APPENDIX ONE
QUESTIONNAIRES FOR SCHOOLS







QUESTIONNAIRE ON CHILDREN WITH CHRONIC
_ILLNESS OR PHYSICAL DISABILITY

PRIMARY SCHOOL

Name and Address of School:

Telephone Number:

Name of Liaison Teacher:

Please return this questionnaire in the envelope provided




QUESTIONNAIRE ON CHILDREN WITH CHRONIC ILLNESS
OR PHYSICAL DISABILITY

PRIMARY SCHOOL

Purpose of this questionnaire

The purpose of this questionnaire is to identify all children in primary school who gould
participate in the project on ‘Service support for children with a chronic iliness or physical
disability in mainstream schools’.

Confidentiality
This information is confidential to the school. Please do not use the child’s name on the form.
- We suggest that you use a code as a way of identifying the children referred to on the form.,

Which children are we interested in?
Please fill in this form for all children in primary school known to have a chronic illness or physical
disability.

Who should fill in the form?

By now your school has probably decided which teacher will be liaising with us over the next few
months. It is probably simplest if this person is responsible for returning the form to us. The
liaison teacher may know encugh about children in primary school to complete the form, but
please do what ever is easiest for your school.

What happens once the form is completed?

Please return the form to:
Jane Lightfoot, Social Policy Research Unit, University of York,
Heslington, York, YOI 5DD.

A stamped addressed envelope has been provided.

- We willnot be able to invite the families of all children with a chronic illness or physical disability
in primary school to take part in the project. We will use the information we from this
questionnaire to invite the families children with different types of service support needs to
participate in the study.  We intend to invite parents to take part in the study by letter. In order
not to break confidentiality we would ask you to pass letters from us on to the family.

Who do I contact for further information or advice?
Please feel free to telephone Jane Lightfoot or Suzanne Wright on 01904 433608, Monday-
Friday, 9.00 am - 5.30 pm.




WHAT WE MEAN BY ‘CHRONICALLY ILL OR
PHYSICALLY DISABLED CHILDREN’

This study is about health service support and, as you know, children with chronic illnesses and
physical disabilities need a wide range of different types. of support. We want to make sure we
include the following groups of children in the study:

1 Children with serious, recurrent illnesses
2 - Children who require continuous health support during the school day
3 Children who are technology dependant
4 Children with mobility difficulties
5 Children with life threatening conditions
6 Children regularly absent from school, due to a chronic illness/physical disability
7 Children who regularly have a treatment requiring a stay in hospital
Examples of children who might fall into one or more of these groups include those with: cystic
fibrosis, cerebral palsy, muscular dystrophy, diabetes, epilepsy, severe asthma, cancer,
tracheostomies, ME, severe allergies, renal failure, rheumatoid disorders, haemophilia, sickle cell
anaemia,
There are a couple of points to make about this list:
-+ This is a list of the children we think should be included in the study. However, this study is
about school life-and you are probably in better position than us to-say which children are
- having most difficulty managing in mainstream education and for whom teaching staff need
extra help. If you think there any groups of children we have missed out, or if there are any
children who you think particularly warrant attention, please let us know in the space provided
in the questionnaire (Pt 7).
* Some chronically ill/physically disabled children in your schools may have a Statement of

Special Educational Needs due to their health needs. We are interested in inchnding children
both with and without Statements in the study.




CHILDREN WITH A CHRONIC ILLNESS OR PHYSICAL DISABILITY

 Child’s Code

PRIMARY SCHOOL

Year

Gender M/F)

Chronic Hlness/Physical
f Disability

Statement of SEN?

(Yes/No)

If no statement, are they at
any stage on the Code of
Practice? (Yes/No)

|| Reason for Statement

(Health/ Education)

1. Recurrent but not
Continuous Illness?
(YES/NO)

2. Health Support Needed
in School?
(YES/NO)

3. Technology Dependent?
(YES/NO)

4. Mobility Difficulties?

L (YES/NO)

5. Life Threatening
Iness?
(YES/NO)

6. Regularly Absent from
School?
(YES/NO)

7. Regularly Require
Inpatient treatment?
(YES/NO)

8. Please comment on any
other aspect of the
illness which causes
difficulty in school.




QUESTIONNAIRE ON CHILDREN WITH CHRONIC
ILLNESS OR PHYSICAL DISABILITY

SECONDARY SCHOOL

Name and Address of School:

Telephone Number:

Name of Liaison Teacher:




QUESTIONNAIRE ON CHILDREN WITH CHRONIC ILLNESS
OR PHYSICAL DISABILITY

Purpose of this questionnaire

The purpose of this questionnaire is to identify all children in school who could participate in the
project on ‘Service support for children with a chronic illness or physical disability in mainstream
schools’.

Confidentiality
This information is confidential to the school. Please do not use the child’s name on the form.
We suggest that you use a code as a way of identifying:the children-referred to on the form.

Which children are we interested in?
Please fill m this form for all children in school known to have a chronic illness or physical
disability.

Who should fill in the form?

By now your school has probably decided which teacher will be liaising with us over the next few
months. It is probably simplest if this person is responsible for returning the form to us. The
liaison teacher may know enough about children in school to complete the form, but please do
what ever is easiest for your school.

What happens once the form is completed?

Please return the form to:
Jane Lightfoot, Social Policy Research Unit, University of York, Heslington,
York, YOI 5DD.

A stamped addressed envelope has been provided.

“We will not be able to invite all children with a chronic illness or physical disability in school to
- take part in the project. We will use the information from this questionnaire to invite children
- with different. types -of service support-needs to participate in the study. We intend to invite
parents and children to take part in the study by letter. In order not to break confidentiality we
would ask you to pass letters from us on to the family,

Whe do I contact for further information or advice?
Please feel free to telephone Jane Lightfoot or Suzanne Wright on 01904 433608, Monday-
Friday, 9.00 am - 5.30 pm.




WHAT WE MEAN BY ‘CHRONICALLY ILL OR
PHYSICALLY DISABLED CHILDREN’

This study is about health service support and, as you know, children with chronic illnesses and
physical disabilities need a wide range of different types of support. We want to make sure we
include the following groups of children in the study:

1 Children with serious, recurrent illnesses

2 Children who require continuous health support during the school day

3 Children who are technology dependant

4 Children with mobility difficulties

S Children with life threatening conditions

6 Children regularly absent from-school, due to a chronic illness/physical disability
7 Children who regularly have treatment requiring a stay in hospital

Examples of children who might fall into one or more of these groups include those with: cystic
fibrosis, cerebral palsy, muscular dystrophy, diabetes, epilepsy, severe asthma, cancer,
tracheostomies, ME, severe allergies, renal failure, rheumatoid disorders, haemophilia, sickle cell
anaemia.

‘There are a couple of points to make about this list:

* This is a list of the children we think should be included in the study. However, this study is
- about school life and you are probably in better position than us to say which children are
having most difficulty managing in mainstream education and for whom teaching staff need
extra help. ‘If you think there any groups of children we have missed out, or if there are any

~ children who you think particularly warrant attention, please let us know in the space provided -
in the questionnaire (Pt 8).

» Some chronically ill/physically disabled children in your schools may have a Statement of
Special Educational Needs due to their health needs. We are interested in including children
both with and without Statements in the study.

* We will not be able to include children with severe learning difficulties in the project since,
to take part, children need to be able to comprehend the research questions as concerned with
service support.




HILDREN WITH A CHRONIC ILLNESS OR PHYSICAL DISABILITY
SECONDARY SCHOOL

Child’s Code

[School year and age

Gender (M/F)

Chronic iness/Physical
Disability

Statement of SEN?
(Yes/No)

If no statement, are they at
any stage on the Code of
Practice? (Yes/No)

Reason for Statement
H (Health/ Education)

1. Recurrent but not
Continuouns [ness?
(YES/NO)

2. Health Support Needed
in School?
(YES/NO)

3. Technology Dependent?
H (YES/NO)

4. Mobility Difficulties? |
(YES/NO)

5. Life Threatening
Illness?
(YES/NO)

6. Regularly Absent from
School? :
(YES/NO)

7. Regularly Require
Inpatient Treatment?
(YES/NO)

8. Please comment on any
other aspect of the
illness which causes
difficulty in school.




APPENDIX TWO
LETTER, INFORMATION LEAFLET, RESPONSE AND
CONSENT FORMS FOR PARENTS

Primary school
Secondary school







THE UNIVERSITY 0f Y07k * Socia Poucy Researcs Unir

Heslington, York Y10 5DD

Telephone (01904} 433608

Facsimile (01904) 433618 )

Telephone (01904} 432626 (Voice or Text)
E-mail SPRU@vork.ac.uk

Website: http://www yorkacuk/inst/spru/

PRIMARY
Dear Parent

Health Support in School Project

We are carrying out a research project funded by the NHS to look at health service support for
children with special health needs attending mainstream school. The local health and education
anthorities have agreed to participate in this project, as has your child’s school.

As part of the project we will be holding a discussion group for parents of young children with
an illness or disability. To respect your privacy we have asked the school to pass this letter on
to parents who might be interested in taking part in the project. Enclosed with this letter is a
leaflet which explains the project and answers some questions you may have before deciding
whether to take part.

We can help with any reasonable costs to enable you to come to the parents’ meeting such as
transport or child care costs.

If you are interested in taking part in the project, please could you fill in the response form
and return it in the stamped addressed envelope provided.

Please do telephone us on 01904 433608 if you have any questions about the research project.
Thank you

Yours sincerely

Suzanne Wright
Jane Lightfoot

Enc: Project leaflet
Response form

The Social Policy Research Unit is an autonomous research unit within the Department of Social Policy and Social Work
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PROJECT LEAFLET FOR PARENTS

Health Support in School Project

The purpose of this leaffet is to tell you about the project and explain what will happen
if you decide to take part.

Who is writing to you?

We are researchers based at the Social Policy Research Unit at the University of York.
We have experience of working with children and young people of all ages in schools,
hospitals and home settings. This work has made us aware of the importance of
health-related support in school.

The aim of the project
- The aim of the project is to help improve support from the NHS for children and young
people in mainstream schools who have special health needs. This will be done by:

* Interviewing young people with special health needs, their parents, and their
teachers to find out what support they need from the NHS in schools.

* Presenting these views to professionals who work with young people and to local
health and education authority managers.

« Holding meetings so that the local health and education authority managers can
plan for improved NHS service support in schools.

Why should | take part in the project?

Until recently it was rare for health and education authorities to consider the views of
children, parents and teachers when planning support services for children. This
project is & way of letting health and education authorities know about-the kind of
support you and your child need.

Who is taking part in the research?

A total of sixty children and young people, along with their parents and teachers, will
be included in the study. Children aged under 8 years will not be interviewed. Their
views will be represented by their parents and teachers taking part in a group
discussions.

Professionals from local health and education services, and NHS and LEA managers
will be asked to take part in workshop meetings.




Why am | being asked to take part?

We are looking for families who can tell us about health service support for children
and young people. Your school has agreed to help us by passing this letter on to any
families who might be interested in the project.

What will | be asked to do?

We are asking you to attend a local parents’ meeting. Approximately ten parents will
attend each meeting. The purpose of the meeting is for us to find out about parents’
experiences of health service support and the kind of support they would like.

What will happen to the information?
Everything we discuss is confidential. We will not identify you in discussions we have
with teachers or any other health or education professionals.

- The information we collect will be summarized and presented at workshaops for health
“and education professionals and managers. The information-will also be written up as

“a report and sent to the NHS Executive who funded the research. You will be sent a
summary of the report. We hope that the report will be used by health and education
services nationally in planning future services for children and young people with a
chronic illness or disability.

What happens next?
If you decide you would like to consider taking part in the project, fill in the form saying -
‘ves’ and retumn it in the envelope provided. Once we have received this form one of
us will contact you to discuss the project further. Whether you take part in the project
or not will not affect any of the health or education services that you currently receive.

We expect the parents’ meeting to take place in July 1997.

How can | find out more about the Project?

- We would be pleased to answer any questions you have about the research. You can
write to Suzanne Wright or Jane Lightfoot at the Social Policy Research Unit, University
of York, Heslington, York, YO1 5DD or telephone us on (01904) 433608.




PARENTS RESPONSE FORM
Health Support in School Project
Name
Chiid’s Name
School

Class

I am willing to consider taking part in the project

I:I (please tick)

Please give your address and telephone number. This will enable us to contact you to tell
youmore about the project. If you then decide you are interested in taking part we will be
in touch nearer the time of the parents’ meeting.

Address:
Telephone Number:
Please return this form in the envelope provided

Please do telephone Suzanne Wright or Jane Lightfoot between 9.00am and 5.30 pm,
Monday to Friday, on 01904 433608 if you want to ask any questions about the project.
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CONSENT FORM FOR PARENTS

Health Support in School Project

I have read the project leaflet and understand the purpose of the project and what it involves. I
understand that the project is strictly confidential and neither myself or my child will be named
in any project reports. I understand that I can withdraw from the project at any time without

giving a reason.

X am willing to take part in the group meeting for parents.

{Please circle your answer)

Yes No

Name

Signature

Date




THE UNIVERSITY W ~ Sociat Povicy ReseArcH UNIT

Heslington, York YQ10 5D

Telephone (01904) 433608

Facsimile (01904} 433618

Telephone (01904} 432626 (Voice or Text}
E-mail SPRU@&york.ac.uk

SECONDARY Website: http: // www.york.ac.uk /inst /spru/

Dear Parent

Health Support in School Project

We are carrying out a research project funded by the NHS to look at health service support
for young people with special health needs who attend mainstream school. The local health
and education authorities have agreed to participate in this project, as has [school]

As part of the project we will be interviewing young people with a chronic illness or physical
disability to get their views about their needs in school. We will also be talking to parents. To
respect your privacy we have asked the school to pass this letter on to parents who might be
interested in taking part in the project. Enclosed with this letter is a leaflet which explains the
project and answers some questions you may have before deciding whether to take part.

If you are willing to consider taking part, please pass on the separate information pack to your
child. The pack includes a letter, information leaflet and a response form and will help your
child decide whether he or she would consider taking part in the project.

If you are interested in the project, please could you fill in the response forms from
yourself and your child and return them in the stamped addressed envelope.

‘Please do telephone us on 01904 433608 if you have any questions about the research project.
Thank you

Yours sincerely

Suzanne Wright

Jane Lightfoot

Enc:  Project leaflet

Response form
Letter, leaflet and response form for your child

The Social Policy Research Unit fs an autonomos research unit within the Department of Social Policy and Social Work
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PROJECT LEAFLET FOR PARENTS

Health Support in School Project

The purpose of this leaflet is to tell you about the project and explain what will happen
if you decide to take part.

Who is writing to you?
We are researchers based at the Social Policy Research Unit at the University of York.
We have experience of working with children and young people of all ages in schools,
hospitals and home settings. This work has made us aware of the importance of
health-related support in school.

The aim of the project
The aim of the project is to help improve support from the NHS for children and young
people in mainstream schools who have special health needs. This will be done by:

* Interviewing young people with special health needs, their parents, and their
teachers to find out what support they need from the NHS in schools.

* Presenting these views to professionals who work with young people and to local
health and education authority managers.

* Holding meetings so that the local health and education authority managers can
plan for improved NHS service support in schools.

Why should [ take part in the project?

Until recently it was rare for health and education authorities to consider the views of
children, parents and teachers when planning support services for children. This
project is a way of letting health and education authorities know about the kind of
support you and your child need.

Who is taking part in the research?

Young people with an illness or disability are being contacted through a number of
schools in [research sites]. A total of forty young people, along with their parents and
teachers, will take part in the study.

Professionals from local health and education services, and NHS and Education
Authority managers will be asked to take part in workshop meetings.




Why am I being asked to take part?

We are looking for families who can tell us about health service support for young
people. Your child’s school has agreed to help us by passing this letter on to any
families who might be interested in the project.

What will | be asked to do?

First, we need your permission to talk to your child and your child's own consent to talk
to us. We plan to meet all young people individually to get their views on the support
they currently receive and the support they would like in school. Interviews will be at
a time and place that is convenient to your son/daughter.

Secondly, we are asking if we can come and talk to you. The purpose is for us to find
out about parents’ experiences of health service support and the kind of support they
would like.

What will happen to the information?
- Everything we discuss is confidential. We will not identify you in our discussions. with
teachers or any other health or education professionals.

The information we collect will be summarized and presented at workshops for health
and education professionals and managers. The information will also be written up as
a report and sent to the NHS Executive who funded the research. You and your child
will be sent a summary of the report. We hope that the report will be used by health
and education services nationally in planning future services for young people with a
chronic illness or disability.

What happens next?
If you decide you would like to consider taking part in the project, fill in the form saying ..
‘yes’ and return it in the stamped addressed envelope provided. Once we have -
received this form one of us will contact you to discuss the project further. If you then

decide you do want to take part in the project we can make the necessary - - -

arrangements. Whether you take part in the project or not will not affect any of the
health or education services that you may currently receive.

We plan to talk to parents and to children between June and the end of September. -

How can | find out more about the Project?

- We would be pleased to answer any questions youhave-about the research. Youcan - -

write to Suzanne Wright or Jane Lightfoot at the Social Policy Research Unit, University
of York, Heslington, York, Y01 5DD or telephone us on (01904) 433608.




PARENTS RESPONSE FORM

Health Support in School Project

Name
Child’s Name
School

Class

I am willing to consider taking part in the project

D (Please tick)

Please give your address and telephone nnmber. This will enable us to contact you to
tell you more about the project.

Address:

Telephone Nurmber:

Please return this form in the envelope provided

Please do call Suzanne Wright or Jane Lightfoot between 9.00am and 5.30 pm, Monday to
Friday, on 01904 433608 if you want to ask questions about the project.
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CONSENT FORM FOR PARENTS

Health Support in School Project

I'bave read the project leaflet and understand the purpose of the project and what it involves. I
understand that the project is strictly confidential and neither myself or my child will be named
in any project reports. Iunderstand that I or my child can withdraw from the project at any time

without giving a reason.

1 am willing to allow my son/daughter to take part in the project.

(Please circle your answer)

Yes No

I am willing to take part in the group meeting for parents.

{Please circle your answer)

Yes No

Name

Signature

Date




APPENDIX THREE
LETTER, INFORMATION LEAFLET, RESPONSE AND
CONSENT FORMS FOR YOUNG PEOPLE







THE UNIVERSITY W  Sociar Poricy Researce Ui

Heslington, York Y010 5DD

Telephone (01904) 433608

Facsimile (01904) 4335618

Telephone (01904) 432626 {Voice or Text}
E-mail SPRU@york.ac.uk

Website: http: // www.york.ac.uk /inst/spru/

Dear Student
Health Support in School Project

We are doing a research project which we hope will help improve the support that young people
with special health needs receive from teachers and health professionals while they are in school.

As part of the project we would like to talk to some young people who have had a long term
illness or disability while at school.

To respect your privacy we have asked your school to pass this letter on to students who might
be interested in taking part in the project. The leaflet enclosed explains the project and what it
would mean if you agreed to take part.

We have written to your parents about the project for two reasons. First, we need to have their
agreement that you can take part in the project. Secondly, we are hoping that they will take part
by talking to us too. The purpose of us talking to your parents is to get their views on the support
your family has received from health staff.

If you are interested in being involved, please could you fill in the attached form and return
it with your parent’s form in the envelope provided.

We hope that you are interested in the project and think it is worth taking part. -

Thank you

Suzanne Wright
Jane Lightfoot

Enc

The Social Policy Research Unit is an autonomous research unit within the Department of Social Policy and Social Work
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PROJECT LEAFLET FOR YOUNG PEOPLE

Health Support in School Project

The purpose of this leaflet is to tell you about the project and to explain what will
happen if you decide to take part.

Who is writing to me?

We are two researchers, Suzanne Wright and Jane Lightfoot. We work at the
University of York. The health service has asked us to do this project. They would like
to improve the help that they give to young people in school. The best way to find out
about what needs to be done is to ask young people.

Who is taking part in the research?

Young people with special health needs, along with their parents and teachers, are
being contacted in schools in [research sites]. A total of forty young people will be
asked to take part in the study.

Local health and education staff working with children and young people will be asked
to take part in workshop meetings.

Why am | being asked to take part?

We are looking for young people who can tell us what it is like to have an illness or a
disability in school. Your school has agreed to help us by passing this letter on to
anyone in their school who might be interested in talking to us. We are interested in
meeting with young people, even if they feel they have had no problems managing in
school.

What are you trying to find out from me?

We would like to know : about your fife in school; your good and bad experiences with
health and education staff; and what would make your life in school easier.

What will | have to do?

First, one of us would like to talk to you so that we can tell you about the project and
you can tell us a little bit about yourself. You can then decide whether you would like
to take part. We can then meet to talk about your school and what could be done to




make school life easier for you. Whenever we meet it will be at a time and place that
suits you.

Will my parents or teachers be told about what | say?

No, everything we discuss is confidential. That means that we will not discuss what you
say with your parents, teachers or anyone else without your permission. Your name
will not be used when we write up reports of the project

What will happen with the information?

We will write a summary of what young people have told us. We will then hold
meetings and present this information to health and education staff. The staff will be
asked to use this information to think about how they should change their services for
young people.

After the meetings we will write up a report. We will send you a summary of the report.
The report will be sent to the health service who asked for the research to be done.
We hope that the report will be used by them in planning help for young people in the
future,

Do | have to take part in the project?

No, you do not have to take part. If you do decide to take part you can still change your
mind at any time. We will accept your decision. We will not ask you to give a reason
for refusing to take part.

What happens next?

If you decide you might like to take part in the project fill in the form saying ‘yes’ and

return it with your parent’s form in the envelope provided. One of us will then phone or
write to you to arrange for us to meet.

If you would like to talk to Suzanne or Jane about the project,
telephone 01904 432627 between 9.00am and 5.30pm Monday to Friday.




Age

School

Class Teacher

YOUNG PERSON’S RESPONSE FORM

Health Support in School Project

I am willing to consider taking part in the project

D {Please tick)

Please give your address and telephone number so that we can contact you to tell you more

about the project.

Address:

Telephone Number:

Please return this form in the envelope provided.

You can call Suzanne Wright or Jane Lightfoot between 9.00am - 5.30pm, Monday to Friday
on 01904 432627 to ask questions about the project.
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YOUNG PERSON’S CONSENT FORM

Health Support in School Project
I have read the project information sheet.
Yes No
I understand that everything I say is confidential and my name will not be used in the project
report.
Yes No
I'understand that I can change my mind about taking part in the project at any time. Ido not have
to give a reason for changing my mind.

Yes No

I agree to being interviewed as part of the project on ‘“Health Support in School’.

Name Date




APPENDIX FOUR
HEALTH CONDITIONS OF YOUNG PEOPLE OF
SECONDARY SCHOOL AGE







Health conditions of young people
of secondary school age

Health condition Number

asthma (severe)
cerebral palsy
cerebral palsy and epilepsy

p—

charcot marie tooth disease

—

cleft palate

cranial tumour

cystic fibrosis

diabetes

diabetes and food allergies
eczema (severe) and asthma
haemophilia

hearing and sight difficulties

heart condition

p—a.—\pdpdp.n,_nl\)pdp._n

heart and lung condition
Juvenile arthritis

ME

neutropenia

perthes disease

renal failure

b= = N

ja—y

russell silver syndrome

[\

spina bifida

—

tracheostomy

Total 33







APPENDIX FIVE
HEALTH CONDITIONS OF CHILDREN OF
PRIMARY SCHOOL AGE







Health conditions of children

of primary school age

Health condition Number
asthma (severe) 3

asthma and eczema 1

bowel problems 1

cercbral palsy 1

cystic fibrosis 1 (2 children)
diabetes 3

di-george syndrome I

down’s syndrome 2

friedrich’s ataxia 1

hearing loss 2
hirsprung’s disease 1

holtoram syndrome 1

leigh’s syndrome 1

muscular dystrophy ' 2

nut allergy ' 1 (2 children
nut allergy, asthma and eczema 1
tracheostomy i

visual impairment 1

Total 33







APPENDIX SIX
TOPIC GUIDE FOR INTERVIEW WITH YOUNG PEOPLE







SERVICE SUPPORT PROJECT

INTERVIEW WITH YOUNG PERSON: TOPIC GUIDE

INTRODUCTION WITH FAMILY

Thank you

Introduce Self

Explain Project
We are doing a project about the help that young people in schools get when they have a health
problem. We want to find out about :

1. The help that young people get in schools
2. How this help could be improved.

We want to talk to young people because they know a lot about this. They are the experts. Iam
here to find out what you think about the help you have had. There aren’t any right or wrong
answers.

Later on in the project we will be meeting with managers in health and education. Do you know
what I mean by Managers? They are the bosses of people like teachers, nurses and doctors. They
decide how money is spent and the type of help that children and teenagers get when they have
a health problem.

Today we are going to talk about:

Your school

Your health

How your health affects things in school
Who helps you and what they do

What you think of the help you get

Explain about Stopping and Passing

When we are talking, you can change your mind about wanting to talk whenever you want. Also,
if you don’t want to answer a particular question that’s ok. We can just go on to the next
question. You don’t have to give me a reason for stopping or skipping a question.

Maybe we should agree before we start what you will say if you want to stop or to skip a
question. What words would you like to use?




Confidentiality
Everything we talk about will be private. That means that I wont tell your parents, your teachers
ot anyone else what you say.

At the end of the project I will write up a report of what all the young people I meet tell me. I
won’t put your name in the report.

I will tape record what we say. That’s just to save me writing everything down. I won’t write
you name on the tape. I will use a code. The only people that will listen to the tape are me and
the other person I work with, (name).

Is that OK?
Any questions ?

Check that can speak to young person alone
Check with the young person and the parent that it’s OK to talk to the young person on their

OWIL

Consent Form

PRELIMINARIES WITH YOUNG PERSON ALONE

Tape Recorder

Recap about confidentiality

Show the code number on the tape

Ask if they want to take charge of the tape recorder during the interview

Stopping and Passing
Remember, if want to stop at any time or want to skip a particular question you just have to tell
me. (Confirm the words child will use to stop or pass).

No Right or Wrong Answer
This isn’t a test. There aren’t any right or wrong answers. I am here because I am interested to
find out about the help that you have and you are the expert on this.




GENERAL QUESTIONS

Young Person’s Age

Family

Do you have any brothers or sisters?

What age are they?

School

I think you are at ............. school. Is that right?

What year are you in?

How long have you been at that school?

If been to other secondary schools get details of how long at each. Ask about experience at
other schools as a way of getting opinion of current school.

How many different teachers do you have?

How many are in your class?

FEELINGS ABOUT SCHOOL

School Work
What is your favourite subject? Why?

What subjects do you not like? Why?

Sports
What sports do they do at your school?

Which do you do?

Which do you like? Which do you not like? Why?
Relationships

What are the feachers like?

Which ones do you like? Why is that?

How about the ones that aren’t so nice? Who are they? Why do you not like them so much?

What are you classmates like?




Which ones do you like. Why is that?

How about the ones that aren’t so nice? Who are they? Why do you not like them so much?
Extra Curricular Activities

Are there any clubs or groups you can join at your school?

Do you go to any of them?

If Yes: What are they like?

If No : Why not?

General

So what is your school like in general. Is it a good school to go to or not? Why?

Secondary School Leavers
What are you going to do now that you have left school?

How do you feel about that? Why?

How do you feel about leaving school? Why?




HEALTH
Introduction:

I don’t know a lot about your health except that you have [condition] and T don’t know a lot
about that? Could you explain it to me?

Duration of Illness
When did you first find out you had [condition]?

Treatment
Do you have to have any treatment for it or see heaith people about it? Who?

Do you see any of those people at school?

IMPACT OF HEALTH ON SCHOOL

General:
Does having [condition} make any difference to things in school?

Refer back to previous prebes about aspects of school:
Does it make any difference to your school work?

Does it make any difference to the sports you take part in?
Does it make any difference to how your teachers treat you?
How about to the way that the other people in your school treat you?

Does it make any difference to the clubs and societies you can join or to what you do at those
clubs?

Typical School Day

It might help me to understand what it’s like to have [condition] in school if you describe school
day and things that you do differently to the others in your class. Do you think you describe a
school day for me? Maybe you could start with getting up in the morning and getting ready to
go?




Missing School
Do you have to have much time off school?
Do you miss out on any particular classes?

Positive Aspects
Are there any ‘good’ things that happen in school because of your [condition]?

Plans For Futare
Have you thought about what you want to do after you leave school? What would you like to
do?

Does your health make any difference to your plans for what you do after school?




THE HELP I GET (MAP)
Introduction
I'would like to find out about ail the help you get to manage in school

It would help me to understand it if you could draw a diagram of all the people who help you.

Clarify that it can be practical or emotional help

Some people might help you in practical ways - helping you get about, sorting out your medicine
etc.

Others might help by being there for you talk to, sticking up for you.

Clarify that anyone that they think helps can go on the map
You can put anyone on the map - your friends, parents etc. Anyone who you think helps.

Using the diagram

For each person on the map ask:

What do they do?

How do you feel about that?

Clarify that it can include people seen outside the school building
Once interviewee has added everyone to map ask:

Is there anyone else who you see outside of school who does things which makes life easier for
you in school?

How about your doctors, nurses etc?

Check out health and education professionals previously mentioned by the child but not put on -
the map. Do they help with school?




SENTENCE COMPLETION

Introduction

I have got four sentences written on a piece of card, but they aren’t finished.

-something to do with the help you get . Can you finish the sentence off for me?

1. The person who helps me most with school is........
2. Ilike it when people......

3. Idon’t like it when people........

4. I would like more help with......

HOW HELP MIGHT BE IMPROVED ( LIST)

They are all

Thinking about all the difierent types of help you get with school, can you make a list of:

Things I would like to change

Things I would like to stay the same

OTHER HELP

We have talked a lot about the help you get. Is there any other help you would like which you

don’t get at the moment?

Do you need any extra help to prepare you for leaving school ?

IS THERE ANYTHING ELSE YOU TO SAY ABOUT THE HELP YOU GET?

EXPLAIN WHAT HAPPENS NEXT IN THE RESEARCH STUDY




APPENDIX SEVEN
TOPIC GUIDE FOR INTERVIEW WITH PARENTS







SERVICE SUPPORT PROJECT
PARENT INTERVIEW: TOPIC GUIDE

PRELIMINARIES

Thank you
Introduce self/SPRU

Explain project

The NHS has asked us to do this project because they want to find out how they can improve the
help that some children need in relation to school. So the purpose of the project is to:

L. find out about the help that children with an illness or a disability get in relation to school and
2. how it might be improved,

To find out about this, we are talking to parents, to teachers and to students in secondary schools
because you know most about it: you are the experts.

When we have collected all this information we will be holding a meeting with local education
and health managers to pass on what people have said. The information will be anonymous: we
will not use people's names. The idea of this meeting is for managers to know both what they are
getting right and where they might do things differently to make sure that children, parents and
teachers get the help they need.

As researchers, we do not have the power to make managers act on what we say. But managers
in ......have given us permission to do the project here because they are interested to find out
what people need and what they think about services.

Foday I'd like to talk to you about
= een(your child's) health

- your experiences and views in terms of any help ....... gets in relation to managing in school
- any ideas you have on how things might be improved.

We can then pass on this advice to managers to help them improve things for children in the
future.




Confidentiality
Everything we talk about will be private.

1 will tape record what we say, just to save me taking notes. We use codes instead of names on
the tapes. The only other person who could listen to the tape is Suzanne, who is working with me

on this project.

At the end of the project we will write a report, but we will not use people's names. We'll send
you a summary of the report so you can see what was said.

Any questions?

Consent form
form + copy of information sheet




GENERAL QUESTIONS

How many children are there in the family?

What ages are they?

............. goes to .............school. Is the right?

How long has ............. been attending this school?

HEALTH

Introduction

1 don't know much about ......... (child's condition). Could you explain it to me?

Duration of illness
When did you first find out?

Treatment
Is any treatment necessary? What is it?

Who does your child see? How often?

Where (e.g. hospital/clinic/home/school)?

IMPACT OF HEALTH ON SCHOOL

General
Does having........ make any difference to your child in school? How?

Probes:

- school work?

- taking part in sports?

- taking part in after school clubs, etc?

- any difference in the way the child is treated: by teachers? by other children?

Does your child have to miss much schoeol? How impact does that have? How do you deal with
1t?

Do you think there are any positive aspects for your child in school through having...?

How does having ....... affect your child's plans for the future (i.e. after school)?




THE HELP MY CHILD GETS IN SCHOOL. (THE MAP)

Introduction

I'd like to find out about the different types of help your child gets to help him/her manage in
school. It would help me to understand this if you could draw me a diagram. What I was
thinking was to draw a circle or something in the middle of the.page to represent your child and
then to mark around that anyone who helps your child.

- you can put anyone on the map - e.g. teachers, doctors, your child' s friends...

- some people might do practical things; others might be there as someone your child can talk
fo

Using the diagram
For each person ask:

What do they do?
How do you feel about that?

The School Heaith Service
Is there a school doctor? A school nurse? What do they do?

Then probe people seen outside school

Is there anyone your child sees outside school who does anything which makes their life easier
at school?

e.g. doctors, nurses?

Check out anyone mentioned in the ‘Health' section who isn't on the map: do they help in relation
to school?

Parent's role

As a parent, what do you have to do to help your child manage in school?

How do you feel about this?

Liaison Between Professionals

-+ Looking-at the various people on the diagram, de any of them work together in any way? - .

Do they help each other? Do they give each other advice?
What do you think of the way they work together?
Liaison Between Professionals and Parent

What help or advice do you get from professionals?




What do you think of this?

Check out Statementing _
Some pupils have a 'Statement of Special Educational Needs' which lays down some of the help
he or she can get in school. Does.....(child) have a 'Statement'?

If yes, ask about:

- content: how do you feel about what is in the Statement?

- process: how is it decided what is in the Statement. Do you and/or your child have a say?
What do you feel about that?

How important is health service input?

I'mentioned that the NHS asked us to do this project.. Obviously health professionals are only
- some of the people who might help children in relation to school. I'd like to ask you a bit more
about them in particular:

How big a part do health professionals play in ensuring that your child gets the most from school
life?

What help do people within the school health service, such as school nurses and doctors, provide?
Do health professionals do anything to help that is different from the help that other people
provide?

Now I'd like to move on to ask you about..

HOW YOU FEEL ABOUT THE HELP YOUR CHILD HAS RECEIVED

What is working well?

‘What help are you happy with?

Remember to keep a focus on: the child in school
help from NHS

What isn't working so well?
What help are you unhappy with?

What would you like to be done instead?

Where appropriate: How do you feel about the decision to place your child in a mainstream
school.




ANY OTHER HELP

We have been talking mainly about the help your child does get. Is there any other help which
you think is needed which you do not get at the moment?

IS THERE ANYTHING ELSE YOU WOULD LIKE TO SAY?

CLOSURE
- go through 'What happens next' sheet for parents

- leave paper and SAE in case they want to write to us with any more comments.
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WORKSHOPS: INVITED DELEGATES

SITE A WORKSHOP

Education

LEA staff

Assistant Director (Special Services)*
Advisory Teacher

Head of Pupil Referral Service*

Integrated Support Service Teacher

Parent Partnership Co-ordinator

Senior Responsible Officer for Statementing

School staff

SENCO, Secondary School
SENCO, Secondary School
SENCO, Primary School

Health
Health Authority Staff
Consultant in Public Health**

NHS Trust staff

‘Lead Consultant Community Paediatrician
Consultant Community Paediatrician®
Consultant Community Paediatrician
Community Paediatrician

Child Health Support Manager

Diabetes Liaison Nurse

Occupational Therapy Manager
Paediatric Physiotherapist

School Nursing Co-ordinator

*  did not attend
*k attended for presentation of research findings only




SITE B WORKSHOP

Education

LEA staff: Bl

Assistant Education Officer (responsible for writing Statements)
Learning Support Teacher (Physical Disabilities)

LEA staff : B2

Parent Partnership Officer

Physical Disability Support Teacher
Principal Educational Psychologist
Planning and Commissioning Manager*

School staff . B2
SENCQO, Secondary school
SENCO, Primary school

Health
Health Authority
Consultant in Public Health*

NHS Trust: Bl

Senior Clinical Medical Officer

Senior Paediatric Occupational Therapist

General manager, Community and Mental Health Services
Consultant Paediatrician®

A medical social worker also attended (who works from the local Child Development Centre
based at the hospital)

NHS Trust: B2

School Nurse Co-ordinator
Community Paediatrician

District Speech Therapy Manager

* did not attend
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SERVICE SUPPORT FOR CHILDREN WITH CHRONIC
ILLNESS OR PHYSICAL DISABILITY ATTENDING
MAINSTREAM SCHOOL

WORKSHOP EVALUATION FORM
Wednesday 1 July, 1998

In order to help us prepare for other similar events, it would be helpful to have some feedback on
the workshop. We would be grateful if you could complete this questionnaire before leaving the
hotel.

Please give your comments on the workshop below. We are particularly interested in any aspects
of the day you found helpful and/or unhelpful.

Sessions on research findings:




Group work sessions:

Is there anything the research team could have done differently which would have
improved the day?

Thank you
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