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Visual Impairment Scotland
Information Sheet for Adults and Older Children

I am writing to tell you about a new support group called Visual Impairment Scotland, which has received money from the National Health Service in order to improve services and information for children with visual impairment throughout Scotland. V.I. Scotland is concerned that the process of ‘Blind and Partially Sighted” registration within Scotland does not meet the needs of many children, for instance, it is aimed more at the adult population rather than at children. As a consequence V.I. Scotland is setting up a brand new system of notifying visually impaired children in Scotland. However, this system will be putting more emphasis on the educational and developmental requirements of the child than ever before.

This new system of notification will contain, with your permission, information on your child’s visual impairment and if the information were out of date and/or incomplete there would be an invitation to have the child re-tested by a fully qualified Ophthalmologist with whom you will be able to speak.  There are many reasons for having a new system and ultimately we hope to aid the planning of educational and social services provision.

We have also set up a children’s club called VISKIDS and we would like to invite your child to become a member. It is hoped that all children in Scotland who have problems with their vision will join this Club.

The following pages are a ‘Question and Answer Style Information Sheet’ 

that hopefully will meet some concerns you have about V.I. Scotland.

Question and Answer Section for Parents and Older Children

Question

What is V.I. Scotland?

Answer

V.I. Scotland  is a group of people who work in the area of visual  impairment.  In this group there are doctors who care for visually impaired children, people who work in education, people who research visual impairment and there are also parents of visually impaired children to make sure that all the efforts of this group are directed into helping parents and children.

Question

What does V.I. Scotland do?

Answer

Everyone in V.I. Scotland works together to make sure we can give you as much up-to-date information as possible.  The aim is to find out how many visually impaired children there are in Scotland and in what area they live.  By knowing this we hope to be able to match the needs and resources available to every parent and child.

Question

How safe is the information I give to V.I. Scotland ?

Answer

This is part of a National Health Service project and all the factors of patient confidentiality and privacy are strictly adhered to.  Any information we have about your child is totally confidential.  It will be stored securely and only V.I. Scotland staff will be able to see it, and only if they have particular need to use the information.

Personal information will not be given without your permission to anyone not connected with V.I. Scotland. You will be free to have your child’s details removed from the register at any time.  You are also free to look at any information we obtain from any other Professional body regarding your child. Of course you or your child can decline to take part or leave at anytime without giving a reason and without affecting future care and treatment.

Question

How will V.I. Scotland find out the needs of my child?

Answer

By asking you and your child’s teacher/carer as well as your child’s Ophthalmologist (Eye Doctor).

V.I. Scotland will give you the opportunity to tell us the needs of your child.  

By knowing this we can access our large information database of resources and then give you the specific information we find. 
Question
What information would be required from medical records and would other family records need to be accessed?

Answer

In order to get an accurate picture of the diagnosis of each child, access may be required to relevant only medical records of your child’s visual impairment.  Therefore, we will send to your child’s Ophthalmologist and Community Paediatrician (or Health Visitor) a form for them to complete.  On very rare cases we may wish to see medical genetic records.  However your additional consent would be needed for this.  

Access to family records will not be required.
Question

What is VISKIDS?

Answer

VISKIDS is a children’s club. If your child joins VISKIDS your child will receive a free information sheet written in plain English about his/her specific eye condition(s).  Your child will get a membership certificate as well as fun items from the club.  Information will be sent to you and your child about what groups there are for you in your local area which include parent groups and local voluntary organisations.  You will receive information about any benefits to which you are entitled as well as hints and tips about daily living which have been provided by other parents.  MEMBERSHIP IS FREE.
Question

Does my child have to join?

Answer

NO.  There is absolutely no obligation to join, but as this Club has been set up specifically to help children with visual impairment we hope that your child 

would like to become part of VISKIDS.

However if you would like to speak to an independent advisor for some impartial advice then please could you contact: 

Zoe Dunhill

Consultant and Patient Services Director

Royal Hospital for Sick Children

Sciennes Road

EDINBURGH 

EH9 1LF

Question

How does my child join?

Answer

By returning a completed consent form included in this pack.

Once we have received this V.I. Scotland will send you a Notification form and once this has been returned your child will be a member of VISKIDS. Return envelopes are supplied.

Question

Would I then have to do anything?

Answer

No. The idea behind V.I. Scotland and VISKIDS  is to ensure that you have up-to-date information about your child’s eye condition and what can be done to help.  In order for us to maximise this information we would like to have permission to look at your child’s medical records.  In addition for us to provide you with as much information as we can, we would need to ask your child’s school for information about their educational provision. 

Question

Can I speak to somebody about this further?

Answer

You can contact Jennifer Skillen at the following number - (She will immediately call you back so as to save telephone call charges).

Telephone: (0131) 651 6o78

or write to her at

V.I.  Scotland

Scottish Sensory Centre

The University of Edinburgh

Holyrood Road

EDINBURGH


EH8 8AQ

If you wish you can e-mail him at John.Ravenscroft@ed.ac.uk

If you feel you need further information or free independent advice write to Zoe Dunhill.

Question

Can this information sheet be provided in a format that my child can access themselves?

Answer

YES.  This information sheet is available in Braille, large print and also on audio tape.  In addition we can provide this sheet in Urdu, Chinese (Cantonese), Punjabi, Hindi, Arabic, Bengali, Japanese and Gaelic.

Question

What if my child did not like VISKIDS once they have joined?

Answer
Your child is free to leave VISKIDS at any time.  Also, upon your request we would remove any details we held about your child on our database. 

Question

What do I do now?

Answer

Please complete and return the Consent Form using the envelope supplied with this Introduction Pack. 

We have tried to use plain English but if you do need any help at all in 

understanding the Parental Information Sheet and/or the Consent Form please get in touch with us.
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