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Appendix B Interview guide for individual and dyadic interviews with the
family carers

Introduction

My name is Anne Haddow. My daughter, Jennifer, suffers from cerebral palsy and
has profound physical disabilities and complex learning needs. I am doing a PhD
degree, part-time with Strathclyde University and my topic is the transition period

and post-school provision for young adults with profound physical disabilities and

complex learning needs.

Purpose of the study

The purpose of the study is to find out more about parents/carers’ experiences of the
transition period. Therefore I am interested in hearing about your experiences of the
transition period with (son/daughter’s name). I am interviewing three other
parents/carers and then studying the interviews for common themes and patterns.
Then I hope to have a group discussion with the parents and a group of professionals
to suggest ways in which the transition period can be improved. Finally as there
seems to be little or no provision for this group of young people, I hope to ask

parents/carers and professionals for their ideas about appropriate, good quality

provision and services for these young people.

Tape recording, note-taking and confidentiality

Reconfirm interviewee’s permission to record interview on tape. Explain importance
of capturing their words and ideas. Explain that I might take notes to keep track of
the interview. Confirm confidentiality — tapes transcribed, no names used in written
account, tapes erased after study. Inform interviewee that tape recorder can be turned

off at any time during the interview if s/he so desires. Turn on tape recorder, test and

rewind.
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Interview questions

Description of son/daughter, family

1.

2.

To start off, could you tell me about yourself and your family. Describe them
for me.
.Tell me more about X (disabled son/daughter).

Probes — disabilities/abilities, hobbies, interests, likes/dislikes, medical

problems, communication problems.

School provision

1.
2.

What school did X attend? What did s/he do there?

Do you think the school met X’s needs?

Probes — educational, social, physical/medical, emotional. Improvements?
How did you and X feel about the provision provided by the school?

Probes — facilities, activities provided, educational programmes, therapies and

medical services provided, staff/pupil ratios, involvement of parents/carers.

. Any thing else you’d like to tell me about X, s school provision?

Experience of transition period

1.

Think back to X’s first Future Needs Assessment meeting. Describe it to me.
Probes — What age was X? Who attended? What was discussed at the
meeting? How did you feel at the end of the meeting?

Tell me about the other Future needs Assessment meetings for X.

Probes — How often held? Who attended? What was discussed? Did you feel
progress was being made?

. Any transition period in our lives can be a difficult time. Could you describe

the difficulties you experienced during X’s period from school to adult

provision?

How did you overcome them?

What would you have liked to happen?

How did this transition period affect you, your family, X?
Anything else you’d like to add about this transition period.
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Adult provision
1. What kind of provision is provided for X now?
2. How did this provision come about?
Probes — How was decision made to send X there? Did you and X have a
choice of provision and if so how was it made? Did X have a transition penod
between school and adult provision?

3. Describe the kind of provision provided for X now.

Probes — numbers attending, stafi/client ratios, facilities/activities provided.
4. Do you think it meets X’s needs?

Probe — educational, social, physical/medical, emotional.

5. How do you feel about the provision provided for X now?
Probe — Any changes/improvements you would like to see?

6. Anything else you’d like to tell me about X’s current provision?

Future aspirations

1. What are your hopes and dreams for X’s future?

Conclusion

1. Anything you’d like to add or anything you’d like to ask me about the study?

Switch off tape.
Thank you for your help.
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Appendix C Reflections on individual and dyadic interviews with the family

carcrs

Interview with Helen on 5" June 2001

This interviewee wanted a copy of the interview questions before the interview. She
wanted time to think about the questions and about what she wanted to say. When I
arrived for the interview she had made notes for the interview. She said she liked
this method as it gave her time to recollect her thoughts and make sure she included

all her experiences. In previous interviews she said she often remembered things

after the interviewer had gone.

In this interview I felt I said little. My role was more one of attentive listener. The
interviewee was very articulate and had obviously given considerable thought to the
topics raised by the interview guide. The tape was stopped twice during the
Interview — once to enable the interviewee to respond to a caller and once for the

interviewee to have a drink of water.

Although Helen is a close friend of mine, I felt very nervous about conducting this
interview 1n case it affected our friendship. Discussing this with her later she
admitted she felt the same. After reading “Faye’s story”, Helen requested that I

make some changes and this is reflected in the final work (see Chapter 5 & Appendix
Q, pp. 771).

Interview with Maureen on 6™ June 2001
This interviewee did not want to see the interview guide before the interview.

However, she knew from my telephone call what I wanted to talk to her about - the
transition period from school to post-school provision for her son. Moreover, before

commencing the interview, I outlined the topics we would be covering in the

Interview.

Maureen seemed a bit nervous to start with. At first she seemed very aware of the

tape recorder and I found it difficult to maintain eye contact with her. However, as
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the interview progressed, she became more relaxed. 1 played a more active role in
this interview and made more use of probes to encourage Maureen to go into more

detail and to clarify events.

Perhaps Maureen would have been more relaxed if the interview had taken place in

her own home. However, when given the choice, she opted for being interviewed at

my house.

I have known Maureen for nineteen years and she and I actively campaigned for
post-school provision for young adults with profound physical and intellectual
disabilities. I think this close involvement in our son and daughter’s transition from

school to post-school provision may have influenced Maureen’s responses. I felt that

she was not as forthcoming with information as I would have liked, probably because
she knew I had been involved with the events. Therefore I felt I had to probe more
for information. This was in contrast to the interview with Helen. Although my

relationship with Helen is closer, I did not know her well at the time of Faye’s

transition from school to post-school provision.

With the next interviewees I will encourage them to be interviewed in the more

familiar setting of their own homes and encourage them to have a copy of the

interview guide before hand.

Interview with Catherine and Roger on 18™ and 20® June 2001

Catherine and Roger opted to see the interview guide before the interview and had
looked out letters and documents relevant to my visit beforehand. The interview was

conducted on two scparate days.

The discussion about school provision lasted longer in this interview than the
previous two. Partly because of my interest in special school provision in other
countries but also because Gen had attended four different schools in three different

countries. However, I should not have let my personal interest in special school

provision encroach on the main purpose of the interview, namely parents/carers’
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experiences of the transition period from school to adult provision. Nevertheless, the
data collected about Geri’s successful transition from juntor school to senior school
might be helpful in suggesting some ways in which the transition from school to
post-school provision could be more smoothly achieved. In addition, allowing the
parents to tell their own story in their own time, without hurrying them, helped to
make them more relaxed as both seemed nervous and anxious at the beginning of the
interview. Moreover, it may also have been cathartic for the interviewees (Reinharz,
1992). Fortunately, as I was working independently and my time was my own, I was

able to do this, which might not have been the case if I had been contracted to carry
out the study.

In contrast to the previous interviewees, I have only known Catherine and Roger for
a short time. I was asked to meet with Catherine by a voluntary organization whom

she had contacted after coming to this country.

Interview with Joyce on 29" August 2001
Joyce was sent an interview guide before the interview and expressed a wish to be

interviewed at my house. She felt there would be less interruptions at my house.

I felt this interview was more focused than the previous one. I encouraged Joyce to
give a brief description of Kylie’s school provision by stressing that the focus of my

study was the transition period, before commencing the interview. As a result most

of the interview centred around the transition period and post-school provision. I
used clanification probes to establish more clearly what Joyce was talking about e.g.
bunny hopping and elaboration probes to encourage Joyce to tell me more about the

“suite” proposed 1n the day centre. Joyce seemed relaxed throughout the interview

and said afterwards that she had forgotten the tape was on.

I have known Joyce for twenty-one years and see her at various clinics and meetings

we attend in connection with our daughters’ health and well-being.
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Appendix D Interview guide for focus group discussion

Introduction

Hello my name is Anne Haddow. Thank you for agreeing to take part in this group
discussion. As most of you already know I am studying part-time with Strathclyde
University for my PhD. My study 1s concerned with the transition period from
school to post-school provision for young adults with profound physical and
intellectual disabilities. In the first part of my study I interviewed parents about their
experiences during the transition period. From these interviews 1 identified
difficulties experienced by all the parents and young people during the transition
stage. I am now at the second stage of my study — looking at ways of overcoming
the difficulties and problems encountered by the parents and young people. Hence
the reason for this focus group discussion. I have asked you to take part as you have
all had experience of the FNA process and the transition period, either as parents or
professionals. The third part of my study involves asking parents and professionals

for their ideas about appropriate, good quality provision for these young people using
the nominal group technique.

Explain how it 1s important to capture their words and ideas, therefore I would like to
use a tape recorder to record the interview. Explain how the information on the tapes
will be transcribed and then the tapes erased. Inform the participants that they will
not be identified by name, pseudonyms will be used, and that any information which
might reveal who they are will also be changed. Ask their permission to tape record
interview. Tell them that the tape recorder can be turned off at any time during the
interview, if they so wish. Also let them know that I might take notes during the

interview in order to keep track of the interview as it progresses.

Ask 1f they have any questions for me. Turn on tape recorder. Test.
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Introductions
Interview Questions
Information
1. The study showed that the parents would like more information about the
FNA and transition processes. How could we do this?

Probes: Information pack/booklet, Whose responsibility for compiling and

distributing information, what information should be provided

FNA meetings
1. How can we involve all the agencies and professionals in the FNA process
and ensure that everyone has knowledge and information about the young
person’s needs and the services available?
Probes: a policy on transition, joint working, planning, sharing of
information, register, profiles of young people, transition co-ordinators

2. How can we ensure that progress 1s made between meetings?

Probes: Processes of evaluating and monitoring, transition/action plan,

transition co-ordinator

Transition

1. What measures need to be taken to ensure a smooth transition from school to

post-school provision?

Probes: length, procedures, visits, communication, passports

Post-school provision

1. How can we ensure that appropriate post-school provision is established for
young people with profound physical and intellectual disabilities?
Probes: Register of disabled people and their needs to assist planning and
provision of services, national legislation — further education a right, FNA —

a legal document, joint funding, funding attached to individual

Conclusion
1. Anything you’d like to add or anything you’d like to ask me about the study?
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Switch off tape.
Thank participants. Ask if they would be willing to take part in nominal group

discussion. Explain the NGT process.
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Appendix E Letters of invitation to take part in the individual interviews, the

focus group and nominal group discussions

Copy of letter to parents/carers, 30.04.01

Dear

My name is Anne Haddow and I am studying part-time with Strathclyde University
for a PhD degree. 1 am looking for parent/carers of young adults with profound and

multiple learning difficulties to assist me with my study.

My daughter, X, is twenty-one years of age and has profound and multiple learning
difficulties. We found that the transition period from school to post-school provision
was a traumatic and stressful time for us and fraught with many difficulties. I was

interested 1n finding out about other parent/carers’ experiences and so I decided to
study the topic for my PhD.

I would be grateful if you could spare the time to talk to me about X’s and your
experiences during the transition period from school to post-school provision. I

would be willing to interview you at your home, if that is convenient for you.

If you are interested in taking part in this research I can be contacted at the above
address or by phone on 01592 745140.

Yours sincerely

Copy of letter to the managers of the “Same as You?” project, 25.09.01

Dear

I am studying part-time with Strathclyde University for my PhD. My study is
concerned with the transition period from school to post-school provision for young
adults with profound physical and intellectual disabilities. My study aims to
investigate the experiences of these young adults and their parents/carers during the

transition stage. It also hopes to suggest ways in which the transition period can be

493



improved. Furthermore, as there seems to be little, or no provision for this group, the
study hopes to suggest criteria, generated by both parents/carers and professionals,

for appropriate, good quality adult provision for this group.

To date I have interviewed five parents/carers about the difficulties and problems

encountered by them during the transition stage. The interim findings can be

summanzed as follows:

1. Information

Parents/carers are not given enough information about the Future Needs

Assessment (FNA) and transition processes.

2. The FNA process

1) FNA meetings do not always involve all the agencies who could

contribute to the assessment process or the delivery and provision of

services.

11) The people involved in the FNA process do not always have sufficient

knowledge and/or information about the young person, their needs, or the

services available.

1) Little progress 1s made between meetings.

3. The transition period

1) Arrangements for a smooth transition from school to post-school
provision were difficult to plan and organize as either no placement was

identified, or a placement was not identified soon enough to allow a

period of transition.

11) Placements offered and accepted by the young people and their

families were later withdrawn as it was subsequently found they could not

meet the young person’s needs.

4, Post-school provision

i) Little or no provision available to meet the young people’s needs.
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ii) Where provision is available, it cannot always meet all of the young
person’s needs, especially their medical needs.
iii) Often the provision offered is of an interim kind and the young people

and their families are left uncertain of future provision and services.

I would now like to hold a focus group discussion with parents/carers and
professionals to discuss ways in which these problems might be overcome. As the
SAY stakeholders conferences identified the transition from school to post-school
provision as an issue for people with profound and multiple learning difficulties, I
thought the SAY Project might be interested in this focus group. Perhaps you could
suggest a practitioner from the social work department and the health board with
experience in the transition from school to post-school provision for young people

with profound and multiple learning difficulties who would be interested in

participating as individual members and not as representatives of either the social
work department or the health board.

I would appreciate your help and advice on this matter.

Yours sincerely

Copy of letter to arrange focus and nominal group dates, 26.11.01( a similar

letter was sent out in October, but no mutually acceptable date was found)
Dear

I have been too optimistic in thinking that we could arrange our focus group
discussion before the end of this year! Therefore I have proposed some new dates

and times for January and February.

I would be grateful if you could let me know which dates and times would suit you

by ticking the appropriate boxes overleaf.
Thank you for your help.

Wishing you a “Happy Christmas and New Year”
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Copy of letter confirming the dates of the focus group and nominal group

discussions, 11.12.01

Dear

Thank you for agreeing to take part in my focus group discussion and nominal group

technique.

From your response sheet I note that you can attend on Tuesday, 5" February 2002

between 10am and 12 noon and Tuesday, 12" February between 10am and 12noon.
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Therefore I hope to hold the focus group discussion on Tuesday, 5® February 2002

between 10am and 12 noon and the nominal group discussion on Tuesday, 12%
February between 10am and 12noon. Both discussion groups will be held at my

house and lunch will be provided.

I enclose copy of focus group schedule for your information and map showing

directions to my house.
Looking forward to meeting you then.

Best wishes for Christmas and New Year

Copy of letter to professionals reminding them of the dates for the focus group
and nominal group discussions, 12.02.02
Dear

Thank you for agreeing to take part in my focus group discussion on Tuesday, 5"
February, 2002 and my nominal group technique on Tuesday, 12" February, 2002.
Both will take place in my house between 10am and 12 noon. I hope you can stay

for lunch afterwards.

I enclosed a map showing the directions to my house, as well as a copy of the focus

group schedule, with my letter dated 11.12.01. If you have misplaced them please let

me know and I can forward you more copies.

If you find you are no longer able to attend, I would be grateful if you could ask a
colleague to come in your place.

Looking forward to seeing you on the 5® of February,

Best wishes
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Copy of letter to carers reminding them of the dates for the focus group and

nominal group discussions, 21.02.02

Dear

Thank you for agreeing to take part in my focus group discussion on Tuesday, 54
February, 2002 and my nominal group technique on Tuesday, 12* February, 2002.
Both will take place in my house between 10am and 12 noon. I hope you can stay

for lunch afterwards.

I enclosed a copy of the focus group schedule, with my letter dated 11.12.01. If you

have misplaced it please let me know and I can forward you another one.
Looking forward to seeing you on the 5™ of February,

Best wishes
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Appendix F Reflections on focus group discussion

Initially I found it easier to engage the parents and the professional from the
voluntary agency in the discussion. Perhaps this is because I knew these people and
they felt more relaxed. They also knew each other. This helped the group to form
but perhaps made the other two professionals feel like outsiders. At first Pauline
only responded when directly asked for her opinion but as the discussion progressed
she participated fully. Similarly I found it difficult to engage Angela 1n the first topic
of discussion about information giving. However, her non-verbal behaviour, for
example, nodding and agreeing with my summaries seemed to indicate that she
agreed with the speakers. I tried to involve her more actively in the discussion by
establishing eye contact, using prompts, encouraging her to speak and creating space
for her. She then took a more active part in the discussion, providing information

about learning disability teams, the transition period, action plans and person-centred

planning.
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Appendix G Nominal group discussion question

What features do you believe are required for good quality post-school provision for

young adults with profound physical and intellectual disabilities who also have
complex healthcare needs? Consider both the needs of the young people and their
family carers.
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Appendix H Reflections on nominal group discussion

I felt this technique ensured that everyone had the opportunity to express their
opinion. Nineteen detailed items were generated. There seemed to be a lot of
consensus within the group about the essential features of good, quality post-school
provision and services for young adults with profound physical and intellectual
disabilities. I had intended to give the group members four votes but they requested
five votes as they found it difficult to choose only four items. This resulted in ten

items being identified and the group decided not to take a second vote as they felt all
the items they had identified were important features.
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Appendix I Interview guide for individual interviews with professionals

Introduction

Hello my name is Anne Haddow. Thank you for agreeing to take part in my study.
As you know, I am studying part-time with Strathclyde University for my PhD. My
study 1s concerned with the transition period from school to post-school provision for
young adults with profound physical and intellectual disabilities. As part of my
study I am interviewing individually, key individuals in health, social work,

education and the voluntary sector about service development. Hence this interview

to-day.

Explain how i1t 1s important to capture their words and ideas, therefore I would like to
use a tape recorder to record the interview. Explain how the information on the tapes
will be transcribed and then the tapes erased. Inform the participants that they will
not be identified by name, pseudonyms will be used, and that any information which
might reveal who they are will also be changed. Ask their permission to tape record
interview. Tell them that the tape recorder can be turned off at any time during the
interview, if they so wish. Also let them know that I might take notes during the

interview in order to keep track of the interview as it progresses.

Ask 1f they have any questions for me. Turn on tape recorder. Test.

Introductions

Interview Questions
A) Background

1. Tell me about your job? What does it entail?

B) Policies
1. In your opinion, what kind of underlying thinking should be involved in drawing
up policies for the young people involved in my study?
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C) Services
1. What kinds of services do you think these young people need?

2. Do these services exist in Fife? What is needed to achieve them?

3. How do you monitor and evaluate services for this group?

D) Conclusion
1. Anything you’d like to add or anything you’d like to ask me about the study?

Switch off tape. Thank interviewee.
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Appendix J Reflections on individual interviews with the professionals

Interview with Jillian on 8" March 2004
This interview took place at my house. Jillian came to the interview with written
notes to the questions. She was well prepared and had obviously thought about her

responses in advance. My role was one of attentive listener and summanzer.

I know Jillhan well. She and 1 have worked together on responses to national
documents concerning people with learning disabilities. We both found the situation

strange, as we have often talked together informally about the topics raised in the

interview.

Interview with Pauline on 16™ March 2004

This interview took place at my house. Pauline was one of the professionals
involved in the focus group and nominal group discussions. Pauline and I also know

each other from attending meetings about post-school provision for young adults

with profound physical and intellectual disabilities.

During the interview I felt that Pauline was being careful to choose her words

carefully. She stresses several times that these were her opinions. I had to use

probes to help make clear her thinking,

Interview with Margo on 1* April 2004

This interview took place at Margo’s office at her request. Although Margo
switched off her phone, she was unable to disconnect her colleagues phone, with
whom she shares an office. As a result we were frequently interrupted by phone
calls and this disrupted the flow and continuity of the interview. In addition,
although I had sent Margo background material from my study and profiles of the
young people involved in my study, I had difficulty in keeping her focused on issues

concerning young people with profound physical and intellectual disabilities. She

was also reluctant to give information about post-school provision for this group as
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this was outside her job domain. She saw post-school provision for this group as the

responéibility of the social work department.

Interview with Tina on 19" May 2004

The interview took place at my house. I had not met or known of Tina previously.
She was suggested to me as a possible interviewee by a health board manager, whom
I had contacted about my study. Tina was very nervous and I found 1t difficult to
keep her focused on the questions. In hindsight, the participant should have been a
manger, however they seemed reluctant to take part. Indeed I found 1t difficult to

obtain a health professional for interview.
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Appendix K Transcription of individual and dyadic interviews

Interview with Helen
Pseudonym for interviewee: Helen (H)
Cities, places and names described in the interview have been changed in the

transcript in order to protect the identity of the interviewee.
Name of interviewer: Anne (A)

Date of interview: 05.06.01

Time: 11.00-12.17

Setting: Helen’s home

Helen is a full-time carer for her daughter Faye. The interview took place in Helen’s
home in Devenport. We were sitting in her living room with the tape recorder placed

between us on the coffee table. Helen is a close friend and I asked her if she would

be interested in doing an interview with me. She agreed.

A:Right could you tell me a little bit about yourself

and your family

H:Right, well there’s myself, my husband Gordon,
daughter Faye and son Garry. Gordon is an

accountant. We have been married for 29 years.
Faye was born 26 years ago, there was lack of
oxygen at her birth and it resulted in profound and
multiple disabilities. Garry was bom 21 years ago,
normal birth, no problems at all and he is a student
at Edmington University studying politics and
history and hopefully graduating this summer. He
now lives in Edmington so he 1s out of the house,
just comes back for visits and that is about our. . .
that’s us. My parents are dead and Gordon’s

parents are dead so there is no grandparents now.
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A: So when you said Faye had lack of oxygen at birth,

was it a full term pregnancy you had...

H: Yes 1t was.

A: ...no complications.

H: No, nothing at all and there was delay in the second
stage and that resulted in the... she was a forceps
delivery and there was lack of oxygen somewhere
along the way but I mean she wasn’t monitored or
anything then. There wasn’t really the cause, there
wasn’t any reason to do it, there didn’t seem to be
anything wrong even with the labour just till the
last minute sort of thing.

A: So they reckoned that’s...

H: They reckon that’s where...

A: She’s got cerebral palsy.

H: That’s why she’s got cerebral palsy, yes and it is
quadrniplegic cerebral palsy so it is all four limbs

and she can’t sit up, hold her head up unaided at all.

A: So do you want to tell me a bit more about Faye
then?

H: Right well as I say she suffers from quadriplegic

cerebral palsy. She also suffers from epilepsy but
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her fits are well controlled, she hasn’t had one for a
long long while. Her big problem is her asthma and
she also has chronic chest problems and gets chest
infections. She needs nebulising twice a day to
prevent her asthma attacks and also nebulising if
she gets wheezy to alleviate them and she needs
suctioning. The secretions build up and she can’t
get rid of the secretions, she can’t cough them up so
she needs suctioning to get rid of that and that is
increasing, the problems are increasing. She is also
gastrostomy fed, the tube straight into her stomach
and she got that when she was about 19. We had
that operation done and that has made a tremendous
difference to her general wellbeing whereas before
we struggled to get her to eat anything, drink
anything. She just couldn’t because of the reflexes
and everything being involved in her throat, so that
has made a big difference. She aspirates less
because she used to aspirate when she was eating
and drinking but it still hasn’t diminished the chest
problems. They have actually increased but I think

they would have been more if she hadn’t had the
tube.

A: So you said she requires suction, what kind of

suction 1s that then?

H:It’s... the tube goes into her mouth and you are
actually going down into her throat to activate the
cough reflex and she coughs. Then and the tube is
part way down her throat and whenever the

secretions, when she coughs them, you suction
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them away because it is quite an amount that builds
up and she actually... She can be OK for most of
the day but if she gets tireder towards the late
afternoon and evening, we find we have to suction
her more then because she is tired, she can’t cough

the same and the secretions butld up more then.

A: So you have to do that yourself?

H: Yes and I mean it could be... she could come 1n
from the centre, 1t could be a couple of times in the

night, it could be up to a dozen times, there is no
hard and fast pattern to it.

A: And did somebody show you how to do this?

H: Yes, yes, we went through, actually she spent an
overnight in hospital so that I would be confident.
The physiotherapist actually gave me the training
for it, she put me through it all and I carried it out
but I was in the hospital environment that if I got

stuck, 1f I was in difficulty somebody could come

and help me and that gave me the confidence then

to come back, show my husband what to do, show

the carer what to do and my son and it has worked

well from then.

A: So most of your family can all do suctioning?

H: Yes you have to.

A: It isn’t just you.
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H: If you are in the house for any length of time you

have to be able to do 1.

A: So what about, you said she used to take fits but
thankfully she hasn’t had them now. Is she on any

special medication?

H: Yes she’s on Tegretol anticonvulsant. She did, she
always took what they called myoclonic jerks when
she was a baby right through her childhood and she
was on a drug to dampen that down. It’s like wee
startled frights and she would take och, 30, 40 of
those In a day she could take but then when we
came to puberty, the onset of puberty she started
taking grand mal seizures regularly every month
and 1t was very soon we saw the pattern although
she hadn’t started menstruating it was just the onset
of puberty when she was about 13,14 that she
started taking the full blown seizures and she went
onto the medication then and she has only had them
if 1t has been illness related, maybe she has had a
very high temperature or if you know she’s been
quite poorly that way, that’s when she’s maybe had
one and it is a good few years since she has had one

now so she is well controlled.
A: So it sounds as if she needs a lot of personal care.

H: Yes she needs 24 hour care. She needs all the

personal care. As I said she can’t even sit up on her
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own, she wears a body brace, she wears a collar for

her neck and she requires everything.

Tape stopped, caller at the door.

A: Right so Faye needs a lot of personal care then.

H: Yes she does, she needs 24 hour care as I said. She

wears a body brace, neck collar, she has got no
balance, she can’t keep her head up. She is
incontinent, she wears nappies so it is constant care
that she needs, total care that she needs, 24 hours.

A: So what sort of things do you have to do during the

night?

H: She needs turning to prevent pressure sores, also

she coughs a lot during the night and her chest
again 1s the problem and the coughing can be so
bad that she will cough herself out of her position
for sleeping. She sleeps in a special, it is like a U
shaped block that her body lies, she lies sideways in
this block and she has another block to abduct her
legs and keep her hips apart so you have got to turn
her 1n those positions round on to her other side to
prevent pressure sores and you have also, she can
cough herself right out of the position and right
under the covers, so you have got to go and see to
that and if she needs suctioning during the night, if
the secretions are bad... but we do have her tipped,
her bed tipped to drain her and she is also fed
through the tube through a machine during the night
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so if there’s anything needs to be done with the
machine, which is very little with the machine but
there can be problems sometimes but you can be up

and down and up and down, 1t all depends on how

she 1s.

A: And do you have to do postural draining with her?

H:1 do postural draining first thing in the moming
when she wakens up, she needs postural draining
then and percussion as they call it 1s where you tap
her lungs just to dislodge any secretions that are
there and we do that first thing in the morning. We
give her her... [ give her her medicines through her
tube then. She is toileted then because we still
toilet, have a toilet regime and she can use the
toilet, although she does wear incontinence pads,
she is incontinent at other times and we also, after
having washed her and dressed her, I have to do
some exercises, passive exercises to her limbs
before we can get her into her chair or because she
1s so rigid after lying all night and she is quite stiff
so she needs to have all that done before we put her
in a chair and then we have to nebulise her with the
preventative drug for the asthma and then tube feed

her and then...

A: All before she is ready to go...

H: All before she is ready to go to school then she gets
her teeth brushed. All the normal things have got to
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be done as well, like brushing her hair, brushing her

teeth, getting her coat on to go out to the day centre.

A: So how long does that take you?

H: 1 get up about half past six, well quarter past six,
half past six, I get Faye up about seven and she
goes out at quarter past nine so it is from seven till
quarter past nine. You are on the go the whole

time, it’s two and a half hours getting her ready to

g0 out.

A: Do you have any help?

H: Not 1n the moming because the home carer could
come in and wash her and dress her but because of
the medication, the physiotherapy and tube feeding
and the nebulising they can’t. The home carer
wouldn’t be allowed to do those, so I would need to
be there anyway, hovering about while she did one
thing. I would be waiting till she did something else
so I find it just as easy to carry on and do
everything myself.  But I have a carer in the
evening when she comes home from day centre, she
is home about half past three and about quarter past,
half past four I have got a carer who comes in then,
paid for through the Independent Living Fund and
she, because we are employing her, she can carry
out all the things that we are showing her to do that
statutory bodies can’t do. So she’ll nebulise Faye,
she can suction her, she can tube feed her, she can

give her her physiotherapy and she baths her and
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generally fills in time with her, playing her tapes,
you know her CDs, painting her nails, doing her
hair, the kind of girlie things that she would enjoy
doing anyway, as well as incorporating in the
exercises and everything that she needs of an
evening and then she goes away about half past
seven and Faye has time with us then to watch the

television and then we start getting her ready for
bed then.

A: Can Faye communicate, how does she do that?

H: She communicates to a limited degree with, she
goes to her right for yes and her left for no and so
you are breaking down simple questions to be
answered with a yes or a no. She can indicate that
way and her facial expression 1s very, she is very
good with her facial expression, pleasure is obvious
and dislikes are obvious because she will pull a face
or... sometimes 1t can end in tears if things are too
much for her it usually ends in tears and you know
that she is definitely not happy and that is the way
that we... with the eye contact and that is the way

that we communicate.

A: Now you said she likes to paint her nails, have her
nails painted and do lots of the girlie things and

music, 1S there any other sort of hobbies and things
she likes?

H: She likes her music, she loves her music, she also

likes to visit the riding centre, we go out to the
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riding for the disabled, she loves that and has taken
to enjoy hearing about horses, although I am not a
horsy person, she enjoys hearing all about the
horses and everything, she enjoys going there. She
really enjoys going out, she enjoys going shopping,
going for a walk if it is a nice day and ending up in
Dorothy’s tea room, the kind of pleasures that we
all enjoy as well, mainly being on the go and going
out she enjoys the most and she thoroughly dislikes
having nothing to do. She gets bored and she
doesn’t like that so she always likes to have

something to do, to be on the go.

A: OK, that’s fine then, is there anything else you want
to tell me about Faye?

H: I don’t think so, she is just in the middle of all of
those, with all the medical problems she has still
got a really good sense of humour a wicked sense
of humour that we would call it and a strong
personality, her personality comes through and I
think that, you don’t want that to be lost, she is still
a person. She is not a disability, she is a person
first and foremost and the disabilities come second,
that 1s the way that we have always looked at it and
that 1s very much how the whole family sees Faye.
[ think her strong personality. Strangers very soon

get to see that as well so that overcomes quite a bit.

A: Fine then. So can you tell me about the school that

Faye went to.
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H: Yes, she went to Westfield in Edmington, 1t was a
school specialising in children with cerebral palsy
and associated conditions. They worked ah... it was
a multidisciplinary team  with  teachers,
physiotherapists, speech therapists, occupational
therapists, care assistants, social workers, the whole
gamut, everybody was there and they worked
together 1n the classroom in quite a holistic way
with the children. Their programmes were all
individually set out to bring out the best in that
child, the potential that they had. Their targets
weren’t unrealistic targets, the targets were
achievable targets for each child which gave
encouragement both to the parents and the children
when they were met and they very much
encompassed the whole family in the care of the
child as well. Their social, they had a social you
know life as well where the parents, the family
were included and they took the kids away on
holiday each year when they were in senior school
and very much a relaxed but professional way that
they worked and we were very pleased with
everything there.

A: So you felt that they met all of Faye’s needs?

H: I felt... yes.

A: They coped with her medical care as well as her

education?
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H: Yes, the nurses were there and they met with
everything, in fact they had the paediatricians, the
orthopaedic surgeons, dentists, ophthalmologists,
all the associated clinics that you would go to

- hospital for. They all went into the school and the
consultants all went into the school, they had their
clinics there, the child was never have to be taken
out and have to sit in a hospital for a length of time
for waiting times and the parents went across at the
appointed time and any problems they were all met
with there that the consultants went and it was far
better than breaking up a child’s school day and
taking them out and they worked with a diary and
the diary went between parent and... home and
school so if there was any problems at school they
could put it in the diary as well as saying you know
what kind of day they had and what they were
doing and the same from home, the diary went back
the next day saying what they had been doing at
night or if there were any problems or concerns and

1t was a very good system, the diary system.

A: So you were pleased with the school provision?

H: Yes, yes I was very pleased and the main thing that
Faye had gone to that school was their high level of
physiotherapy and their positioning of the children
because without proper positioning they couldn’t
function and I still feel that with Faye unless she is
properly positioned, she will get uncomfortable for
a start but eye contact, what she is seeing in the

world in a basic level... she would if she was ill
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sitting... it wouldn’t work and also they were able to
have eye and hand control far better when they

were properly positioned.
A: Anything else you want to tell me about school?

H: Em, I don’t think so 1t was just, you know what
they say, you never miss the water till the well runs
dry and I don’t think I even... I appreciated the
school when she went to 1t but I think I appreciated
it even more after she left and I realised just what

was the things that they did, it was just it was part
and parcel of their day and they did it so well.

A: You haven’t got any ideas for improvements from

the school, would you reckon that they met all your

needs and...

H: I would say at that time, I don’t know I can’t say
how they are now but at the time when Faye went
to school they definitely, they met all her needs.

There was nothing, there would be niggles, there

would be small things but there was nothing major
that I would have changed.

Tape stopped to allow Helen to get a glass of water.

A: So can you think about the transition period now
when Faye was, we are thinking about Faye when
she left school and what would happen to her, so if
you think about the future needs assessment

meetings, what happened at them?
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H: Right, well the big thing that sticks in my mind was
consistently no social worker turned up from
Fogart, there always seemed to be a lack of social
workers there from Fogart. The school always had
their one, there would be the nurse, the teacher, the
head teacher, I should have started with the head
teacher I dare say. Speech therapist, occupational
therapist, all the disciplines were there represented
from the school. Child psychology, education
psychologist from Fogart would be there, he usually
always turned up but rarely did a social worker turn
up. They would go through what Faye had been
doing at school, what her achievements and her
goals and everything were and the future needs
were addressed in that the school wanted to see a
continuation of the stimulation that she was already
receiving at school and the phrase that was
consistently used then was they didn’t want her
lying on a bean bag all day which I believe some
centres and the profoundly disabled were just left
lying on a bean bag watching a mobile and that
certainly wasn’t for Faye. She had to have the
stimulation, the continued education, the continued
physiotherapy, speech therapy, really a continuation
of school if it was possible but it was very very
depressing in that there was nowhere 1t seemed that
could cater for children like Faye when they left
school. She didn’t conform if you like, she didn’t
fit into the neat category of just having a physical
disability or just having a learning disability, she
had both and to cater for both they just didn’t have
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the centres to cater for them. We discussed
different centres and we would ask well would they
be able to cope with Faye and they would say no
because the adult training centres as they were
called then, the one in Deptford which was a big
centre catering for learning disabilities would not
have been able to cater for Faye’s physical needs,
provide physical needs and the physical disability
centres wouldn’t entertain a learning disability so it
was very depressing but there was always this, they
would tell you, something will turn up, something
will turn up so at 14 and 15, that might have
seemed quite a wee bit a way, you know we are
getting to 18, 19 and you would say yes something
will turn up, something. We were naive enough to
think that something would turn up but I am afraid
as the time approached nothing was turning up and
they just weren’t able to come with anywhere for
Faye. It was very very worrying that from a very
young age from 2 when she went to nursery, special
nursery, that from 2 she had a structured day and a
day that she enjoyed, a day that she was stimulated
in and a day that I knew she was being properly
taken care of, that I had time for the rest of the
family and my own needs but suddenly this might
stop, 1t was very worrying, yeh.

A:Did you go to the meetings yourself or did your
husband go with you? Or with friends...

H: I went to them myself, my husband had his work to
go to and I went thinking that there wasn’t going to
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be a problem. When we thought there was going to
be a problem looming, yes, he would come but I

usually went to them myself.

A: Did you feel intimated with all these professionals
there?

H: It could have been intimidating for somebody going
in, like you... it was like them and us, you know 1t
was just you and if it was just your husband and
yourself, but the staff at the school always made
you feel very relaxed so I never felt intimated in
that way. I have in the past gone into a meeting and
felt like that but no, the school always made you
feel that the parent was part of the team so I never
felt intimidated in that way but I could see that it
could be, you know for parents and I never, I

certainly wasn’t made to feel that way.

A: So did you feel able to take part in the discussions?

H: Yes, yes I did.

A: They allowed you, they asked your opinions?
(Helen nods). They consulted you? (Helen nods).

H: Yes although there was... I gave my opinions, it
was the same opinions that I was giving all the time
and there was never an answer really for the
questions that we were asking and also... they
acknowledged Faye’s needs but as to whether they

could do anything about it was another, was another
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thing. It came to the time that she was rapidly
approaching for her leaving school, we still hadn’t
identified a centre so we went to, there was a centre
in Edmington next to... in the school building
actually but separate from the school, called the
Everly Centre and they would have been able to
look after Faye’s needs and give her the stimulation
that she needed but the question was would Fogart
pay for Faye to go to there, to Edmington and it
was in the very early stages the Everly Centre at
that time, would they accept someone from another
area because 1t was jointly funded by Edmington
social work and Capab..well it was Scottish Council
for Spastics at that time so there were the two
problems about would she get there, however we
went to see the director of social work in Fogart and
put it to him direct, would he send Faye there,
would they fund Faye to go there. We never got an
answer. They said well let’s look at what is on
offer in Fogart, so from going from there is nothing
to somebody saying oh let’s look at what is on
offer, we were a bit encouraged, naively
encouraged and at the same time he said well put
your application into Everly Centre and see if she
will be accepted. At that point Faye was the only
applicant for Edmington but they decided, I don’t
know what their reasons were at that, well they
gave us the reasons that there was building work
going on and they would keep her application on
hold. By the time they got round to it there were
six applicants for two and a half places, two full

time places and a part time one and we were turned
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down in the end on geographical reasons that they
were taking from their area, their catchment area
and not from outwith. I later learned that Faye’s
disabilities were actually greater than the people
that they had there, especially her learning
disability so... but that wasn’t the reason, it was
geographical. In the meantime the ball was back
into Fogart’s court, they had to find somewhere for
her now because Edmington had turned us down so
a social worker was appointed to go round all the
centres and find out would they be able to take
Faye. We went to see them all and were, we were a
bit discouraged because there didn’t seem to be
anywhere really that would fit the bill and in the
end the social worker identified the Fraser Centre in
Glendinning as the best place to look after her
physical needs. They thought they would be able to
cope with her learning disability but the physical
needs were greater so that was where the priority
lay and we were told that she had got a place there.
This had... it was only word of mouth that yes it
would be a place there. The school weren’t
officially told that this was where she would go and
they kept us hanging right till a few days before she
was due to leave school. In the meantime the
school had pressed the council for a definite
confirmation that she would be going to the Fraser
Centre because they... an application had been put
to the school for an extension of her school year, of

her school life if you like.

A: So was she getting to stay on till she was 19?
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H: Yes but the school... no, it was only an extra six
months they were keeping her, she was 18 1n the
September and she was due to leave that summer,
the August/September and they wouldn’t commit
themselves to taking her for that extra six months to
Christmas unless Fogart definitely said they were
giving her a place in a day centre and the extra six
months was to allow a smooth transition and the
school wanted a smooth transition because Faye
was extremely wary of different people and
situations and she needed a long time to get used to
the difference and they wanted it to be smooth so
they insisted that Fogart came up with a place
before they would agree to take her for the extra six
months so a few days before she was due to leave
school Fogart said yes they would have her at the
Fraser Centre. So at least it gave us the summer
that we felt a bit more relaxed and she went back to
school and the process of visiting the centre and the
transition began. Meanwhile before that started we
had been to the centre, Faye had seen the centre
during the holidays and we had met the centre
manager and everything you know was fine on that
front but the assistant manager came to the school
to a meeting and prior to the meeting that day she

had spent quite a while observing Faye in the class.

A: So was this the first time they had seen Faye?

H: This was the first time, we had taken her to the

centre and she had visited the centre but this was
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the first time the assistant manager had actually
seen her or had observed her at school. So we went
into the meeting and the whole meeting was to
discuss... and I was there on my own because there
didn’t seem to be a problem, 1t was only a formality
really to discuss how they would tackle the
transition.. The social worker was there, the
assistant manager came in, there was all the usual
people who would attend Faye’s meetings from the
school and before anybody could even start the
meeting this assistant manager launched into what I
would describe as a tirade against Faye going to
the Fraser Centre. She wasn’t their normal client if
you put it, she was appalled at the degree of
learning disability that she had apart from the
physical disabilities, this learning disability really
put to her real problems. We even got the
occupations of the people who attended the Fraser
Centre, like we have bank managers, accountants,
we have all these people who were suffering from

MS, recovering from a stroke, from head injury,

from something,

A: So she was insinuating that Faye wouldn’t fit in.

H: Yes, Faye would not fit in. She didn’t even hint,
she definitely stated that she was not the type of
person for the Fraser Centre. While we all tried to
pick ourselves off the floor Faye’s teacher very
much, she managed to regain her composure and
come 1n and say this was not why this meeting had

been called, there was absolutely no question of this
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having been brought up before. It was identified
that Faye was going there and they hadn’t
envisaged any problem, why suddenly had she
come up with this problem? The whole meeting
was abandoned. By this time, I wouldn’t cry in
front of her but I did break down for the first time I
broke down when I went out. We went into the
headmistress’, head teacher’s room and I’m afraid I
broke down then. Meanwhile the social worker
from Fogart and this assistant manager had an
argument, an altercation in the street. He was
fuming, the social worker was fuming. He was
completely taken aback by it as well. When I got
home that evening I was taking... Faye had been
waiting for me in the class as they did if they had
meetings that went over the... they were amusing
her in the school and I brought her home and the
social worker phoned me whenever I got 1n and
said that he was absolutely appalled and all he
could do was apologise on behalf of Fogart but he
was certainly not apologising on behalf of this
centre assistant manager and urged us to put a
formal complaint in because he was putting one in.
He said it was absolutely appalling that she had
gone to that meeting and said what she said about
Faye. So we put the formal complaint in and it
went through the usual channels. She apologised in
the end, a written apology and said that she was
very sorry but she had been completely taken aback
by Faye which was complete lack of
communication and didn’t bode well for the future

for us but I had to put it behind us, we had to put
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that behind us and say that we have got to think on
Faye positively. Thank goodness nothing... Faye

was completely unaware of what had gone on.

A:Did she ever attend any of your future needs

assessment meetings?

H: No. I don’t think I can ever remember her being at
the future needs meeting and she certainly
thankfully wasn’t at that meeting because she had
met her beforehand and the whole purpose of her
going into the school was to see her in a classroom
setting and to see her there and thankfully she was
unaware of what had gone on and we certainly
didn’t discuss it in front of her, We were upset
enough that night. My husband was furious when
he got home to see how upset I was and we
certainly didn’t want 1t upsetting Faye because we
had to think positively, we had her future to think
on.. There was no choice, that was the only centre,
there was no luxury of a choice, well you know, I
didn’t like what went on at that centre and that
manager so we will go to another one, there was no
choice, she either went there or she stayed at home
with me and I am afraid that wasn’t an option, we
had to get things sorted out so it was a lengthy...
everything was put on hold, the transition period
was put on hold until we got things sorted out at the
centre and as it was the centre manager left to go
somewhere else and this assistant manager became
the manager of the centre but we put our differences

behind us and she did go on to be quite a fair
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manager and work it with the dealings that we had
with her after that were quite fair but it was a
terrible experience and it upset the apple cart
completely. So we had then to just... after we got it

all sorted out.

A: So how did you get 1t sorted out?

H: It went through all the channels and, I can’t actually
think back to who contacted us and what happened
but down the line the upshot was you know she
apologised and I think she was disciplined on it.
There was a disciplinary hearing, she was

disciplined about what happened.

A: And did they confirm that Faye was actually going
to get a place.

H: And 1t was confirmed that Faye was still going
there 1f we wanted it because they realised that what
had happened was very upsetting but as I say we
had no option and they assured us that nothing like
that would happen in the future and that it would
be... everything would be done positively for Faye
then and I have got to say it did go through
eventually, the transition period did go through,
they had to bend back themselves backwards to
make sure that it went through smoothly. She was
appointed a key worker from the centre and she
along with the physiotherapist that went to the...
into the centre, went to the school and visited the

school, saw Faye i1n the school setting and worked
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with her in the class. The physiotherapist even
went with her to the swimming, went with her to
the riding, just to be, not to do anything with her
but just to be a familiar face then, that they were
familiar faces and they had quite a few visits to the
school, with the key worker, and gradually got to
work with Faye, the physiotherapist went in with
Faye’s own physiotherapist at the school into the
pool and worked with her there and was there with
her with the exercises. Then Faye’s teacher went to
the centre with her and got her introduced to
everybody at the centre. They couldn’t really spare
the staff to go from Westfield from the school to the
centre so I said I would go and I stayed with Faye
for quite a few days, for the whole day, worked
with her, they saw how I worked with Faye and
they gradually did things with her and then I
gradually withdrew. I would maybe go for the
morning then go away. I would have my lunch
somewhere else in the building or go away and do
some shopping and pick her up later on and
gradually over the months running up to Christmas,
it was from about October, October/November,
over the weeks running up to Christmas she had a
day at the Fraser Centre, four days at the school,
two days at the Fraser Centre, three days‘ at the
school and they gradually did it that way so that 1t
was a very smooth transition because Faye 1is very
much a one to one person and got very very uptight
at change so i1t had all to be... because at that time
she was still being fed orally and for a stranger to

go in and feed or give Faye a drink it was virtually
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impossible, it had to be very very gradual that the
person was doing this so in the end it went quite

smoothly.

A: So how long was this transition period.

H: Well because of the... it was envisaged that it would
have been longer but because of what happened it
lasted the end of October to December, the middle
of December and then she went back to school for
her last few weeks there you know to enjoy all the
school activities and then she left that Christmas
and started after the Christmas holidays at the

Fraser Centre.

A: That would be about three months then from the

October to the December.

H: Well no, it was towards the end of October so it
was really the whole of November I would say,
maybe about a week of October, whole of

November and a few weeks in December that it

carried on.

A: But you had envisaged it would be the six months.

H: Yes uhu

A: But because of this set back.

H: Yes the best laid plans had just gone out the

window.
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A: So obviously it was quite a stressful time for you

wasn’t it?

H: It was, it was, it was very stressful, I mean the run
up to finding the place was very stressful because
knowing there was nothing, what was going to
happen to her? We had to go down the line of
thinking well could we get carers into the house to
care for her because I couldn’t have cared for her
after having had all those years at nursery and
school, for me to look after her all the time, I didn’t
feel it was good for her, she had to have the
different mix of people and we had to look at the
scenario of could we get carers into the house and
look after her in the house and take her out perhaps
if we can’t find a centre and that was our only other
option. We didn’t know how this was going to
work but 1t wasn’t a pleasant one but we had to
think down those lines and it was very stressful. I
couldn’t see a future for Faye and I couldn’t see a
future for me while this was going on and that puts
quite a lot of strain, there was my son in the family,
there was my husband, it puts a lot of strain

between a husband and wife.

A: Did 1t give you any health problems?

H: Apart from stress and being very depressed about 1t,
I managed to work through it because I think I am

quite strong in that sense you know I have got to

work it out of my own, my own system in different
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ways, everybody tackles it differently but I think 1f
I had been less strong it could have affected me

quite a lot yes.

A:Did anybody ever say to you well you have the

option of putting her into permanent residential care
at that stage.

H: No, no 1t wasn’t an option that was put to us. It was

put to us when she was a baby that that might have
been, if we didn’t choose to look after her, put her

into care but it wasn’t an option that came up at that

time, no.

A: Is there anything else you want to tell me about the

transition time?

H: I just, I just feel that I think that that still seems to

be a very very bad time, nothing has changed.
When we were going through that period somebody
actually said to me, it was a paediatrician said to me

you are pioneering for all the young ones coming

behind because Faye at that time, it was still quite...
for someone with Faye’s disabilities, it was still
quite unusual if you like for her to be being cared
for at home. There still were the Gogarburns, the
Lynebanks where you know she would have been
but we... it still was quite a thing that she was

leaving school, she had gone through school and
she had got to adulthood and now there was the

problem of what would happen now that she was

into adulthood so yes I thought, I thought nowadays
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it would be a smooth transition, the place would be
identified and that still doesn’t seem to happen that

it has got to be away down the line at 14, when she

was 14 at her future needs assessment it should

have been tackled then but I was naive and 1 dare
say everybody round about us must have been naive
at that time that we thought things would have been
sorted out, I thought things would have been sorted
out, I was very naive then and I had nobody really

to say to me, make sure that you get things sorted
out at 14 and identified, I just thought, I just naively
thought that things would have worked out.

A: So you felt most at the future needs assessment

meetings you weren’t getting any further forward.

H: To me it just secemed like another review meeting,

that was basically how it came over.

A: A review of Faye’s progress?

H: Yes, I mean we had annual reviews and to me it

went down the lines of an annual review. It was
discussed what would happen when she leaves
school but because there was nothing on offer it

was just swept under the carpet I dare say:.

A:And did you know anything about the actual
process of the future needs assessment before you

went... nobody explained it to you or anything?

H: No.
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End of side 1
Side 2

A: Anything else you want to tell me about the

transition period?

H: No I think I have covered it all, that was all, that

was enough.

A: Right, now, so would you like to tell me about

Faye’s provision now. She is at the Fraser Centre,

isn’t she, 1n Gordon?

H: Well there’s no choice whatsoever, I mean there is
no choice. Faye went to the Fraser Centre as I said.
Since Faye went there her health has actually
deteriorated. She 1s now tube fed which she wasn’t
before she went there but they have taken that on
board. That has been met adequately by the staff.
The fact that she needed nebulising, that was an
issue when she went to the Fraser Centre and that
hasn’t changed, the issue being that social work
employees can’t carry out medical procedures and
this is a medical procedure, indeed a nursing
procedure but we actually had spoken about that
and spoken to the consultant who was taking over
Faye’s care about it when she went to the Fraser
Centre and it was agreed that 1t could be met, her
needs could be met in the nebulising by the
physiotherapist who was in the centre quite a lot

and although she wasn’t there all the time, if Faye

534



becalhe wheezy, if she was there and she needed
nebulising, she could carry it out because she was a
health board employee and she was a
physiotherapist and she could nebulise her but no-
one else could. If she wasn’t there 1t was agreed
that I would be contacted and hence the reason I am
always on call. I would be contacted and I would
need to get up to the Fraser Centre. Now I am half
an hours drive away and that was providing that I
was at home, it would take me half an hour to get
up there to nebulise her. In the meantime if they
couldn’t get me or they felt that with me going up
there it was too long the only option is to take her to
the hospital, is to get an ambulance, 999 and get an
ambulance where she would be nebulised and they
would give her oxygen as well and she would be
taken to the hospital. We have managed over the
years that she has been there, Faye 1s now 26, we
have managed to get round it by the physio
nebulising her or me being on call. There has been
one emergency where she deteriorated quickly and
they had to hit 999 and get an ambulance and take
her to the hospital but all the staff have got to be
aware of how Faye’s chest problems are and how
she reacts to different environments because going
from a hot room to a cold room can spark off her
chestyness. The only other thing that they can do is

posturally drain her. They can’t suction her which

she now needs suctioned at home, they can’t
suction her because again that is a nursing policy,
eh a nursing duty so they can’t suction her there so

they have to put her on to a tipped bed and drain
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her, posturally drain her and that that gets rnd... you
know the secretions are drained that way. So her
needs are met to a certain degree but not fully and I
am on call all the time that she 1s there and if I go
out I have got the mobile on because I know if they

needed me at the centre I have got to go.

A: So that restricts the distance that you go.

H: It does, it does, if I am going any distance outwith
you know the local shopping area or visiting or that,
I have got to know that my husband is in the office
that day because he can be contacted because he is

the second person to contact.

A: Right, so would he go in?

H: He would go in and do it. But if they can’t, they
have got... they would just take her to hospital, they
would need to take her to hospital which is really a
waste of resources because it is not as if she has got
to be hospitalised when she gets there it is just that
the problem has to be dealt with but it is a life
threatening thing, it is asthma that we are talking
about so they can’t take any chances, they have got
to deal with it in an emergency way but we get
round 1t 1n a, you know, in a back door way but it is
not, it 1s not what should be, it is not the ideal way
and with Faye’s health deteriorating, this is

becoming more and more of a problem.
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A: And you said, I remember you saying to me one of
the reasons they suggested the Fraser Centre would
be because they could meet Faye’s physical needs

and now you feel that they are not able to.

H: They can meet the physical disabilities, they can
meet the needs that she has got.

A: So it’s her medical needs.

H: It’s the medical needs that they can’t meet and there
is no option, there are no other centres available
that would be able to cope with the medical needs.
It is the same at all the social work establishments,
they can’t, care staff can’t carry out these things. In
fact I think Faye’s centre 1s the only one of the
social work establishments that actually do tube
feeding and I don’t know how they have got round
it there to do the tube feeding but they have been
given training. They don’t have any, they are not
recognised as being trained, you know they are not
recompensed in any way in their salaries. It is not
as if it 1s... they are doing this training and they will
be given an enhancement in their salary through
doing that training, they have just done the training
and they carry it out. They can do rectal Diazepam
which she needs as well if she had a fit lasting any
length of time but they can’t do the other things so
it is very much a wing and a prayer if you like that
she-goes to the centre but we realise, we have, we

realise the limits and the fact that I am on call, that
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is the only way she is going to get a day centre

provision.

A: So has nobody suggested that they train the staff to

do these procedures or...

H: It has been suggested, it has been suggested but
they can’t, it is all to do with unions and training of
non- medical staff to do medical procedures, they
seemingly, they can’t take on board this training.
They are not allowed to take on board that training.

I have asked if a nurse could be, could work in

there...

A: She had a nurse at the school didn’t...

H: Yes, because there 1s bound to be other people in
the centre with medical needs, maybe not as severe
as Faye’s but I know since Faye has gone there
there have been people with quite severe disabilities
going to the centre as well and they have said no,
that 1t 1s a social work establishment. They won’t
put a health worker in, a nurse in, so they have just
got to work with the physiotherapist when she is
there to carry out Faye’s needs, so it 1s by no means
ideal. Faye did have five days when she first went
to the centre and was coping well with the five days
but about four years ago it was decided, it wasn’t
decided, it was... we had a meeting to discuss the
fact that Faye wasn’t coping well. She seemed very
lethargic, very tired, switching off, not her usual

perky self, not participating in the way that she used
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to participate with the other members, with the
activities and it was across the board that they were
finding, in all activities she was very lethargic. We
didn’t find it at home, we found she was still the
same Faye at home so we did agree to a cut to four
days to see if the break in the middle of the week
would maybe recharge her batteries and she would
go back on Thursday with, you know, with a better
outlook if you like. They kept referring to her
behaviour and this... and they still can refer to her
behaviour and this really incenses me because it is
not Faye’s behaviour, it 1s Faye, that is part and
parcel, that 1s how Faye is, it is not that she is
going out her way to do something deliberately,
well maybe she i1s, maybe she is winding them up
but I think they should be looking at it differently, it
is not behaviour as in bad behaviour. We had
numerous meetings, very heated meetings and
arguments 1f you like about this switching off and
this lethargy that they kept describing Faye as
having. Her calorie intake was increased, her
feeding was changed, her regime was changed,
anything that would... we had blood checks, so
there was nothing medically, physically wrong to
be causing this so we had to look, we asked could
they look at it that the activities might be
inappropriate for Faye, was her level or leamning
disability being taken into account and clearly it
wasn't when Faye with profound learning
disabilities was being given Scrabble you know as a
game, included in Scrabble. I may say she still gets

Scrabble to do. So were activities, were the
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attention span, were they expecting too much from
Faye so we asked for a psychological assessment
because Faye had a psychologist at school, an
educational psychologist, that was always reviewed
at school. We didn’t see that 1t was any different in
the centre, was there something that they were
missing. If they weren’t going to take it from us as
parents would they take it from a psychologist that
perhaps some of the things were inappropriate they
were doing with Faye? So through my GP, who
referred me to the leamning disability hospital, we
very quickly got a psychologist to do an assessment
of Faye. They did quite a lengthy one, they kept a
diary at the centre, we kept a diary at home, they
observed her at the centre and they had lengthy
discussions with us. They met with Faye’s carer at
home and they just went over everything that we
were doing and they went over everything that they
were doing at the centre. It was quite a detailed
report 1n the end and it highlighted everything that
we had said that she needed one to one, that the
attention, her attention span was short and they felt
that the activities, the group activities that they
were including Faye in were too long, much much
too long and that some of the activities were
inappropriate for Faye, that they were beyond her
comprehension, beyond her ability so it gave the
centre, 1t gave them a more concrete thing to work
on, it was in black and white and her timetable was
looked at and her activities changed and we settled

back into a much better pattern after that but it took

quite a bit of pushing, 1t took quite a lot of arguing
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you know along the way that they look at this and it
i1s still, they can still slip back into reading Faye a
totally inappropriate book, I mean, books that I
would probably have bother sitting through, if they
have got a reading, you know a story time, they still
slip back into different things but we on the whole
got 1s sorted out that they looked more at Faye’s
learning disability and took on board that.

A: So do you feel that their focus is really on her

physical disability rather than her learning
disability?

H: Yes, yes but since then they do, they have conceded
and they have tried to work in, into perhaps an
activity that the others are doing, they will work
with Faye, perhaps in a different way round that
activity. When it comes to music, when it comes to
any of the things that they are participating in, she
can manage fine with that. She has got to be like
any of the others, she has got to share in everybody

else’s music, you know they have times that they

take in their own CDs so it is, she has got to learn,
it is all part of the learning process as well so I
don’t have any problems there, she’s got to... you
know i1t 1s all part of that process that she can enjoy
what other people are enjoying but at the same time
if there 1s something that they feel is beyond her,
can they work round and incorporate something
that would be more suitable for Faye in it but it is

just that they have these lapses when I hear that she
has been playing Scrabble but, anyway, they can
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maybe make it a bit boisterous and she enjoys it if
somebody’s you know, not very happy or losing or
something like that, they can maybe turn it into

something more positive in that sense.

A: So the majority of the people that go to the centre,
have they mainly got physical disabilities and don’t

have severe learning disabilities.

H: Yes, yes, there may be associated learning
disabilities but much much less an extent than
Faye’s. They have, the majority of people there are
recovering from a stroke, maybe amputees,
something physical that perhaps us looking at that
person might not see it as a problem, you know
they are there for a bit of physiotherapy, the
physiotherapist’s there. The social element I think
is one of the big factors, so Faye is very much...
There are or there were a couple of people who
were very similar to Faye, one has since left but
there are one or two that have the needs of Faye
but she is still the one with the greatest learning
disability.

A: So how many people go, is 1t a big centre?

H: Oh it’s a big centre, I think it 1s upwards of, I think
there’s about 70 in all but they don’t go all in the
one day, you know they... because they have their...
They are leading normal lives outwith the centre so
they will go in to the centre for maybe a morning or

an afternoon and spend time in there and another
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day they will have their rent to pay, their shopping
to do, that’s the kind of mix in the centre. She
actually quite enjoys, the other members are very

good with her and she enjoys the other members,
the more able members so she has got... you know

it is a two way thing.
A: Sort of social interaction...

H: She is getting benefit from the mix of people that
are there but 1t i1s an uphill struggle all the time.
There have been members who have resented the
level of care that Faye needs. And you know I have
heard about that as well through the grapevine but
she won’t be aware of it, I hope but I know about it
that there have been other members that have been
there and have resented the level of care that Faye
has needed but as the centre has developed more
into catering for people with a greater disability,

those members have just got to accept that.
A: And what 1s the age range like?

H: 18 to 65.

A: Right so it is quite a range. You said when Faye
was at the school that you regarded physiotherapy
as being very important because she had to be
properly positioned to function. Do you feel that
Faye gets a high enough level of physio at the

centre.

543



H: No, no that has been a struggle as well. When she
first went it was very, the outlook was very rosy,
the physiotherapy, she had I think 1t was three
sessions of physiotherapy in the week and a session
of hydrotherapy. That gradually went down and
down. She has no hydrotherapy now at all and she
has one session of physiotherapy and it 1s not with
the physiotherapist, 1t 1s with a care assistant and 1t
is a 15 minute session on a Monday morning. I
have argued till I was blue in the face about the
amount of physiotherapy that I felt Faye needed. 1
felt she still needed a high level of physiotherapy
and this tailing down was detnimental to Faye
because we were seeing it at home, she was much
more uptight when she came home. We had to put
more input into her physiotherapy sessions and we
noticed it, we noticed it at home. The carer, the
carers that have been working with Faye at home
have noticed 1t as well. She has needed a greater
input at home with the decreasing amount that she
has had at the centre but I have got nowhere,
absolutely nowhere with the fight about
physiotherapy. I have gone to the consultants, it
was a very negative time, it was pulling me down
constantly thinking about this physiotherapy and it
was negative, it was all negative thinking that I had
about it and I had to just make the decision that we
tackled this at home through ourselves and the
carers and have a bit more positive outlook for Faye
and stop the... I had to stop the fighting all the time
to try and get more because I was getting absolutely

nowhere so the way that we tackled it was to just
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take it on board at home and keep her level of
physiotherapy at home but to say that she needs less
physiotherapy as she has got older and all she needs
now is maintenance therapy but what 1is
maintenance therapy, there are no... I have looked
into it and there are no hard and fast rules about
how much somebody needs, it is all down to the

individual.

A: What about other therapies, does she have input
from speech therapy or...

H: She has input from a speech therapist who was with
the technology centre if you like... in Faye...
looking at aids for communication but they are very
much... Now they have withdrawn in that they are
just there on a consultancy basis if you want to
consult them about the communication need that
Faye has got. They did spend quite a... they did put
in quite a bit of time trying to find different
switches for Faye, different communication aids
and they had to find Faye’s level if you like because
she was switching off there as well if it was too
much that they were trying to bombard her with she
would switch offf So she is down to a
communication aid in that it is, they call it a big
mac, it is a big switch and it is a tape recorded
message that they will put from the centre and
when she is in the centre, there is different
messages will be put on, if she is going from one
activity to another, if she wants to say something

when she gets into that activity, it 1s the carer that
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will put the message on and she will give her
message so it is very much on a fun basis if you like
that her communication is done and they have
withdrawn and as I say they’re there if you need
any further input. And occupational therapy is only
through our local occupational therapy department
if we require an aid. There 1s no ongoing
assessments or, you know 1t is not like assessed
every so often about what Faye needs, it is only if

you want somebody you have got to contact them.

A: And you said Faye loves music, 1s there any input

from a music therapist?

H: Not from a music therapist but there are, they do
have music sessions where they will take their own
CDs 1n and also they have a couple of care
assistants who are 1n a kind of ceilidh band thing,
they are quite accomplished musicians themselves
and they will take small groups and they will do
you know with tambourines and bells and have the
involvement in the music like that and she enjoys
that and they made a rain maker. She has got her
own rain maker at the centre where she can you
know do the, turn the thing upside down and it
makes the noise, you know it is actually grain, rice
that is going through and they call it a rain maker so
that they keep that there for her to be her
involvement in the music sessions. They had a
ceilidh last week, I heard them with that, so that’s,
it is not from a visiting actual music therapist, it 1s

just very much ad hoc the way that they do it.
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A:So how do you feel about the provision at the

centre. You have obviously had some reservations
and difficulties.

H: We have got reservations. On the whole Faye is
very happy. She is very happy there and that is my
main concern that she is happy. She is being
stimulated, I mean I know, I think it was over
stimulation at one point, I think that that can be a
problem as well but she is well stimulated, she is
happy. They know what to look for with her health
problems which is important although they can’t
actually meet her needs fully they are very aware of
what to look for and the actions to take so in that
field that 1s as best as I can get there. It is not ideal,
I have got to make a compromise if you like that it
1s not what I would really want but until I can get
what I really want we have just got to accept that

this 1s the only thing that is there for her.

A: And how do you feel you get on with the staff, how

do you feel... you know your relationship with

them.

H:1 did get on a lot better with them to start with. I
am afraid because we have had to be quite firm in
what we feel we want for Faye it has caused a wee
bit of, not an atmosphere but it did cause a few
problems but we are on a very good working

relationship with them. I would say the

physiotherapist is the one that has disappointed me
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the most, the breakdown there and it was all
through the hydrotherapy. She was very much
expecting Faye to work where 1 was looking for

Faye to be given exercises.

A: Passive exercises.

H: Passive exercises in the pool and she did, we did
have a breakdown there in that she wrote quite a
nasty comment in Faye’s, to me 1t was nasty
anyway, comment in Faye’s book, her diary. We
still carry on the diary system with the centre as we
did at the school. She wrote one day a very nasty
comment that if Faye did not perform and work in
the pool she would not be given the chance to go,
she would be given one more chance and then the
swimming would be stopped. Now to me that was
a very unprofessional comment for a start for a
physiotherapist to make when she could have been
doing passive exercises with Faye if she wasn’t
getting the co-operation from Faye and by co-
operation I mean if you motivate Faye really really
strongly in the pool, if you egg her on and you
know make 1t really fun she gets very excited and
her bottom wiggles a bit like a mermaid, her bottom
wiggles and she can actually move through the
water with a neck collar on she can actually move
through the water by this movement but you have
to really motivate her and she has got to be in the
mood and she has got to get excited enough to do
this action so you are not going to get it every time

so there was the breakdown with that. She
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apologised that she shouldn’t have written that but
the deed was done and it stopped Faye going
swimming. They have never reinstated it although

they said they would. They would look at Faye’s
timetable and if they could they would reinstate it.
It has never been reinstated and the fact that I keep
pressing for more physiotherapy doesn’t go down
well with her but that 1s all. We get on very well
with the staff, the rest of the staff.

A:And how do you communicate, is it through a

diary?

H: It 1s through the diary, yes, through the diary, the
same system as we had at school and if there is a
real problem they will phone me or I will phone
them so we have not... and I can go in at any time,
it 1s not, there’s no barrier in the way that she is in
the day centre and that is it, it is quite relaxed in

that sense and no, I would say on the whole that we

get on very well.

A:That’s fine. Anything else you want to tell me
about the centre?

H:1 don’t think so. I think we have covered
everything. We have had our ups and downs but

you have got to... They are professional enough to
look at... You have got to take the rough with the
smooth, and so are we. Life is like that, I mean you

have got to take the rough with the smooth, you
have got to just carry on and address all the
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problems because Faye still is a challenge and
always will be a challenge for them but no, I think
that’s all about it.

A:OK then. Now what would be your hopes and
dreams for Faye in the future?

H: Right, my hopes would be that all Faye’s needs
would be met at a day centre and that I wouldn’t be
on call. I suppose this is the hopes for me really for
my feelings, that there could be appropriate respite
for Faye because all we have been offered is a
nursing home and that 1s just not... it is not an

option.
A: So do you not get any respite.

H: We don’t, no. 1 haven’t pursued it in that the
nursing home 1s the option and I didn’t feel it was
appropriate for Faye and I haven’t pursued it any
further. And I dare say I put it to the back of my
mind but if there was a good group home and a
place in a group home for somewhere in the future
but I don’t know where in the future that would be,
it would be nice to know that Faye was settled and
you know that we wouldn’t have any worries if we
weren’t here. But for Faye my dreams for her is
that she is happy and that she is healthy and that she
is looked after with no compromises. I don’t want
compromises, I don’t want second best, I just want
the best for her so that is just... that’s my hopes and
dreams for her. I don’t think too much about the
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future, getting through day to day is a battle some
days but that is for her, happy, healthy and just well
looked after. I don’t think I could ask for any more
really.

A: So is there anything else you want to add.

H: I don’t think so I just hope that at the end of the day
this will go somewhere to smoothing out the

transition period for other people because
pioneering for all the ones coming behind was what

I was told and it hasn’t got any easier, in fact I think
it is harder. I think the transition period is harder

for parents and young people now even from when
[ went through 1t.

A: OK, thank you very much.

Tape turned off.
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Interview with Maureen

Pseudonym for interviewee: Maureen (M)
Cities, places and names described in the interview have been changed in the

transcript in order to protect the identity of the interviewee.

Name of interviewer: Anne (A)

Date of interview: 06.06.01
Time: 10.45-11.20
Setting: Anne’s house

Maureen is a full-time carer for her son, Simon. The interview took place in my
house. We were sitting in my dining room with the tape recorder placed between us
on the dining room table. Maureen is a fellow member of a parents group which
campaigned for post-school provision for young adults with “profound physical

disabilities and complex learning needs™. I asked her if she would be interested in

doing an interview with me. She agreed.

A: Right would you like to tell me about yourself and
your family?

M:Do I have to describe, like my name?

A: You can say your name if you want but when we

write 1t out, you will just be another name.

M:My name 1s Maureen and I am married to Stuart
and I have two boys, Colin is the oldest and Simon
who 1s our youngest, he 1s about 21.

A: How old 1s Colin now?

M:Colin 1s now 23 and... (laughs)

A: What does he do?
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M:He actually works for an engineering company
now, he used to be a joiner but he stopped that for a
wee while. He is thoroughly loving working with
this engineering company.

A: So do you work?

M:No, I do not work unfortunately. I used to work
part time when it fitted i1n with my youngest one

Simon but times and basically tiredness.

A: Looking after Simon you were too tired

M:Yep

A: ... and trying to fit 1t round...

M:Trying to fit round day to day life it’s impossible to

- work basically.

A: So you really need to be... .

M:A full time carer, yes.

A:Full time. OK so can you tell me more about
Simon, what kind of disability does he have?

M:Simon is profoundly disabled and he also has
learning difficulties. He needs 24 hour care, round
the clock.
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A: So do you have to do everything for him?

M:Every single thing for him, he needs to be washed,
fed, toileted, every single thing, he has no ability to

look after himself whatsoever.

A: So how would you say he communicates, can he...

He can’t speak?

M:He cannot speak, no. He communicates more by
noises and happy and unhappy phases as in
screaming if he 1s very very unhappy. Sometimes
screaming when he 1s very happy. He basically, it

is facial expressions and maybe reaching out to get

things that he communicates by.

A: So 1s he diagnosed as having cerebral palsy or brain

injured or what do they say?

M:They don’t really know. The bottom line is. They

sald cerebral palsy with a brain injury possibly at
birth but we have never had a...

A: Was it a difficult birth?

M:1It was, it was a difficult birth yes. They had to get
him out really really quick because the cord was
really strapped tightly round his neck and when
they got him out quick, they actually ripped me in
the process and had to take him away for oxygen
because there was no oxygen in the room

whatsoever and he was away for about an hour with
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nobody telling us what had happened etc. etc. so we
had to just wait and according to them he was OK
and a couple of days later he had this big lump
came up on his shoulder where they had cracked his
collar bone with getting him out quick and trying to
get the cord off his neck but they said that was just

a normal process of birth.

A: So it was lack of oxygen then that...

M:Definitely lack of oxygen, yes. That was the cut off
point.

A: So what physical abilities has he got, can he walk?

M:He can’t walk but he can weight bear just with quite
a bit of help. He can weight bear to move him
from... he has a circle like a twister board on the
floor and if he comes from the wheelchair he can

sort of pull up and stand on that and swing round

and sit on a chair. He is not too bad that way.

A: So he can sit unsupported?

M:He can sit unsupported, yes. He is quite good that

way.

A: Can he crawl?

M:No, he can’t crawl at all, he rolls, rolls about to get
from A to B but he is uncoordinated. I mean there
is not any set direction that he can roll in. If he sees

a toy at one end of the room he goes to the other
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end and he thinks he has got to it. The brain just

does not co-ordinate his movements at all.

A: So what about his hands, can he use his hands?

M:To clap his hands, he has not got any... he has not
got fine motor skills at all. I mean 1f he tries to grab
something, he grabs with the full hand
(demonstrates hand movement) but no and he can’t

keep a grip for any length of time.

A: So can you tell me the kind of things you have to do

for Simon every day in his personal care?

M:Every morning he has to be taken physically out of
his bed and washed and fed and then he has, I mean
he has his night clothes taken off him, his day
clothes put on and to be put in his wheelchair. Day

to day in the house as in not in day care?

A:Yes.

M:Then he has to be entertained, either by going out in
the car or singing songs or putting some music on
for him and it 1s a constant... to make sure that he 1s
OK. Then it comes round to lunch time, then he
has got to be fed again and it is the same process all
the way through and then he has to have nappies

changed constantly as well. Keep him entertained

in the afternoon.

A: Do you have to give him any medication?
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M:He has medication for epilepsy, I think 1t 1s
epilepsy. He has that first thing in the morning and
Jast thing at night and he also has hay fever
unfortunately. He has got to have this medication
in the morning as well. Then at tea time we have to
feed him again but all his feeding, all his food, he
actually can’t chew so he only can tongue lash so
with his food we have got to make sure that it is,
not liquidised, but mashed up to a soft consistency.
At night time he likes to relax on the floor and we
put toys and different things round about him just to
keep him happy and occupied, making sure that he
is OK and then it comes to bath time or shower
time and then we have got to put him in the bath
and wash him and dry him, put his pyjamas back on
and then it is feeding time again, supper because he
likes his food, constantly and then he will maybe
have a wee relax watching the television for a wee
while before he goes to his bed but 1t doesn’t stop at
bed time because then through the night he could
become agitated or he just wants company basically
because he doesn’t like being on his own at all and
we have got to get up through the night and we
have also got to change him, nappy change him and
then every second night before he goes to his bed
we have to give him suppositories for the toilet
because his bowels just will not... the brain does not
tell the bowels to work so this suppository is just
like a wee reminder for the brain to make the brain

work.
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A: OK, what about... Do ybu have to do any physio

exercises with him, do you do that?

M:Yes, at night times, basically at night times. It 1s
more a game than a strict physio routine and we do

that at night times, his father or myself.

A: So what about hobbies and things he likes, what is

his favourite things?

M:The most favourite things he likes 1s being out 1n
the car for a run, out for a walk, he loves being
outside, basic full time outside. He likes the dog to
run round about. We have got a dog to look after as
well. He loves the dog, just watching the dog
running round and the television. The television,
his favourite is Countdown and Blockbusters (A

laughs). Lots of videos of them.

A: What about music?

M:He has got quite a wide range and taste in music.
He is not too fussy, he is not too bad. He doesn’t

like 1t too loud, he just likes it casually.

A: OK that is fine then. So could you tell me about the

school that Simon went to?

M:Simon went to Hollywell School in Bamchester. At
that time we had sort of looked round about for all
the different schools and that was basically the

closest and the most... the one that we felt suited
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our needs basically. Just due to getting on with the
head teacher. We felt if we can get on with her we
will get things done. And he did, he had quite a
good time at the school because everything was
provided for him, education, physiotherapy,
occupational therapy, music therapy, all the
different therapies at the school and it was really
good. And he had a good time apart from the long
eight weeks holidays, it was a nightmare.

A: So what kind of things did they do with him at the
school? You said he had all these different

therapies.

M:They have different play therapies just like trying to
get him to catch balls, trying to get him to get hold
of things, leaming to use touch pads and touch
screens and he eventually learned to do all that 1n
school, 1t was really good that way. Basically
getting him to use his hands and the physiotherapy
kept on at the school every day, making him stand
and sit and stand and sit, just to keep the weight
bearing up and standing frames and things like that.

A:Did they have input from a speech therapist as
well?

M:They did, they had a speech therapist there as well
and she helped with, well tried to help with his
eating and to see if he would be able to chew

eventually but unfortunately it wasn’t to be. Just to
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keep a check on all his eating habits, trying to get a

wee bit communication with him.

A: And did the school integrate the medical services

with his care as well?
M:Yes, they had a nurse there full time.
A: Did they.
M:Full time nurse, yes.

A: And what about... Did they hold clinics at the

school?

M:They did actually, twice a year they used to hold
the clinics and the doctor and nurse and that used to
be all involved, just progress reports on him and 1f

there was any problems that we felt medically that
we could talk to them.

A: And did you feel you had good relationships with
the staff?

M:Definitely, definitely, they were excellent staff,
really good at communicating back and forward
and he had a daily diary as well that things went in
that but if there was different things, queries, you
can go... It was an open door policy basically at the
school. Obviously you couldn’t just walk right into
the classroom and disrupt what was happening

there and then because a lot of kids would be, it
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would totally disrupt what was going on in the
classroom at the time but it was an open door
policy, you could go in and... You could actually
stand outside the classroom and watch, be there five

days a week if you wanted.

A:So were you happy with the provision at the

school?

M:I was very happy. I was very happy.

A:Fine, so you felt that the school met all Simon’s

needs?

M:They did, they definitely did, yes.

A: Social and medical and...

M:Socially they were out and about as well at different
things. Plays, concerts and out in the local
community. They did this quite a bit, go out to the

local community and trying to integrate the kids so
they were really good.

A: And 1s there any way you think the school could

have improved the provision?

M:That’s a hard one. Em (long pause), I couldn’t say
that, I really couldn’t say that because I also have to
say, they had a swimming pool and swimming

teachers so there was different therapies that also
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went on, I really can’t say. Simon was quite lucky

at school.

A: So 1s there anything else you want to say about the

school provision?

M:No the school provision was good apart from at the

end.

A: What do you mean by that?

M:Where he was going to go next.

A: Uhu when it came on to the transition stage?

M:Yes.

A: Right that 1s what we are going to talk about now.
Can you think back to the future needs assessment

meetings you had at this school with Simon. What

happened at them?

M:Not a lot. His first one was when he was 15 and I
was informed 1t should have been 14 or something
but his first one was 15 and the head teacher was

there, the social worker was there.

A: Was that the child social worker...

M:The child social worker, yes, physiotherapist,
speech therapist, the usual therapists. They were

talking about provision for him and future needs
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and even at that stage of the game it was... I was
made aware that there was no provision at all for
Simon’s multiple disabilities. There was nowhere
in our local area, in the Fogart area that could meet
his needs so every time we had one of these
meetings I was quite despondent and then once
when he was 17 we had one of the meetings and we
were told that they were now heading towards
having sort of small units with people like Simon,
young adults like Simon with profound disabilities,
that there could well be this in the future but I mean

Simon was 17 and he had to leave school.

A: When he was 187

M:Yes so how long 1n the future was this to be? We
just hadn’t a clue and then they had this other wee
meeting that they were talking about, care in the
community, this was where the parents cared for
them every day with so much money to look after
them etc. etc. but that all fell by the wayside as well
and I thought well we don’t need that, we are
practically looking after them 24 hours a day, we

- don’t need to be caring for them through the day as
well and also we felt that if this did stop, the
education that he was having and the input from the
different therapies, physio, speech etc. that Simon
being Simon, quite a lazy person, that he would just
go into a shell. He wouldn’t progress, he would
actually take backward steps, he would... life really
wouldn’t be worth living for him, it really wouldn’t.
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A: And did they never suggest what was going to
happen, did they just assume that you were going to

continue caring for him at home?

M:Assumed, yeh, definitely, they told us about all the
different places that were open like St. Catherine’s

Centre as in the Ralph Gardener Centre in
Longbridge, things like that but these were just not

suitable for somebody with Simon’s disabilities.

A: And that was them, they told you that.

M:They told me that.

A: That wasn’t your opinion, that was their opinion?

M:That was their opinion, it was also my opinion
when I went down and had a look at all the places
because we had a look at every centre that was
available and every centre we were told by the

centre person, the management, that they just

wouldn’t be able to have Simon there.

A: Mhm and how did you feel when you went to these

meetings? You said you...

M:Worse and worse, very despondent. I felt like it
was coming to the end of my life as well basically.
I just felt so depressed and I thought why should I
even bother going to another meeting because what

is the outcome? Same as the last time.
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A: Did you go to the meetings on your own or did your

husband go?

M:No my husband also came with me. And he got
very angry, I have to admit he got very very angry
and told a few home truths that shouldn’t be told I
suppose (laughs). But he did he got very angry but

he was feeling for me because he is at his work
through the day and I would be left with Simon and
he felt life would be just unbearable.,

A: And when you went to these meetings did you feel
uncomfortable or intimidated by any of the

professionals or did you feel quite relaxed and...

M:No I felt quite relaxed because maybe that is just
the type of person I am fortunately, but no, I did not

feel intimidated at all because I was still able to get

my point of view.

A: So you felt able to say your piece. And did you feel

you were listened to?

M:I felt I was listened to but nothing could be done
about it, this is the unfortunate thing.

A: So you said that Simon’s first meeting was when he
was 15 and you found out later that it should have
been 14. So did nobody say to you, right these
future needs assessment meetings are coming up
and this is when they should start and this is what
should happen?
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M:The school, yes the school did but by the time they
got everybody together that they were able to get
these people who all need to be in at the meetings,

he was 15 by the time everybody could be together.

A: So it took a long time to organise...

M:1t took a long time to organise yes...

A: ... the first meeting.

M:Definitely because people were on holiday or they
were unavailable and other people didn’t want to
turn up because they didn’t know Simon which

wouldn’t have been fair either so it was just...

A:So how would you say this time affected your

family?

M:Really badly because as time went by we actually
were left with Simon at home and I was absolutely
shattered I have to admit, 24/7 [looking after Simon
twenty-four hours, seven days a week] to look after
Simon to try and be a wife and a mother to my
other son as well and my husband and I was very

tired, absolutely exhausted.

A: So what actually happened? You have now got

provision for Simon. So how did you get that?
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M:We actually had to go through a series of meetings
with the social work department and things like that
but this was not through the school, this was
through sort of like a wee pressure group. We had
to do all this, constant meetings, constantly telling

us 1t would be...

A: And who was on the pressure group?

M:Myself and Mrs Harris really basically to begin
with.  And constantly at the social work
department, to this meeting, to that meeting and
then we had the carers, some people from the
Carers National and the local carers groups, they
were also there at some of the meetings as well.
Just to be told... in actual fact we had been to
meetings like this since they were about 14 or 15 to
be quite honest, this is how long we have been sort
of campaigning for about five or six years before
anything was actually done and I mean we knew
that these young adults were coming up because we
had done, well i1t was actually Mrs Harris that had
done studies and reports from different schools to
sece how many young adults with profound needs
were going to be coming up to be in the community
when they left the school and it was quite
frightening, the numbers. We were always told
“Oh 1t 1s just one or two, it is just one or two” but

no, 1t was not just one or two.

A: So when you did these reports nothing much was

done about 1t then I gather.
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M:Not a lot, no, basically not a lot. They probably
were going on behind the scenes but they deemed
not to tell us in their wisdom, I don’t know, I don’t
know why but things would be moving. We were
always told that something would definitely be in
place but when it would be in place nobody knew
and they wouldn’t be able to tell us when so my son
was left at home basically for a whole year and it
got to the stage that I was just, I just felt I was
hitting my head off a brick wall, I was tearing my
hair out, I was absolutely screaming blue murder at
them and they weren’t listening so I had to go to the
Press. So unfortunately 1t wasn’t a very nice thing
to do for to display my troubles to the whole of the
Glendinning area but I felt it was the only thing that
I could do to pressurise, to shame, is that the right
word, to shame them into for a place and to let
everybody know that this is what was happening to
me and my son. So he was front page news of our
local newspaper with headlines ‘Nowhere to go’

which was quite appropriate because he had

nowhere to go, he was stuck at home.

A: Did you ask for an extension? You know you can

ask for an extension till they are 19 at the school,

did you ask for that?

M:Well we had thought about that basically and at the
end of the day it wasn’t going to do Simon any
good. It would have done me good because he
would have been looked after and that through the
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day but the school was at the end of what they were
able to provide and I felt quite strongly about that
and I felt quite strongly about why should they keep
providing when there is no provision for him at the
end of the day and I felt it was up to the other
agencies to come 1n and give me a wee bit of help
because we have never had any help up until that

point.

A: And when Simon was at home with you, did they

say right we can provide certain services for you to

help you at home?

M:No, no. Nothing was offered whatsoever.

Physiotherapist, yes definitely, they came in from
the community every week to make sure that I was

keeping up with what he was having to do.
A: But nothing else was offered?

M:No, not a thing, no home care nothing.

A: And then you went to the papers and then did things
begin to happen after that?

M:Well it was a wee while after that actually, maybe
about two or three months but I had got this phone
call to say that a social worker was coming out to
sece me and would I be available blah, blah, blah
and of course I would be available because I was at
home every day so they said they were having this

new service from the Aberlour Child Care Trust
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which I was a bit dubious about at first because
they had only been involved with child care, not
young adults before and they got me quite up about

starting dates and things like this and that was also
put back and back and back. Eventually Simon sort
of had one day and then next week he had two days,
just to know the people who were caring for him in

the young adults group and now he goes four and a

half days a week.

A: So is there anything else you want to tell me about
this time, this transition time? Was it a year you

had Simon at home.

M:More than a year, about a year and three months
with him.

A: So how did you feel...

M:The three months to me doesn’t feel... because we
had known then that something was going to
happen so that’s kind of.. the good bits kind of
wiped out that three months but the whole year 1t
was just.. I can only describe it as a total
nightmare. There is no way that I could cope with

Simon full time, 24 hours a day, 7 days a week.
A: And how do you think Simon felt during this time?
M:Simon felt really frustrated because he seen that I

was tired and he wanted to do a lot of things and I

wasn’t able to do these things. To get him out and
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about for a start I mean it can take sometimes more
than one person to put him in the car. I mean it
needs two people because he doesn’t have lifts and
hoists into the car. I mean he has got to weight bear
and things like that and sometimes he would do it
and sometimes he wouldn’t so if he wouldn’t do it
we would be stuck in the house, depending on the

mood he was in and he was in a mood quite a bit.

A: And did he lose some of the skills he had at the
school?

M:The weight bearing was starting to tell, definitely
the weight bearing was starting to tell and the

communication skills, his communication, he was

just sort of starting to withdraw slightly into

himself.

A: And did you have signs of him being unhappy
then?

M:Definitely, screaming every single day, it was more
frustration because he wanted to be out and about
with different people other than myself. Even if I
took him, if we managed to get him down in the
town centre and things like that, he still wasn’t
happy because he wanted to be with his friends and
he had no friends at all, he was left with nobody.

A: So 1t wasn’t a happy time for him.
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M:It was not a happy time for him and I wouldn’t
want to repeat that.

A: And how did your husband feel during this time?

M:He tumed into Mr Angry, constantly on the phone

to the social work department threatening to leave
Simon at the door of the social work department
because he felt if 1t kept on any longer I would have
to go to the hospital because I would be very
depressed and probably mentally 1mbalanced
myself and definitely threatened to leave him on

umpteen occasions at the social work department’s

door.

A: But it didn’t really have much affect?

M:Not at all.

A: And what about Colin?

M:He was very good over this period, I mean he tried
to help out as much as he could and I mean he also
was like his Dad, he was working full time and
trying to help out at night times when they tried to
take the strain and the burden off of me when they
came home from their work which is not very fair
really because if tiley have worked full time all day

in a high pressure job they don’t need this to come
back to at night.
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A: So is there anything else you want to tell me about

that time? (pauses) I think you have covered
everything,

M:To go back to my oldest son again, Colin. I mean
he was more a carer than anything else because he
used to say “Right mum, away you go out, I'll
watch him for such and such a while” and things

like that which was not fair, wasn’t fair on him at
all.

A: So he took over your role.

M:He took over my role, he did.

A: Now if we think about now, about the provision

that Simon’s got now, could you tell me about that?

M:Yes, he goes Monday to Friday to Kirkhall in
Deptford, it is Lemington Court young adults
project and I was a bit dubious at first as [ say I
really was, I didn’t know what to expect or what

they had in place but as time has went on, they have

really, really, it 1s an excellent place for him to go

to.
A: So what were your worries about 1t then?
M:Basically I was wanting an extension of the school
but more young adult appropriate, for them to be

with other young adults, more community based but

I thought the leaming and the education and the...
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the things that he had learned so far I thought they
would have maybe been wiped out. I really had a
vision of it being like the different units that we
went to see at first through that transition period
and there was not much happening at these units
when we went to see them and I had visions of
Simon just being looked after, just looked after
from Monday to Friday but by this point to be quite
honest, I wasn’t fussy, I was needing him to be
looked after Monday to Friday and I thought well if
he gets in there then we can maybe fight to see if
we could make things happen when he is there but
on saying that the provision that they do provide, I
mean they have the speech therapist comes in to see
Simon, the physiotherapist. They go out to the
physiotherapy and they go out to music therapy and
they do bits of drama in the house. They do
cooking, baking, take them to swimming, ten pin
bowling, they just do all the things that a young
adult would prefer to do, the pictures, they go away
on holiday, 1t has turned out to be a very positive

experience for Stmon, very positive and he loves it.
A: And you and your family are happy with 1t?
M:Definitely, definitely.
A: And how do you get on with the staft?
M:The staff are very honest people. They

communicate well with you. Simon has a daily

diary also that we communicate with but again we
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could pop up there any time through the day and
talk to the staff. They are very caring people and

they appreciate and they understand the needs of
young adults with profound disabilities.

A: And do they review his progress?

M:He has a review once a year and if we wanted to we
could have more which the social work department
comes in to, different people if we want to, if the
speech therapists or physios come in, the staff and
the hierarchy from the Aberlour come in also and it
is always positive, always posttive, never negative

reVIEWS.

A: So you said at first that you were a bit concermed
that they might just concentrate on his care needs

and neglect the educational and social side but you

have changed your mind.

M:Yes, I have changed my mind definitely, yes.

A: That’s fine then. Anything else you want to say

about the provision?

M:Well it was only meant to be an interim position,
this is what we were told to start with and that was
three years but now that three years 1s up and there
is another three years and the only thing that really
bothers me now is what happens after this three

years. Do we go back to square one? I don’t
know.
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A: And will they extend it for another three years do
you think?

M:We haven’t a clue, nobody has been told.

A: So you are left still with uncertainty.

M:With this transition period yes.

A: As to what 1s to happen next.

M:Interim, how long is interim?

A: And nobody has really told you...

M:No.

A: ... or committed themselves?

M:No because Aberlour the people at Aberlour can’t

say because they are paid on a yearly basis but they

have been told another three years obviously but
after that nobody knows.

A: So the future 1s sort of uncertain then?
M:The future is in the balance at this moment, yes.
A: So what would you like to see happen for Simon in

an ideal world? What would be your hopes and

dreams?
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M:In an ideal world to be similar to where he is just
now with the things happening but also to be there
full time when he is a bit older, to be in that
community, to be with these type of people who
would do the day to day caring but also care, a full

time placement for Simon.
A: So do you mean like residential?

M:Residential, if they had a residential unit like that,
that would just be absolutely ideal because 1 feel
that he is now at the age that we are now looking
for his future, his future needs as well, to move on
like any young adult would move on with their

lives, they don’t want to stay with their Mum and
Dads for the rest of their lives and I feel that he

should be entitled to the same as every other young

adult, to move on in life.

A: OK, 1s there anything else you would like to add?
M:I can’t think.

A: Covered everything yes.

M:Yes, that’s fine.

A: OK then, thanks very much.

Tape switched off.
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Interview with Catherine and Roger

Pseudonym for interviewees: Roger (R), Catherine (C)

Cities, places and names described in the interview have been
changed in the transcript in order to protect the identity of

the interviewee.

Name of interviewer: Anne (A)

Date of interview: 18.06.01and 20.06.01

Time: 10.30-11.40 and 11.00-12.10
Setting: Catherine & Roger’s home

Interviewer:; Anne

Roger and Catherine are both full-time carers for their daughter, Geri. The
interview took place in their living room. The tape recorder was placed on a
coffee table and we sat around it. Catherine and Roger have recently moved to
Fogart. They were experiencing difficulties obtaining services for their daughter
and contacted the local Carers Centre. The Carers Centre offered to put them in

touch with other parents of young adults with profound physical and intellectual

disabilities, hence my involvement with them. I told them about my study and

asked them if they would be interested in doing an interview with me. They
agreed.

A: Would you like to tell me about yourself and your
family?

R: Well 1 am Roger, my wife 1s Catherine and my
daughter who has special needs is Geri. I'm in...
I’'m 54, Catherine 1s 49 and Gen is 18. We don’t
have any other... Geri does not have any other
brothers or sisters. We have family living in Fogart
and this was one of the reasons we came back to
live here after being in Dunness for two years.

Prior to that we lived in Ladywell for 28 years.
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Geri was born in Ladywell in 1982 and she has had

her disabilities since birth,

C: She has been diagnosed with cerebral palsy so she is
profoundly handicapped. She is in a wheelchair.
She is... her abilities, well she can actually hear.
She has been registered blind, she is NG tube fed,

she is doubly incontinent. Em...

A: What is her physical abilities like. Can she walk?

C: No, Geri is in a wheelchair, she can’t walk, she

can’t sit up unaided, she can’t move her arms to
help herself. Em...

A: Does she wear any support like a brace, when you

said she has difficulty sitting up.

C: No she doesn’t actually wear a brace and she’s, she

needs help at feeding. Em...

R: She has a curvature of the spine and I am not sure
which is which. One is scoliosis and one 1s
kyphosis and she suffers from both but at present
she doesn’t require any support, body support. Her

wheelchair obviously is designed around her...

C: ...structure, body structure.

R: body...yes.
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A: So that gives her the support she needs to enable her

to sit up.

C: When she is in her chair, mhm but we have actually
never had anybody look at or suggest a body
support for her.

A: So how about her hands and her arms, you said she

was...

C: Geri used to have splints, hand splints, when we
lived in Middleburgh but we then moved to
Dunness and she was using the splints in Dunness
but then she became quite ill so over a period of
time she just used them less and less and when we
arrived in Fogart, we did look at hand splints for her
but we were told that her hands had got so tight she
couldn’t really benefit from hand splints so I think

now she 1s passed that stage.

A: So has she got any use of her hands, could she hold
anything in her hands?

C: Not really no. We actually just sometimes roll up...

R: ...the wipe.
C. ...the wipe...
A: The baby wipe.
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C: ...quite thickly and put them into her hands to just
open them up but otherwise she doesn’t... I think
she can hold possibly slightly grasp things when she
is at school if she is doing something that... a piece
of equipment to help her with music or something
but I think eventually that would fall out of her hand

so she doesn’t have the awareness to know to hold

on to it.

A: And she doesn’t have the ability to open her hand
and let something drop out of it.

C: No, she doesn’t have that.

A: So how does... does she communicate with you, she

hasn’t any speech but...

C: No verbal speech but a lot of body language so that
is really what you have to look out for. You have to
learn to read her body language and she can do a lot
of talking with her eyes. She will smile or frown 1f
she is not happy with something, she can turn her
head away from you if she doesn’t want to know
something, doesn’t want to be involved 1n
something. She also will, if 1t 1s a form of
understanding, she will push her arms down with
her fists tight (demonstrates) and she tries to push
her arms down and she closes her mouth tight and
that is to... it is like she is confirming something,
she understands something, that’s her way of
communicating. The other way of communicating

is she coughs, she can cough to communicate which
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is something that we are trying to move away from
we are trying to get her not to cough so much but
because of her health she can cough anyway so you
have to try and work out why she is coughing but

she does use coughing to communicate.

A: So how do you know then with the coughing, is

that, does she cough when she 1s pleased or is that to

show displeasure or...

C: It can be displeasure if for instance she is listening
to her music and it 1s finished and she is really
interested in listening to her music, she can cough,
that is saying ‘Could you put my music back on’. If
somebody puts pop music on and she really hates it,
it’s to cough to say ‘Please just get that music off, I

hate 1t’ and I can’t remember, what else does she

cough for.

R: Well she can cough just to aftract our attention.
Perhaps we are not in the room with her and she

wants us to be in the room with her so she might

cough to attract us.
C: Say ‘Come and get me’.

R: Em. Then there 1s obviously the cough related to
having phlegm on her chest and she is trying to
bring it up, that’s probably more obvious because

the phlegm, you can hear the phlegm, the rattle of
the phlegm so we use a suction unit to get it from

the back of her throat out. She also has in a way a
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stlent cough where she holds her breath and goes
through the motions of coughing but no sound
comes out and she can go a bit red in the face until
she draws breath again. Those episodes I think to
anyone who doesn’t know her particularly well does
tend to panic them. It used to panic us to start with
unti! we realised that she was actually going to draw

breath eventually.

A: And is that a way of showing displeasure then or

when she is not pleased about something,

C: She will actually cough, I think she has become a lot
more aware of her body and as well as using suction
to get the phlegm off her chest we actually do
postural drainage and there are a lot of times when
the suction 1sn’t enough so we actually do postural
drainage and Geri will actually cough and cough
and cough. It 1s like she is shouting at you to say
‘Look I have got something on my chest, I have got
to get 1t off’ and as soon as you put her over your
knee to do postural drainage she will get it up, she is
just telling you ‘Look, this has got to come up, it’s
here and I need to shift 1t’. Gen has only, would
have got like that since she would have had
alternative medicine, we take her for her therapy
and that has helped her become more aware of her
body and what is going on for her so she will use
that cough and it 1s very obvious now to us as

parents, when she has something stuck, that is what

she does.
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A: Now you said she is tube fed through her nose. Is
there any other medical procedures you have to do
with Ger.

C: Medical procedures, there’s suction, em...

medication, em... physio.

A: So you do the physio exercises with her.

C: Suppositories.

A: Suppositories.

R: Nebulisers, postural drainage.

A: And what about, does she take any fits. Do have to

give her rectal vallium?

C: No we don’t because... she is on an anticonvulsant
drug and as far as we are aware or concerned, her
fits are under control. The last time Geri had to
have rectal vallium, believe it or not, this is true
(smiles) was when she was in a hospital, the reason
was because she wasn’t getting her medication on
time and it built up over a few days and we went up
to see her one moming and we were told that they
had to give her this. We were very very surprised to
hear she had to have it and then we were very angry
to find out why she had to have it because you don’t
expect people to become iller in hospital and prior
to that Geri had not had to have rectal vallium since

she was possibly in intensive care when she was a
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baby so that was not a nice experience but we spoke
to the medical staff about it and they were not happy
that we had been aware of the situation.

A: So do you keep it in the house then just in case.

C: No we don’t.

A: Because you are quite confident that the drugs...

C:. We are very very confident that she doesn’t need 1t
in the house. She obviously has to have it at school,
that is a legal requirement or a medical and legal
requirement. I think if we said no she wasn’t to
have it at school she probably wouldn’t be allowed

to go to school so for that reason it is at school for
her.

A: So it is just a safety thing then.

C: Yes.

A: Can you tell me something about Geri’s hobbies and

the things that she likes doing, what activities does
she like.

R: Well Geri’s hearing is very acute so most of her
enjoyment comes from listening to music
particularly opera and classical music but it can be a
silly song that you might sing to her, a one to one

basis.
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C: Disney music.
R: Yes she likes Disney music.

C: All the soaps on the television she likes the theme

tunes. She loves listening to traffic passing when
she 1s being walked up to school and back from

school, I have noticed that about her lately.

R: Yes, I can actually get a squeal out of Gen as I
would be taking her out of our car outside the house

and traffic would pass, I can actually get a squeal.
A: Because she likes that noise.
C: (Nods)
R: Because she likes that.

C: The other thing she likes, she likes listening to
people. She likes listening to children play, she
enjoys, well there’s very few things that she actually
enjoys but she enjoys them, other things... she
enjoys things like having a bath, having her hair
washed, having her hair cut, having her hair blow
dried, having people come to the house, she loves
people to come to the house and talk to her, she
likes going out in the car, she loves school, she likes
having a separate world to Roger and 1. She likes
meeting new people and I think she likes meeting
young people because I think it is because (....),

what else does she like?
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A: Does she like swimming?
C: Well...

R: She likes swimming, yes.

C: Yes she actually likes swimming in a reasonably

heated pool.
A: Has to be warm water.

C: Yes, not cold water and she likes going on outings.
She likes when we get it, I think she likes respite
care, that’s going somewhere different and being

with young people and different people.

R: She likes the wind in her hair. She has grown
accustomed to that since we moved to Scotland.

Bumpy rides, the bumpier the ground the better.

A: So she likes sort of tactile things and things that

stimulate her senses.

R: Yeh. You can dance with Gen in her wheelchair
and she can get some pleasure from that. I think it
depends on the music that is being played but she

did seem to enjoy the hokey cokey at a St Patrick’s
night ceilidh that we took her to so...

C: And a 21* birthday party she went to, she enjoyed

after looking miserable for a while, she then enjoyed
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herself. So she can, I think she is not getting... since
we have moved to Fogart I don’t think she is getting
the opportunity to experience these things. Like at
school she would go down to the stables with the
children but she doesn’t go horse rniding because it is
a contradiction, it is horse riding for the disabled but
because she 1s disabled, i.e. in a wheelchair she
doesn’t get to sit on a horse because of restrictions
so she goes down to the stables which I think she
quite enjoys but she is limited in what she can do.

So I don’t think she 1s getting the opportunities to

have more enjoyment in life.

A: So have they not got enough helpers or is it a

question of equipment?

R: I think it is a case of a hoist they don’t have a hoist
to raise her onto a horse’s back and presumably a
special kind of seating arrangement to keep her on.
Similarly with swimming, her class goes swimming
but Geri is excluded because they don’t have
enough help and the pool presumably is not warm
enough but she does relax in a heated swimming
pool, she did have swimming at her school in
Ladywell. She used a swim aid and she actually
took part in a swimathon which was the school
helping to raise money to buy these swim aids so
the company who manufacture the swim aids lent
them to the school so that they could do their
swimathon and Geri took part 1n that in Ladywell.
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C: Which she thoroughly enjoyed to the extent that she
stayed ... her head stayed up in the water for quite a

long time because she was so relaxed she slept.

A: Did she? (laughs)

C: So she has expenienced.... I think she has when we

lived in Ladywell she experienced more activities.

A:So do you want to tell me about her school
provision then. Tell me about the school in

Ladywell, 1s that the first school Gen went to.

C: The first school Geri went to, she would five?
(looks at husband)

R: No, Geri went to Garefield school when she was 3
part time but only for a few weeks. She was going
two or three times a week and then after a month or
so the teacher said ‘I think we can happily take Geri
for a full five days.

C: He actually came round to the house to talk to us
about it because I personally was very reluctant for
her to go to school because I just had her, I would
have had her wrapped up in cotton wool and I
would have seen school as a bit thing, going out into
the big world and I didn’t think she would be able to
cope. So what was going to be her school teacher
came round to the house, drank all the tea and
coffee, all the coffee and biscuits, ate all the biscuits

but had said he would be really looking forward to
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her going and felt there was so much opportunities
for her so we agreed to have a look round the school
and I remember the day going to the school and
looking round the school, I came out of that school
and I cried all the way home because in the whole of
Geri’s life I had met people who were so positive
and optimistic and I had not experienced that since
the day she was born and I was overwhelmed and I
thought yes this 1s for her, this is for her and so Geri
actually started to go to school and she was so
stimulated that when she came in from school every
day she was absolutely exhausted and that was the

beginning, I suppose that was the beginning of her
life really.

A: So was this a special school.

C: This was a special school, this school had a
hydrotherapy pool, it had, as far as I was aware it
had everything, it had physiotherapist, it had speech
therapist, it had 1 think had dieticians that were
linked with the school, they had a herb garden,
sensory herb garden because they actually had, you
know the em, what’s that television programme,

(looks at husband) they do your garden for you...
A: I know the one you mean.

C: They actually got them to come 1n and do a herb

garden.

R: Ground Force.
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C: Ground Force, they actually got Ground Force to go
In and do a garden. They just had so much activity
at that school.

R: Sorry to cut across but I don’t think they had a
hydrotherapy pool at Garefield.

C: They did. It was actually outside.

R: No that was Mudwood.

C: Well we’ll talk about that later, I don’t want to

waste your tape.

R: I mean the fact was she did get hydrotherapy stroke

swimming at her first school.

C: Yeh.

A: Was that a voluntary run school or a state school.

C: State School

A: State school, so you felt it met all Geri’s needs.
Could it deal with her medical needs?

C: Yes they actually, they did have, the school actually
had a school nurse who, if anything happened to
Geri the school nurse would be called. If the
teacher and the classroom assistant couldn’t deal

with whatever Geri’s needs were. Saying that when
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Geri was very young she did have quite a lot of
health needs that nobody really knew what was
going on initially so it did take quite a few years to
get used to what her situation was. 1 think as
parents if you can tell somebody what they need to
worry about and what they don’t need to worry
about then I think it makes life a lot easier but they
would have a school nurse who would see to the
child and then make a decision as to whether that

child had to go to hospital or whether the parents
should be phoned, that sort of thing.

R: Of course she was eating orally at the time, mashed

diet which was normal so they were able to cope
with that.

A: Did she have chest problems that required her to be

nebulised or suctioned at that time.

C: Not suctioned but Gen1 had, when Geri was born she
passed mucoid and she inhaled 1t into her lungs so
her lungs were damaged from the day before she
was born, the day or two before she was born or the
day she was born so her lungs have been damaged
since then so she has probably always had breathing
problems. But I think it was the attitude of the
school, the school's attitude was all of these children
in this school have special needs but it is a school
and that’s how we will treat it. Ger1 was, it was just
a fantastic environment for her and i1t was fantastic

for us as parents for her to go there.
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A: And did you have good relationships with the staff?

C: I would say excellent.

R: Yes, yes.

C. I think 1t 1s because we expect that anyway and we
had a chat book that went to and fro. If ever we
were worried about anything we could phone up her
teacher, speak to the classroom assistant. We hardly
ever saw the head because we just had such a great
communication with the staff. We, you know we

did socialising in as far as when they had events that

went on at school we would turn up.

A: So they 1nvolved the parents?

R: Yes.

C: Parents very much, yes very much involved.

A: So you were pleased with that provision.

R: Yes because, although we had no experience of this
type of schooling, school for special needs, yes we
were happy with it. We had nothing to compare it

to but, no we didn’t have any problems.

C: It was the atmosphere and the respect. What came
over quite strong to me was the respect they had for
their children and they had so much, they seemed to
have so much respect for the parents. They saw the

parents, I felt, this is my feeling, they saw the
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parents different to what I had experienced from the
health profession, they saw the parents as doing a
fantastic job and needing help and support and they,
it was like they were there to be, they were there for

you as well.

R: So they might come up with some tips, maybe if her
feeding wasn’t going particularly well at home, they

would suggest... because they had a speech

therapist.

C: Yeh. Also they had, if you were concerned about
something or if you were a bit reluctant to try
something new, I found Gen’s school teacher would
for instance when Geri had to move on when she
was 11 or 12 they said well she 1s moving on to a
senior school. I was not happy with that
whatsoever, I was very reluctant for her to move on.
To me then she was going into another world where
I felt she had been quite happy at the school and I
was very unhappy about that and the same thing
happened again, the teacher came round to the
house for a chat and, you know parents have got an
awful lot of experience and knowledge and they are
quite powerful, they do know quite a lot but .
sometimes parents need to be given, put in the right
direction as well. Well personally speaking I think
sometimes I need a nudge and as Gen’s
schoolteacher said she had become complacent and
too laid back and too comfortable in her
environment and she needed a push. He was her

school teacher, she knew that if she went in there
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every day he would be there and this would happen

and that would happen so she needed to move on 1n
a stage in her life and the changeover from... the
transition from her junior school to her senior
school was fantastic, absolutely, 1t couldn’t have
been better, the communication... what was going
to be her teacher in the senior school would visit to
the junior school and spend some time with the
group of children that were going to move on so she
didn’t just go into the school and meet the children
and the staff, she also arranged that when she was
there sometimes that the parents could go in and
meet her and then, that was done over a period of
quite a few months and then there was the trip, we
were to take Geri to her new school, what was going
to be her new school one evening, the had a parents
evening and we took Geri to that. I have to say it
was a very old school, it was very busy, there was
loads and loads of students. They didn’t appear to
have very much space for things. The corridors
were busy, they were full of different things so I
was... when I went into the school initially my first
reaction was oh, I am not impressed. We waited to
be seen, for Geri to be seen and taken round and
then the staff came out to get Gen and us to go
down to the classroom where Geri would be and
then the whole thing changed completely, the
atmosphere was fantastic, the staff were great, we
were worried about Geri how she would react to
moving on and we were basically being -silly
parents. In that situation we were being sad parents

really because Geri’s attitude was right well, show
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me what you have got. So of course she was taken

into the class, she was taken into the sensory room
and she was shown everything and it was a great
evening, it was very successful and that of course,
from then on I wasn’t worried about her because I

just could see.

R: Geri was ready to go.

C: Yes.

R: After 8 years of junior school

A: She was ready to go.

C: Yes and her teacher was right and we were wrong.

She was ready to leave.

A: So how did they do that. You said that the teacher
came from the other school into Garefield and
visited and did they have a gradual transition that

she would go so many days to Garefield and so

many days to the other.

C: No, she went straight there. What she did have was
over a period of a few months the teacher and
possibly, I can’t remember now but possibly some
of the helpers, the classroom assistants possibly
went to Garefield. But because of and I think, I
have to say I think the teacher that Geri got at senior
school, Jane she had, she was young and she had a

great attitude, she had an excellent attitude. She
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was just so comfortable with herself and she was
just so comfortable with those young people and the
interesting thing is I noticed that as soon as Geri
moved she was treated as a teenager and all the
curriculum had changed totally, hadn’t 1t? (Looks at
Roger who nods 1n agreement) She had, you know
everything just changed completely and she was just
being treated as somebody, I suppose she was

actually being treated like all children that go from

junior to senior school.

A: So the activities were more age appropriate.

C: Yes exactly.

R: But weren’t we taking Ger to Garefield ourselves

and collecting her and at Mudwood she went in the

school bus with an escort?.

C: I can’t remember now because I was working so I

wouldn’t... we will have to talk about that later

because I can’t...

R: But certainly she was collected to go to her senior
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