


IMAGINE ID is a brilliant initiative and
should really help us to gain a much deeper
understanding of how rare genomic disorders
affect children’s learning ability and behaviour.
| encourage families to join this study

Beverly Searle, Unique CEO




What is intellectual disability?

Intellectual disability (ID), learning difficulties or developmental
delay are terms used to describe people who struggle with some
everyday activities and learning. This often means it will be more
difficult for them to understand complex information, develop new
skills, and cope with unfamiliar situations.

Intellectual disability often has a genetic cause and many children
with ID are born with genetic changes. These changes in the genetic
code (DNA) are very complex. This means that people with ID rarely
have the same genetic changes. Examples of genetic changes
include gains or duplications of DNA, losses or deletions of DNA and
changes of the letters of the DNA code.

Changes in DNA can affect genes that are important in brain
development. This can lead to intellectual disability or difficulties
with development and behaviour. We do not understand exactly
how and why this happens yet. To really help people with ID we
need to do much more research.




@ \hat is the IMAGINE ID study?

Our Study, IMAGINE ID stands for Intellectual Disability and Mental
Health: Assessing the Genomic Impact on Neurodevelopment. Our
study aims to answer one of the questions parents often ask when

their child has a genetic condition: “So what does this mean for my
child?”

To answer this question we are collecting lots of information about
a large group of children with intellectual disability. This will help us
understand the impact of genetic changes on their behaviour. We
hope this will help families and children now and in the future.
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. Why have we been invited to take part?

You have been invited to join IMAGINE ID because your child has
been diagnosed with a genetic condition. By getting involved, you
have the chance to help us understand the links between rare
genetic changes and children’s development and behaviour.

We hope this will improve the care and support parents and
professionals can offer children and young people with intellectual
disabilities.




’ What are the benefits of taking part?

Joining IMAGINE ID gives you a chance to help learn more about
children living with rare genetic conditions. Your contribution will
help other families to gain better information about their child’s
development and behaviour.

You will receive a personal
summary report of your child’s
strengths and difficulties. You
may find it a useful summary if
your child has assessments for
services, school or specialist
treatments.




Below are some comments we have received from parents who are
taking part in IMAGINE ID:

¢¢ | am very happy with the summary
report. It will be very useful when my
son is changing from one school to
another as it summarises all his
difficulties. 22

Nieves from Sleaford

It was great to receive the report. |
have shown it to the Educational
Psychologist and we are using it to apply

for extra help.

Nicola from Coventry

¢ It will be very helpful when asking and
pushing for further help. | will bring it
everywhere we go. ?°

Sarah from Kent



. What will happen if we take part?

If you would like to take part we would be delighted. In order to
join you will be given a detailed information sheet about the study
and a consent form for you to sign on behalf of your child.

Once you have joined, we will arrange for you to complete online
guestionnaires through a secure internet connection. The
questionnaires ask about your family’s medical history and about
your child’s development and behaviour. Both you and your child
will be asked to complete an online puzzle. The assessments will
take approximately 3-4 hours in total, but you do not have to
complete them all in one go. Your responses will be saved as you
go along. If you do not have access to the internet the IMAGINE ID
team are happy to complete the questionnaires with you in person
or over the phone. We will send you a personalised summary report
based on the information you have given us.

We will also visit some families to complete further assessments
and puzzles at home. You can choose whether or not to sign up to
these home visits on the consent form.

To see a list of frequently asked questions
please visit:www.imagine-id.org/factsheet




. Who is the IMAGINE ID team?

The IMAGINE ID team is a group of doctors and researchers who
are experts in Clinical Genetics and Mental Health. We are based at
University of Cambridge, Cardiff University and University College
London. We also work closely with the charity Unique who support
thousands of individuals affected by rare chromosome
disorders.
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Get involved!

', % Isyour child aged between 4 and 18 years old?

.., Doesyour child have an intellectual disability,

learning difficulties or developmental delay?

. Does your child have a genetic change?

Get in touch

01223 254631 or 07711 500477
imaginelD@cimr.cam.ac.uk

Sign up

Receive and return your forms

Get started!

We will send you login details to the

online questionnaires
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Where can | find more information?

»% The IMAGINE ID Team:
imaginelD@cimr.cam.ac.uk

www.imagine-id.org

¢ Unique:

info@rarechromo.org

WWW.rarechromo.org

', % Speak to your clinical geneticist or genetic
counsellor
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