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1.What is this study about?
We want to understand what it
is like for children and young
people to come into hospital.
We want to find out if
everyone has the same or
similar experiences or whether
some children have
experiences that are better or
worse than others.
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2. Why have | been
asked to take part?
We are asking children
and young people aged
5-15 years old who are
staying in a hospital in
England.
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3. Do | have to take part?

No, you do not have to take part; it is up to you to decide.

Please read through the whole of this leaflet and ask any
questions before you decide. Nobody will mind if you don’t want
to take part. If you do decide to take part, you can change your

mind at any time.
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4. What will | do if | say Yes?

You will meet the researcher who
will tell you some more about the
study and answer any of your
questions. Then when you next come
into hospital the researcher will
come and see you on the ward to
find out what you think and feel
about being in hospital. You can
either talk to them about your
experience, draw a picture, write
something or use arts and crafts to
share your views. You can also take
them on a tour of the hospital an~
take photographs

of places and things that you
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5. How long will |
ake part for?
You will be asked to
take part for the
time that you are in
hospital. You can do
as many or as few
activities as you like
during this time.
However, if you
come and meet us in
the hospital when
you do not have an
appointment, we
will pay for your
travel expenses.

7. Will taking part help
me or other children?
We can’t promise that
taking part will help
you, although we hope
you like having the
chance to share your
views.

We also hope that what
you and other children
tell us might help other
children in the future.
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>~"8. Who will know what | say

to the researcher?
We won’t use real names when we
write about the project or when we
talk to other researchers/people who
want to know about our work. Instead,
we will give you a made-up name -
that way nobody will be able to guess
who said what!

The only time we might tell another
adult what you told us is if we are
worried about your safety.
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9. What will happen when the

study finishes?

We will write a report about what you
and some of the other children said. We
can send you a copy of the report if you
would like one sent.

6. Is there anything to
be worried about if |
take part?

We don’t think there is
anything to worry
about if you take part.
If you decide you don’t
like taking part or
change your mind, you
can stop at any time
without giving a
reason. Your Mum or
Dad can be there if you
would like them to be.
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Hospital for Children

Children and Young People’s Information Sheet

The Pay More Attention Study

Pay More Attention: Ensuring equal access to high quality hospital care and services for children and
young people with and without leaming disabilities: Phases 2-4.

We would like to invite you to take part in this research study

We are a team of researchers at Great Ormond Street Hospital. We would like to invite
you to take part in a research project. Before you decide, you need to understand why
the research is being done and what it would involve for you. Please read the following
information leaflet carefully — it tells you what will happen if you decide to take part in
the study. Talk to others about taking part if you wish. Please ask us if there is anything
that is not clear or if you would like more information. Take time to consider whether or
not you would like to be involved.

What is the purpose of the study?

We want to compare how hospital care and services are provided to, and experienced
by, two groups of children and young people with long-term health conditions - those
with learning disabilities and those without learning disabilities.

We feel it is important that all children and young people with long-term health
conditions should have equal access to high quality hospital care that meets their
particular needs. However, we know that their voice is often not heard. Little research
has been conducted directly with them or their families about their experience of using
hospital services. Because of this, we know little about how well their needs are being
met. By comparing the views and experiences of children and young people with and
without learning disabilities and their families we hope to find out what things affect all
patients with long-term conditions and what things are specific to having a learning
disability.

Our aim is to understand whether inequalities (unfairness) exist for particular children
and young people and their families, and if so why that is and how we can prevent it.

Why have | been invited to take part?

We are inviting children and young people with long-term conditions aged 5-15 years
old, who are staying in a hospital in England. Half of the children and young people we
invite will have learning disabilities and half will not have learning disabilities.

Do | have to take part?




