independent Advisor of Special Educational Advice
Individual Support Plan

Learning Support Assistant

Multi-Sensory Impairment

Occupational Therapist

Personal Independent Payments

Qualified Teacher of Children and Young People with Multi-
Sensory Impairment

Qualified Teacher for the Visually Impaired

Royal National Institute for Blind People

Speech and Language Therapist

Special Educational Needs

Special Educational Needs Coordinator (England)
Special Educational Needs and Disabilities

Special Educational Needs and Disabilities Coordinator (England)
SEND Information, Advice and Support Service
Teaching Assistant

Vision Impaired
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Appendix 2 : Criteria for Certification of Vision Impairment

There are two levels of certification; Sight Impaired (SI) and Severely Sight
Impaired (SSI).

To be certified as sight impaired your sight has to fall into one of the
following categories, while wearing any glasses or contact lenses that you
may need:
e Visual acuity of 3 /60 to 6 / 60 with a full field of vision.
e Visual acuity of up to 6 / 24 with a moderate reduction of field of
vision or with a central part of vision that is cloudy or blurry.
e Visual acuity of 6 / 18 or even better if a large part of your field of
vision, for example a whole half of your vision, is missing or a lot of
your peripheral vision is missing.

To be certified as severely sight impaired your child’s sight has to fall into
one of the following categories, while wearing any glasses or contact lenses
that they may need:
e Visual acuity of less than 3 / 60 with a full visual field.
e Visual acuity between 3 /60 and 6 / 60 with a severe reduction of
field of vision, such as tunnel vision.
e Visual acuity of 6 / 60 or above but with a very reduced field of vision,
especially if a lot of sight is missing in the lower part of the field.
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Appendix 3 : Further information

Updated links can be found at www.moorvision.org/links

National sources of support for children and young people with vision
impairment

Look (Supporting visually impaired young people to thrive)
www.look-uk.org E:info@look-uk.org T: 07464 351958

RSBC (Royal Society for Blind Children)
www.rsbc.org.uk E: connections@rsbc.org.uk E: T: 020 3198 0225

VICTA (Empowering Blind Children and Young Adults)
www.victa.org.uk E: admin@victa.org.uk T:01908 240831

VIEW (The professional association of the vision impairment education
workforce)
www.viewweb.org.uk

National sources of vision impairment support for all ages

Guide Dogs
www.guidedogs.org.uk/getting-support/help-for-children-and-families
E: information@guidedogs.org.uk T: 0800 781 1444

RNIB
www.rnib.org.uk T: 0303 123 9999

Thomas Pocklington Trust (TPT)
www.pocklington-trust.org.uk/what-we-do/student-support

Blind in Business (Advice on finding work for people with VI
www.blindinbusiness.org.uk E: info@blindinbusiness.org.uk
T: 020 7588 1885

Sight Advice FAQ (Frequently Asked Questions)
www.sightadvicefag.org.uk

Visionary (Membership organisation of local independent VI charities)
WWW.Visionary.org.uk
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National sources of MSI and Pan Disability support

SENDIAS services
www.councilfordisabledchildren.org.uk/information-advice-and-support-
services-network/find-your-local-ias-service

Parent/Carer Forums
www.nnpcf.org.uk/

Cerebra (Working wonders for children with brain conditions)
www.cerebra.org.uk

Contact (Support for Families with Disabled Children)
www.contact.org.uk

Deafblind UK (for people with combined sight and hearing impairment)
www.deafblind.org.uk

Disabled Parents' Network (Support for parents with disabilities)
www.disabledparentsnetwork.org.uk

National Autistic Society
www.autism.org.uk

NDCS (National Deaf Children’s Society)
www.ndcs.org.uk

The Partially Sighted Society (Help for those living with sight loss)
www.partsight.org.uk

SeeAbility (Support for adults and children with learning disabilities, autism
and sight loss)
www.seeability.org

SENSE (Support for children and adults who are deaf blind or have complex
disabilities)
www.sense.org.uk
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VI Condition Specific Support

Albinism Fellowship
www.albinism.org.uk

Alstrom Syndrome UK
www.alstrom.org.uk

Aniridia Network
www.aniridia.org.uk

Bardet-Biedl Syndrome UK
www.bbsuk.org.uk

Charge Syndrome UK
chargesyndrome.org.uk/

Childhood Eye Cancer Trust
chect.org.uk

Childhood Cataracts Network
www.childhoodcataracts.org.uk

Congenital Rubella Syndrome
www.facebook.com/congenitalrubellasyndrome/

CVI Cerebral Visual Impairment Society
cvisociety.org.uk

Diabetes UK
www.diabetes.org.uk

Esme’s Umbrella (Charles Bonnet syndrome)
www.charlesbonnetsyndrome.uk

FEVR (Familial Exudative Vitreoretinopathy)
www.facebook.com/groups/272919732665/

Glaucoma UK
glaucoma.uk

Keratoconus Group (UK Keratoconus Self-Help and Support Association)
www.keratoconus-group.org.uk
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Lebers Congenital Amaurosis
retinauk.org.uk/about-inherited-sight-loss/types-of-inherited-sight-
loss/leber-congenital-amaurosis/

LHON Society (Leber’s Hereditary Optic Neuropathy)
Ihonsociety.org

Macular Society
www.macularsociety.org

MACS (The Micro and Anophthalmic Children’s Society)
macs.org.uk

Nystagmus Network
www.nystagmusnetwork.org

ONH (Optic Nerve Hypoplasia & Septo Optic Dysplasia Support Group)
www.facebook.com/groups/1776922049210179

Optic Atrophy
www.facebook.com/groups/23423084077

Peter’s Anomaly
www.facebook.com/groups/5202616817

Retina UK (Support for Retinitis Pigmentosa and related conditions)
retinauk.org.uk

ROP (Retinopathy of Prematurity)
www.facebook.com/groups/161260317753157

Stargardt’s Connected
stargardtsconnected.org.uk

Stickler Syndrome UK
stickler.org.uk

Usher Kids UK
www.usherkidsuk.com

Olivia’s Vision (Uveitis Support Group)
www.oliviasvision.org

Wolfram Syndrome UK
wolframsyndrome.co.uk/
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Rare Condition Support

Rare Disease UK
www.raredisease.org.uk

Swan UK (Syndrome Without A Name)
www.undiagnosed.org.uk

Genetic Alliance UK
geneticalliance.org.uk

The Law on Special Needs Education

SEND Code of Practice 2015
https://assets.publishing.service.gov.uk/government/uploads/system/uplo
ads/attachment data/file/398815/SEND Code of Practice January 2015.

pdf
Equality Act 2010
www.legislation.gov.uk/ukpga/2010/15/contents

Children and Families Act 2014
https://www.legislation.gov.uk/ukpga/2014/6/contents/enacted

Support on Special Needs Education

Contact (Advice on Education)
contact.org.uk/help-for-families/information-advice-services/education-
learning/introduction-to-special-educational-needs-in-england/

Guide Dogs Education Support
https://www.guidedogs.org.uk/getting-support/information-and-
advice/education-support/

IPSEA (Independent Provider of Special Education Advice)
WWW.ipsea.org.uk

National Portage Service — NPA (Early Years support)
www.portage.org.uk
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Nystagmus Network Educational Advocacy Service
nystagmusnetwork.org/education-resource-hub/our-education-advocacy-

service/

SENDIAS (Local Special Educational Needs Information and Advice)
https://councilfordisabledchildren.org.uk/information-advice-and-support-
services-network/find-your-local-ias-service

Special Needs Jungle (independent website on SEND support)
www.specialneedsjungle.com

Further and Higher Education

Disabled students’ allowance
www.gov.uk/disabled-students-allowances-dsas

Thomas Pocklington Trust Student Support Service
www.pocklington-trust.org.uk/student-support

VICTA Student Helpline
www.victa.org.uk/young-adults/student-helpline

Work

Access to Work scheme
www.gov.uk/access-to-work

Association of Disabled Professionals
www.adp.org.uk

Blind in Business
blindinbusiness.org.uk

RNIB (Equality, rights and employment)

www.rnib.org.uk/advice/equality-rights-employment

The Society of Visually Impaired Lawyers
www.sovil.org.uk

Technology Association of Visually Impaired people
www.tavip.org.uk
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Thomas Pocklington Trust (Employment Service)
www.pocklington-trust.org.uk/employment

National Social Media Support

Blind and Visually Impaired Children UK
www.facebook.com/groups/307558410289084

Braille Support Group
www.facebook.com/groups/braillesupportgroupuk

LOOK UK
www.facebook.com/LOOKnational

RNIB - Parents & Carers of VI Children
www.facebook.com/groups/RNIBConnectparentsandcarers

Sight Loss Family Support
www.facebook.com/groups/696923030505380

The VICTA Parent Network
www.facebook.com/groups/VICTAParentNetwork

Thomas Pocklington Trust Student Support Service
www.facebook.com/groups/687384152070270

VI Talk
www.facebook.com/groups/vitalk

IT support

AbilityNet (Advice on assistive technology for all ages)
www.abilitynet.org.uk

Android (Accessibility features)
www.android.com/intl/en uk/accessibility

Apple (Accessibility features)
www.apple.com/uk/accessibility

Dolphin (Provider of access software)
yourdolphin.com/en-gb

© Devon in Sight and Moorvision 2021


https://www.pocklington-trust.org.uk/employment/
https://www.facebook.com/groups/307558410289084
https://www.facebook.com/groups/braillesupportgroupuk
https://www.facebook.com/LOOKnational
https://www.facebook.com/groups/RNIBConnectparentsandcarers
https://www.facebook.com/groups/696923030505380
https://www.facebook.com/groups/VICTAParentNetwork
https://www.facebook.com/groups/687384152070270
https://www.facebook.com/groups/vitalk
https://abilitynet.org.uk/
https://www.android.com/intl/en_uk/accessibility/
https://www.apple.com/uk/accessibility/
https://yourdolphin.com/en-gb

Everyone Can (Support with IT for people with disabilities)
www.everyonecan.org.uk

Humanware (Products and technology for people with low vision)
www.humanware.com/en-united kingdom/home

Microsoft Guides for Visual Impairments
https://support.microsoft.com/en-us/windows/guide-for-people-who-are-
blind-or-low-vision-11c8b979-f8cd-f65e-6406-6f03b613b94b

RNIB Tech for Life Team
www.rnib.org.uk/advice/technology-useful-products

Sight and Sound (Supplier of Assistive Technology)
www.sightandsound.co.uk

Vital Tech (Guide to Assistive Technology)
www.vitaltech.org.uk

Reading and Listening

BWABEF (British Wireless for the Blind Fund - For children aged 8+ whose
families are on a low income)
www.blind.org.uk

Calibre (Free audio lending library for VI children and adults)
www.calibreaudio.org.uk

Clearvision (Braille Lending Library Braille and Print for dual reading)
www.clearvisionproject.org

Guide Dogs CustomEye Books (Large Print books made to order)
www.guidedogs.org.uk/getting-support/help-for-children-and-
families/living-independently/customeyes-books

In Touch Radio (News, views and information for people who are blind or
partially sighted)
https://www.bbc.co.uk/programmes/b006gxww

Listening Books (An Audiobook lending charity)
www.listening-books.org.uk
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Living Paintings Trust (Bringing pictures to life)
www.livingpaintings.org

RNIB Bookshare (Loans books for educational settings and students of all
ages)
www.rnibbookshare.org/cms/

RNIB National Library (for Audio plus Large Print and Braille ‘Print on
Demand’)
https://www.rnib.org.uk/books

Seeing Ear (holds the National Accessible Library for anyone with a print
disability)
www.seeingear.org)

The Sensory Stories Project (for CYP with VI and additional needs)
www.thesensoryprojects.co.uk/the-sensory-story-project

Toys and Games

Family Connect Toy and Gift ideas for children with VI
www.familyconnect.org/after-the-diagnosis/helpful-products/gift-ideas-
for-parents-of-children-who-are-blind-or-visually-impaired/

Fledglings (Toys, clothing and sensory products. Part of the Contact charity)
www.fledglings.org.uk

Moorvision Toy and Games Guide
www.moorvision.org/sites/default/files/content/CHRISTMAS PRESENT
IDEAS 2020 PDF.pdf

RNIB Let's Play - Guide to Play
www.rnib.org.uk/family-friends-and-carers-resources-parents-blind-or-
partially-sighted-children/lets-play

Wonderbaby (Toy and game ideas for children with VI)
www.wonderbaby.org/toys-and-recreation

Low Vision and Daily Living Aids

Optima (Low vision experts)
www.optimalowvision.co.uk
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SW Retail (Daily living aids)
www.icswretail.co.uk

Finance and Grants

The Powell Family Foundation (providing grants to children and young
people aged 0-25 with vision impairment)

https://tpff.org.uk/

Amber Trust (Music Grants and resources for VI children)
www.ambertrust.org

Council for Disabled Children (Help with Money)
www.councilfordisabledchildren.org.uk/transition-information-
network/information-and-support/money

Family Fund (Help for disabled children)
www.familyfund.org.uk

Fightback for Justice (Support with DLA and PIP applications)
www.fightback4justice.co.uk

Guide Dogs (Assistive Technology Grants)
www.guidedogs.org.uk/services-we-provide/access-technology-and-grants

GOV.UK (Help for families with children with disabilities)
www.gov.uk/help-for-disabled-child

Citizens Advice (local, free, confidential and impartial financial advice)
www.citizensadvice.org.uk/about-us/contact-us/contact-us/search-for-
your-local-citizens-advice

Newlife (Equipment for children with additional needs)
www.newlifecharity.co.uk

RNIB PIP Toolkit (VI specific advice on claiming PIP)
www.rnib.org.uk/personal-independence-payment-toolkit

VICTA (Including grants for VI children)
www.victa.org.uk
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Working families (A Guide to Benefits for disabled children)
www.workingfamilies.org.uk/articles/a-guide-to-benefits-for-disabled-

children/
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Sport and Leisure

Activity Alliance (National disability sports organisations and support)
www.activityalliance.org.uk/together/ndsos

British Paralympic Association
www.paralympics.org.uk

British Blind Sport (Helping blind VI people to get active and play sport)
www.britishblindsport.org.uk

CEA Card (Enables a disabled cinema guest to receive a free ticket for
someone accompanying them)
www.ceacard.co.uk

Disability Sport (Information on a wide range of sports for disabled people)
https://www.disabilitysport.org.uk/

Sports England (Support for all sports including those for disabled people)
www.sportengland.org/

Goalball UK

goalballuk.com

Metro Blind Sport (London)
www.metroblindsport.org

TV Licence Concession (If your child is Severely Sight Impaired, you can
apply for a 50% concession on your TV licence)
www.tvlicensing.co.uk/check-if-you-need-one/for-your-
home/blindseverely-sight-impaired-aud5

Travel

Blue Badge Scheme (Severely Sight Impaired Children aged two or over or
those in receipt of the higher rate of DLA may be entitled to a blue badge
for parking concessions.)

https://www.concessioncard.net

Disabled Persons Railcard
www.disabledpersons-railcard.co.uk
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Wellbeing

Guide Dogs Buddy Dogs (bring a new friend into the lives of VI children)
www.guidedogs.org.uk/getting-support/help-for-children-and-
families/buddy-dogs-for-children

Young Minds (Mental health support for young people)
www.youngminds.org.uk

NSPCC (Children’s mental health)
www.nspcc.org.uk/keeping-children-safe/childrens-mental-health/

Action for Children (Helping young people and their parents with mental
health issues)
www.actionforchildren.org.uk/our-work-and-impact/children-and-
families/good-mental-health/

CAMHSs or CYPMHs (NHS services for children and young people with
mental health issues)
www.nhs.uk/using-the-nhs/nhs-services/mental-health-services/children-
and-young-peoples-mental-health-services-cypmhs/

Transition to Adult Services

NHS information on moving from children to adult social care

https://www.nhs.uk/conditions/social-care-and-support-guide/caring-for-
children-and-young-people/moving-from-childrens-social-care-to-adults-
social-care/

Local Information

As well as seeking support from specialist national organisations, you
should be able to get support in your local area from your local authority
and from voluntary sector organisations.

The ‘Local Offer’ (General information about special educational needs)

Every Local Authority in England has to publicise their ‘Local Offer’ to
provide families of children and young people with special educational
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needs information about what support is available in their area. Find out
more about the Local Offer at:
www.councilfordisabledchildren.org.uk/sites/default/files/uploads/resourc
es/images/a4l-letlocalofferfinal7.pdf

Local Authority Sensory Support team (support for children and young
people with Vision Impairment / Hearing Impairment /MSl)

Children and young people with vision impairment aged 0-25 should
receive support from the Local Authority Sensory Support team. These
teams vary across England. Some are just for vision impairment, some
cover vision and hearing impairment, most cover multisensory impairment.
Some sensory support services for this age group are combined with
sensory support for adults and some separate these. Most sensory support
services are delivered directly by your Local Authority but some may be
contracted out to other organisations including independent schools,
charities and private companies.

SENDIAS Services (SEND Information, Advice and Support Service)

All Local Authorities in England have to ensure that children and young
people with special educational needs and disabilities (SEND) & their
parents have access to an impartial Information, Advice and Support (IAS)
service. The services are funded by the Department for Education (DfE) and
offer resources and training to provide high quality information, advice and
support to children, young people and parents in their area.

www.councilfordisabledchildren.org.uk/information-advice-and-support-
services-network/find-your-local-ias-service

Your local sight loss charity

A number of local sight loss organisations offer support and social activities
for children and young people with vision impairment, and will know about
other services available in the area. Visionary is a national umbrella
organisation for local sight loss charities and will be able to signpost you to
local organisations in your area.
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https://councilfordisabledchildren.org.uk/sites/default/files/uploads/resources/images/a4l-letlocalofferfinal7.pdf
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My Contacts

Name / Phone / Email

Consultant Ophthalmologist

Orthoptist

Optometrist

Local Optician

GP

School SENCO

SENDIAS team

Local Authority Sensory team

Local Authority 0-25 team

QTVI

Habiliation Specialist

Local sight loss charity

Other
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Information Disclaimer

Devon in Sight and Moorvision are not medical organisations, therefore if
you have a specific question about your child’s eye condition, we
recommend that you consult an eye care professional.

We have tried to ensure that the contents of these pages are accurate.
However neither Devon in Sight or Moorvision will accept liability for any
loss or damage or inconvenience arising as a consequence of any use of, or
the inability to use any information in this document. People using the
information in this guide do so at their own risk. We believe the
information was correct at the time of writing but due to ongoing changes
and developments in health and social care provision, the content may not
be completely up to date.
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Tel: 01752 891934 / 07581 566690
info@moorvision.org

WWW.moorvision.org
Charity 1173939

Devon in Sight

*" Your local sight loss charity

Tel: 01392 876666
enquiries@devoninsight.org.uk
www.devoninsight.org.uk
Charity 1140978

THE POWELL FAMILY
FOUNDATION
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