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Abstract

Aim  This study examines the views of parents of children attending schools for the emotionally
and behaviourally disturbed (EBD).The study aims to gain an understanding of the journey through
the educational system taken by these children and to explore their families’ experience of services
along the way.

Methods  Thirty parents of 25 children attending primary and secondary EBD schools in three South
London boroughs took part in focus group discussions. Parents were asked about their experiences
of services, including educational, health and social services, as well as how they thought services
should be improved.

Results  Qualitative analysis identified a complex web of individual, professional and organizational
factors which contributed to social exclusion of children with EBD problems and their families. These
factors included children receiving inadequate education because of long periods of exclusion or
inappropriate placements whilst waiting for a statement of special educational needs. Parents also
felt personally socially excluded because of lack of childcare provision out of school hours. Many
parents felt that their children did not fit into services and were constantly being passed on to other
professionals. The analysis identified aspects of services that promote social inclusion and provide
support to families, including acceptance of children into EBD schools, help from voluntary
organizations and support from other parents with children with EBD problems. Parents particularly
stressed the value of working in collaboration with professionals to achieve shared goals.
Conclusion  EBD schools provide a valuable resource for parents. However parents often lack
emotional and practical support in coping with their children’s complex needs. Agencies need to
improve communication and joint working to provide effective services for these families.

. tional needs because of emotional and behav-
Introduction , ,

ioural problems. The Department of Education
Schools for the emotionally and behaviourally (1994) stated that children with EBD have prob-
disturbed (EBD) are a local education authority lems which are ‘clearer and greater than sporadic

(LEA) provision for children with special educa- naughtiness or moodiness and yet not so great as
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to be classed as mental illness. EBD may show
through withdrawn, depressive, aggressive or self-
injurious tendencies. There may be one or many
causes. Family environments or physical or sen-
sory impairments may be associated ... There is
no absolute definition. Place et al. (2000) found
pupils in EBD schools had a range of disorders
including attention deficit disorder, conduct dis-
order, oppositional defiant disorder, depression
and anxiety whilst three quarters had a reading
age of 2 years or more below their chronological
age

LEAs have a statutory duty to identify and assess
any child who has a special educational need. If,
following an assessment, it is decided that special
educational provision is necessary, the authority
makes a statement of special educational needs for
the child. This statement sets out the educational
provision such as attendance at special school,
which must be provided by the LEA. A child can
only be placed in an EBD school once a statement
has been completed, however, most children who
have a statement of special educational need
because of emotional and behavioural problems
attend mainstream schools. There are 264 EBD
schools in England with an average of 44 pupils
aged 0—19 years, providing a total of approximately
11616 places for children with EBD problems
(Ofsted 2001). Thus only a tiny fraction of the 10%
of children and adolescents with an impairing
mental health disorder in the UK (Meltzer et al.
1999) are educated within an EBD school.

Children from EBD schools are a group at high
risk of developing a wide range of different prob-
lems in the spheres of mental health, academic
attainment and pyschosocial functioning. They
consequently have needs from a wide range of dif-
ferent services including education, mental health
and social services. Lack of successful intervention
is likely to lead to long-term psychosocial and eco-
nomic adversity, psychiatric morbidity and high
financial cost to society (Cooper 2001).

It is becoming increasingly acknowledged that
patient views should be taken more seriously in
planning services (Ruggeri 1994; Atkin et al. 1998;
Perkins 2001; Sayce 2001). Meeting the complex
needs of this vulnerable group is a major challenge
for service planners and providers. This study

explores service provision from a parental perspec-
tive on the premise that families will be most aware
of the barriers they face in getting services for their
children and that parents can make a vital contri-
bution to finding practical solutions. Furthermore,
user participation in decision-making is likely to
lead to increased satisfaction (Nelson et al. 1992).

Focus groups were used as a means of generating
baseline information on parents’ views about ser-
vices. In this largely unexplored area of research,
this methodology is most suited to tapping into
beliefs held by families. It is hoped that this study
can be used to inform future research of a more
quantitative nature.

The research should be of interest to agencies
involved in planning and providing services for
children with special educational needs because of
emotional and behavioural problems. These agen-
cies include LEAs, health services [including child
and adolescent mental health services (CAMHS)
and community child health services], social ser-
vices and voluntary organizations. Together these
groups face the challenge of integrating services,
through effective multiagency working, to enable
families to access a range of services to meet the
complex needs of these children. This study is also
relevant to those interested in the needs of young
people with complex mental health, educational
and social needs.

Methods

The study took place in three London boroughs:
Lambeth, Lewisham and Southwark. Within these
boroughs there are five EBD schools and one
school for children with mixed needs which have
a total of 325 pupils (The Education Authorities
Directory and Annual 2002). This population has
high deprivation scores on the Townsend and
Jarmen scales, ranking third out of 99 health
authorities (CHI 2002).

The focus groups were part of a larger study
assessing psychopathology in children attending
the five EBD schools. This larger study consisted of
a survey of all pupils in the schools using teacher,
parent and child versions of the Strengths and Dif-
ficulties Questionnaire (Goodman et al. 2000) and
in-depth interviews on a randomly selected sub-
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Table 1. Location and composition of focus groups

School A B C D E Total

No. of parents 12 7 3 5% 4 30
No. of childrent 10 5 3 4 3 25

*Includes one grandmother with parental responsibility and
one stepfather.

tChildren not present in focus group.Table shows number of
children referred to by parents.

group of 40 participants, using the Child and Ado-
lescent Psychiatric Assessment (CAPA) (Angold &
Costello 2000).

This component of the study involves a qualita-
tive analysis of focus group discussions with par-
ents. The sample was drawn from two primary
EBD schools, two secondary EBD schools and one
school catering for youngsters 6—16 years old with
mixed needs including those with EBD problems.
One EBD school out of the six schools approached,
declined to take part in the study. All parents from
the five participating schools were invited to attend
by letter from the head teacher. All those who
attended received a £5 gift token. Thirty parents
participated and three of these had also taken part
in the individual interviews used in a different part
of the study. One focus group took place at each of
the five participating schools. See Table 1 for fur-
ther details.

Focus groups

The framework for the focus groups is shown in
Appendix 1. All participants completed a consent
form before taking part. Each focus group lasted
1h and was facilitated by T.C. and one other
research team member. T.C. took the lead in asking
questions, clarifying statements, encouraging par-
ticipants to expand their answers and facilitating
participation of all group members. The focus
groups transcribed

were tape-recorded and

verbatim.

Analysis

Analysis of the five transcripts took the form of
content analysis of the data (Riley 1990; Pope
etal. 1999). Coding categories were based on the
framework of questions asked in each focus
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group, including good experiences, bad experi-
ences/barriers and improvements for each of the
services mentioned. Each text unit was assigned
to the appropriate category using a grid format.
All text units were assigned to the most appropri-
ate category except those units that had no rele-
vance to the themes. After T.C. completed this
process with one transcript, E.S. analysed the
transcript and verified the categories used and the
assignment of data units to each category. Minor
adjustments were made to the allocation of data
units following this process. The process was then
completed on the remaining four transcripts by
T.C. Following further review, the initial catego-
ries were refined into subcategories to incorpo-
rate issues and themes identified both within and
across categories.

Results

Characteristics of participants

Twenty-one mothers, seven fathers, one grand-
mother with parental responsibility, and one step-
father took part in the focus groups. In five cases,
both parents of one child attended the focus group.
The children of the participants had an age range
of 6-17. Seven of the participants were black, two
were Asian, and 21 were white.

A number of themes were identified, which are
described below.

Impact on parents

Stigmatization and isolation

Parents felt isolated and marginalized by their chil-
dren’s problems. They repeatedly referred to the
stigmatization associated with children with EBD
problems, which they saw as greater for them than
parents with physically disabled children.

They just see you as an outcast.

Having J. is like having a big stigma, like a
big wart. I love him dearly, as you said every
child should be treated as the person within,
not what they are on the outside. In a sense
that they are the second class citizens. That
is how I felt to these people.
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Feelings of blame

Participants often talked about feeling blamed.
They felt that others, including professionals,
thought it was their bad qualities as parents that
had led to their child’s problem.

They put it down to, ‘The parents aren’t
strict enough, the parents don’t do this’.

The battle with services

A recurrent theme was the need to minimize mar-
ginalization through ‘fighting’ services. Parents
used combative metaphors and descriptions to
describe their attempts to gain services for their
children.

I fought for two years to get him statemented.

Support for parents

Many parents talked of needing support for them-
selves. They highlighted the personal stress
involved in looking after their children. A number
of ways support had been or could be given were
identified, including providing parent groups,
individual counselling for children or having regu-
lar telephone calls with teachers to discuss their
children’s progress.

More support to parents. They should
understand what the parents go through.

The value of the shared experience

Participants felt that they particularly valued the
experience of sharing their problems and getting
advice from other parents of children with similar
problems.

It's good for parents to come together.
And the way you try and cope with your
problem may be a different way to how I
try to cope with my problem. So, I can sit
down and listen to you when you say why
don’t you try this way.

Relief was expressed in response to hearing
about other parents’ experiences and in particu-
lar their difficulties in obtaining services. Some

parents had believed their difficulties resulted
from personal inadequacies and were enor-
mously relieved to hear about similar experi-
ences from other group members. At the end of
one focus group the participants asked the head
teacher if they could use a room in the school
to hold a regular informal support group for
parents.

Experiences with professionals

The therapeutic alliance

An important theme was the reciprocity involved
in effective communication with professionals.
Parents valued an interactive relationship with pro-
fessionals, which included elements of equality,
valuing the parent’s ideas and gaining a shared per-
spective.

(The psychologist was) . . . always asking me
what I feel would be best...Sometimes
slipping in a bit of advice there, now and
again, but listening and when I came out of
there I just felt like . . . . something lifting off
my shoulders... because I felt better in
myself...each time I felt better about

myself, my son started to feel happier.

Conversely many parents described the problem
of professionals having their own agenda which was
at odds with parents’ expectations. One mother
described her experiences of a parenting group:

We expected to come and share the views, talk
between ourselves and then get on the phone
and be able to say I've had a bad day today
and how can we deal with it? But we didn’t
have no help like that. It was just two people
coming in, they have been showing videos and
talking about things that weren’t really benefi-
cial to us.

Acknowledgement and reassurance

A number of parents described their relief when
professionals acknowledged that there was a prob-
lem with their children. However, some were dis-
trustful of reassurance which was perceived to have
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an ulterior motive. For instance, being told that
their child would ‘grow out of it’ or that their prob-
lems were normal was often seen as a brush-off by
professionals to save time or because they could
not be bothered to help.

The child psychologist that we was under
kept saying, “Things will get better” But it
doesn’t.

Reassurance was experienced as useful only
when it came from a credible source such as a
professional with whom the parent had a good
relationship or another parent with a child with

similar problems.

Negative aspects of experience with professionals

There were a variety of ways in which parents

found professionals unhelpful. These have been

grouped into the following six categories.

1 Authoritarian professionals Parents were dissat-
isfied with professionals whom they felt were
belittling and judgemental.

It was almost like a power seating arrange-
ment with a psychiatrist chap sitting with a
window, natural light behind him and there
was this darkened shadow and there’s me
and H (parent’s son) at this end and they
were just watching you. They didn’t exercise
any control and you think well, what do I do,
is this what they want to happen? Do they
want to see the child loose or do they . .. and
you feel that youre being judged for not
involving yourself and exercising some con-
trol but you just don’t know who’s running
the show. You're left absolutely bewildered.

2 Passing the buck Many participants talked
about their frustration about being passed
on from one service to another. Profession-
als repeatedly told them that their children
were not appropriate for their service. This
experience of not fitting in and not being
provided for often exacerbated parents’ feel-
ings of social exclusion.

*Classroom assistant for children with special educational needs.
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You go and sit in the doctor’s and it’s all,
‘Well, you know we’ll pass you on to some-
one else, They pass you on, they pass you on.
Pass the buck.

Interestingly, some parents talked about the

value of voluntary services advising them to
attend another service. This was seen as positive
and helpful rather than ‘passing the buck’
The empty promise A few participants spoke
about the exasperation they felt about being
promised services that were then not deliv-
ered. Parents expressed anger towards the
individuals who had misled them about ser-
vice availability.

They give you all this, Tm going to do this
and we’ll do that), but they don’t.

One parent stated that a professional told him

which services he should have but explained they
did not have the resources. Whilst this appeared
disappointing, he felt that at least the profes-
sional was being clear.
Denigrating other professionals Professionals’
disagreement about diagnosis, treatment and
placements was viewed as a problem particularly
when this involved undermining another disci-
pline or agency.

One chap came in and spoke of (hospital)
saying, T don’t think you want to go there,
they don’t talk our language do they?” and he
was actually slagging (hospital) off and say-
ing, ‘You come to our own special behav-
ioural centre....and I thought, right, that’s
obviously turned the child further against
the good advice (hospital) were giving, and
they never, ever delivered on this clinic.

Lack of training Lack of experience and training

in emotional and behavioural problems
amongst staff was seen as a particular problem
for mainstream teachers, but also for teachers in
EBD schools, child minders and those running

play schemes.

And there wasn’t even a proper special needs
helper* it was just like myself, I'd go in and
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give a few hours, and that made me more
angry because they promised to get a proper
person in and they did not.

6 Lack of continuity of staff Frequent changes in
staff was viewed as a problem across all services
but caused particular concerns relative to health
services. A parent described the consequences of
their doctor leaving following which the parent
had to adjust medication without medical advice
over an extended period.

Experiences of organizations

Communication between services

Participants pointed out the problems in commu-
nication between services and stressed the need for
better communication and sharing of information

between services.

(The problem) was a lack of communication
between the education department and the
social services. No one knows what the other
one was saying. So whatever letter was sent
was just left in a tray.

A few parents specifically advocated bringing
services to one site in order to improve communi-
cation. Interestingly none of the parents men-
tioned confidentiality as a concern when services

shared information.

Attitudes to specific services

1 Education

EBD schools Parents generally felt that attend-
ing an EBD school had helped their child. Many
described the positive effects of this environ-
ment on their child’s behaviour, and develop-
ment. They felt that EBD schools were less
inclined to exclude children, had smaller classes
and higher teacher—pupil ratios. They perceived
that EBD schools had a greater understanding
and tolerance for EBD problems. A number of
parents commented on the extra support EBD
schools gave to parents compared with main-
stream schools. Interestingly most described
feeling less stigmatized than when their child

attended a mainstream provision.

They got time and one kid is not different
from the other. They are all the same and
treated the same. In the mainstream school,
they just push you aside like you are nothing,
whereas here they have the patience.

Mainstream schools The issue of lack of alter-
native educational provision following perma-
nent exclusion was discussed with considerable
concern. A parent whose child was out of school
for nearly 2 years explained that her attempts to
get her child back into school were unsuccessful
until she involved the legal system. A further
problem was repeated suspensions leading to
children missing significant portions of educa-
tion. Some parents felt angry that their children
had been segregated within mainstream school,
for instance, through being placed away from the
rest of the class. A common theme was parents’
frustration with the long, bureaucratic state-
menting process. Some parents reported waiting
up to 5years to obtain a statement of special
educational needs.

And I don’t agree that it should actually take
that long to get statemented (statement of
special  educational  needs)...youre
roughly talking five years before he’s been
put into a school where he can actually

develop.

2 Social services Parents spoke about their frustra-
tion with the lack of support they received from
social services. There was a perception that social
services would only provide help to parents who
did not want assistance.

If I was hitting him or something then social
services would come round straight away.
But because I wanted help there and then no
one just wanted to know.

3 Health services Parents complained of long
waiting lists to receive help. This was par-
ticularly a problem for child and adolescent psy-
chiatry services.

Half the time you're left just sitting on the
shelf waiting for them to do something. You
could be sitting there for months and
months waiting to hear something and then
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all of a sudden it’s, ‘Oh sorry, it’s been put
back because we have a backlog’

Lack of speech and language therapy for chil-
dren was repeatedly mentioned as a concern.
Childcare after-school/holiday
clubs Many parents talked about the problems

services  and
they had experienced in trying to get their chil-
dren accepted by out-of-school activities groups.
This prevented their children from enjoying the
benefits of such clubs and prevented parents
from having time for themselves.

Lack of childcare facilities for children with
EBD problems prevented a number of mothers
from working. Many parents felt that there
should be child minders trained specifically in
EBD problems. Difficulty in accessing childcare
and out of school groups contributed to parents’
feelings of social exclusion and marginalization.

There’s no clubs or anybody you can go to
for help because no one seems to be both-
ered. It’s a behavioural problem, they just
sort of like push it to the side, ‘There’s
nothing we can do. Sort of thing. So we
don’t really get any help.

They (Local Authority) gave me a list but
none of them have expertise with special
needs children or they don’t really want to. I
feel that (they) should do something about
it, either training people up or make up a
database. Or you start to think, ‘What is the
point of working?

Voluntary organizations There was considerable
enthusiasm expressed for voluntary agencies.
Parents commented on the value of individual
counselling for children offered by voluntary
groups. A few parents also explained that their
children were engaged with a voluntary service
although they had refused to be seen in CAMHS.
Other parents talked about the valuable support
they had personally received from voluntary
organizations either in parent groups or individ-
ually.

(The voluntary group had a)‘Big Brother’
system in which they train people up and
then they appoint them to certain children.
So P. was lucky enough to get a big brother
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called Mike who saw him once or twice a
week. That has been quite a good, positive
experience that P. has had him to look up to.
Although he has big sisters, it is completely
different because he is out of family. So that
has helped a lot.

There was only one negative comment made
about voluntary organizations during the focus
groups.

Discussion

Whilst this study provides valuable insights into
the experiences of parents of children attending
EBD schools there are some important limitations.
The sample is small and self-selected. Groups took
place within schools and it is likely that parents
who had a more positive relationship with the
school were over-represented. Some parents may
have been reluctant to share their experiences in a
group setting because of concerns about confiden-
tiality. The study took place at a point when chil-
dren had been placed in EBD schools; their views
might have been different at an earlier time. This
research has not addressed the views of the pupils
themselves or the professionals.

In common with other studies dealing with mar-
ginalized, excluded groups, this study has used a
rather small sample, which may not be entirely
representative of the study population. It is there-
fore important that the results are interpreted with
caution. Whilst some parents views have been
examined, this study does not reveal the prevalence
of these views. Furthermore, parents who were not
included in this sample may have expressed differ-
ent or indeed contradictory views.

Support from other parents

Parents experienced stigmatization and isolation
because of their child’s EBD problems. The stigma-
tization of mental health problems is well recog-
nized (Penn & Martin 1998; Gray 2002). However,
there is less research about the experiences of par-
ents of children with difficulties. This study sug-
gests that parents felt alone and unsupported
concerning their child’s problems but were often
reluctant to share their concerns because of fears of
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being stigmatized and blamed. It is perhaps not
surprising that parents talked so enthusiastically
about gaining support from other parents of chil-
dren with EBD problems. The unique position of
other parents to give emotional support has also
been reported in children with disabilities (Kerr &
Mclntosh 2000) and chronic illness (Pelletier et al.
1994; Sloper 1996). Peer support from other par-
ents is also effectively utilized in parenting treat-
ment programmes such as the Webster Stratton
parenting groups (Scott et al. 2001).

The therapeutic alliance

This study reveals parents’ feelings of powerless-
ness in the face of bureaucratic organizations and
authoritarian professionals. Similar findings are
reported in a study of parents’ views of health
service provision (Lynch & Kruzich 1986; McKay
& Hensey 1990). Parents valued reciprocal rela-
tionships between themselves and professionals.
They highlighted the importance of having a
shared understanding of problems and common
goals. This therapeutic alliance is well described
in the literature (Bjorkman et al. 1995; Marinker
1997).

In common with the work by O’Hagan et al.
(1984), families found voluntary organizations
very helpful and approachable. This perhaps
reflects parents’ willingness to engage with groups
that are less likely to be percieved as authoritarian
and more likely to work in collaboration with par-
ents. It may also be that parents have themselves
elected to approach voluntary organizations, whilst
they may have been required to work with a statu-
tory organization. This could influence their atti-
tude towards involvement.

Concerns regarding education

Parents were concerned with the long delays in
their children receiving statements of special edu-
cational needs. This process should be completed
within 6 months of the LEA receiving a request
from parents, except in exceptional circumstances
(Callias 2001). Under the Special Educational Needs
and Disabilities Act, 2001 (HMSO 2001), LEAs have
a legal responsibility to arrange the special educa-

tional provision set out in the statement. If this
provision is not given, parents can appeal to the
Special Educational Needs Tribunal. A further con-
cern was the perception of delays in finding alter-
native educational provision following permanent
exclusion from school. Lack of speech and lan-
guage therapy provision was a significant resource

issue.

Childcare facilities

Parents experienced social exclusion because of
lack of childcare facilities including child minders
and out-of-school clubs for their children. This
often prevented parents from working as they were
unable to find services prepared to look after their
children out-of-school hours. Lack of childcare
facilities has also been a problem for families of
children with severe physical disability (Sloper &
Turner 1992) and suggests a widespread need for
childcare provision with specific training and facil-
ities for children with special needs.

Communication between professionals

Parents expressed concern about the lack of com-

munication between services. They wanted
improved communication and sharing of infor-
mation between professionals. Numerous studies
suggest the advantages of improved communica-
tion across services (Leaf etal. 1996). Some
authors also advocate the introduction of a co-
ordinator, or link worker, for children with spe-
cial needs, working in partnership with parents
and professionals from all involved agencies (Stal-
lard & Lenton 1992; Wishart et al. 1993). This is
an attractive model for children with EBD prob-
lems and merits future research.

Parents complained about professionals who
denigrated other professionals. It is important
that services not only share information but also
respect and understand roles and responsibilities
of different
suprisingly, confidentiality was not raised as a

professional groups. Somewhat
concern amongst these parents. However, it is
possible that parents with these concerns were
unwilling to take part in focus groups held within

the school.
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Implications

Whilst some of the findings from this research are
unique to children in EBD schools, many of the
difficulties described are likely to overlap with fam-
ilies of other groups of children with complex men-
tal health, educational and social problems. In
particular, service providers should be aware of the
need to support parents and communicate effec-
tively across agencies.

Current government policy is focused on the
inclusion of children with special educational
needs within mainstream schools (Department for
Education and Skills 2001). This study, in common
with the work by Cooper (2001), suggests that, for
some parents, EBD schools provide a valued alter-
native to mainstream education, promoting social
inclusion for pupils and parents. Parents’ prefer-
ence for special schools over mainstream education
has also been reported for children with learning
difficulties (Male 1998). Future research should
investigate the experiences of children with emo-
tional and behavioural problems educated within

mainstream schools.
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