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Abstract
Purpose: The social model of disability considers participation to be determined by the social, attitudinal and physical
environments experienced by an individual. This study aims to ascertain from families of children with cerebral palsy the
features of such environments which facilitate or restrict participation.
Method: Thirteen in-depth interviews using a topic guide were conducted with the parents of children with cerebral palsy.
Interviews were tape-recorded, transcribed and analysed with NVivo software.
Results: The main themes emerging from the interviews were the importance of mobility, transport, support by and to parents
and attitudes of individuals and institutions towards children. Most parents did not raise the policies and legislation
determining participation barriers, although these are also likely to be influential.
Conclusions: This study confirms the importance of the environment for the participation of children with cerebral palsy.
Statutory agencies need to attend the attitudes and policies in their organization in order to plan the inclusive environments
which parents report will facilitate their child’s participation. This study also contributes to the development of a tool to
quantify the environment to allow the development of models to determine the environments which maximize children’s
participation.
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Propósito: El modelo social de discapacidad considera que la participación esta determinada por los medios ambientes social,
de actitud y fı́sico, experimentados por un individuo. Este estudio tiene como objetivo determinar a partir de las familias
de los niños con parálisis cerebral, las caracterı́sticas de tales medios ambientes que facilitan o restringen la participación.
Método: Se condujeron trece entrevistas en forma profunda usando una guı́a de tópicos con los padres de los niños con
parálisis cerebral. Las entrevistas fueron grabadas, transcritas y analizadas con software NVivo.
Resultados: Los temas principales que emergieron a partir de las entrevistas fueron la importancia de la movilidad,
el transporte, el apoyo por los padres y para los padres, y las actitudes de los individuos e instituciones hacia los niños.
La mayorı́a de los padres no promovieron las polı́ticas y legislaciones que determinaban las barreras de participación, aunque
estas pueden tener una influencia.
Conclusiones: Este estudio confirma la importancia del medio ambiente para la participación de los niños con parálisis
cerebral. Las agencias que establecen estatutos necesitan prestar atención a las actitudes y polı́ticas en su organización, con
la finalidad de planear medios ambientes que incluyan a aquellos que los padres han reportado que facilitan la participación
de sus niños. Este estudio también contribuye al desarrollo de una herramienta que cuantifica al medio ambiente,
permitiendo esto el desarrollo de modelos que determinan los medios ambientes que maximizan la participación de los
niños.

Introduction

The social model of disability considers disability to

result from the interaction between individuals and

their environments rather than as something within

the individual and that participation is determined

by the social, attitudinal and physical environments

around an individual. The model was developed in

the UK [1,2] and a seminal book in 1990 [3] set out

its essential features.
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The International Classification of Functioning,

Disability and Health (ICF) [4], defines participation

as involvement in life situations and environmental

factors as the social, attitudinal and physical environ-

ments in which people live. When these factors have

a positive influence on an individual’s participation

they are called facilitators and, when a negative

influence, barriers. By incorporating such a classifi-

cation of environmental factors, the ICF takes strong

account of the social model.

Much previous research has used a medical model

of disability in which the important influences on

participation are presumed to be impairments rather

than environmental factors [5]. Some papers con-

cerning childhood disability have described environ-

mental influences in single settings such as schools

[6–8] or home [9]. However, Palisano et al. [10]

showed how important it is to consider different

settings as levels of participation can vary widely

between home, school and the wider environment.

Hutchinson and Gordon [11] undertook structured

interviews with 100 children, 10% of whom had

cerebral palsy. Barriers to participation included

uneven surfaces in the physical environment,

increased dependence on adult supervision within

the social environment and bullying in the attitudinal

environment. They also mentioned the importance

of institutional attitudes such as the absence of sign

language facilities. Law et al. [12] identified social

and institutional barriers as the most significant

environmental barriers in their focus groups and

interviews of families with disabled children.

Recent work in northeast England has shown that

the degree of participation of children with cerebral

palsy varies with district of residence [13]. The associ-

ation with district remains when important case-mix

variables such as impairments are taken into account.

The implication is that such differences in participa-

tion are related to local environmental factors. This

confirms the social model of disability [11]—that the

environment must change or be changed to enable

participation, not the person. This environment must

be described and measured if the full significance of

the social model is to be realized. The present study

aims to identify these environmental factors, eliciting

their nature and importance for children with cerebral

palsy and their families; and in so doing contribute to

the development of an environmental assessment

tool for measuring the suitability of environments

for participation.

Methods

In-depth interviews were undertaken to explore the

views and experiences of families of children with

cerebral palsy. Families of children with cerebral

palsy aged 4–17 years were identified from the North

of England Collaborative Cerebral Palsy Survey [14].

The sampling strategy aimed to capture the range

of parental experience rather than yield a statistically

representative sample. Children were, therefore,

purposively selected to represent diversity in terms

of types and severity of cerebral palsy, living in

urban, sub-urban or rural area. The families were

invited to enter the study using a standard letter,

information sheet and consent form. Of the families

invited to take part, 28 responded and 26 of these

expressed an interest in being interviewed. Of these,

the first 13 families who replied were interviewed as

time constraints did not allow further interviews.

Thirteen in-depth interviews were conducted. The

interview structure was set out in a topic guide,

developed from a literature review [15] and previous

research undertaken in northeast England which

had identified major domains of participation for

children with cerebral palsy [16]; namely physical

independence, mobility, participation in healthcare,

educational participation, financial and economic

participation and social and leisure participation.

The guide introduced discussion of participation in

home, school and community settings and allowed

the interviewer to cover important areas of a child’s

participation, whilst at the same time providing

sufficient flexibility for respondents to introduce

their own ideas and concerns unbound by any

pre-conceived categories of the researchers. The

interviewer used open-ended questions such as

‘What in your opinion are the good and positive

things about the environment around you and

your child that help you to take part in every day

activities?’ More specific questions related to the

different participation domains and covered the

physical, social and attitudinal environments within

these domains. For instance, in the domain of phys-

ical independence, information was sought regarding

the child’s mobility at home and the child’s

independence in activities of daily living such as

washing, dressing and going to the toilet. A typical

question was ‘Is your child/ young person able to

get into all the rooms in the house you live in, if not

why not?’ Or for the educational participation

domain, the families were encouraged to talk about

travel to school, mobility within school and support

for the child in the classroom and peer relationships.

The interviews were undertaken in the respon-

dents’ homes by a single interviewer (BW) and

lasted between 45–150minutes. All participants

gave informed consent. The interviews were tape

recorded and transcribed. The interviewer reviewed

the transcripts, adding comments about whether

the transcribed data corresponded to her impressions

of the interview.

The transcribed data were analysed using a

generative thematic approach, aided by qualitative
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analysis software package NVivo. The first three

interviews were analysed independently by the

interviewer (BW) and another researcher (SM) to

identify emerging themes and provide inter-rater

reliability for the themes identified. These were then

adjusted or added to from analysis of the later scripts

and discussed by four authors to identify a thematic

framework for analysis. The agreed thematic frame-

work was then applied to each transcript by the fifth

researcher (KL) and environmental barriers and

facilitators to participation were identified and

coded within the themes. This analysis was then

examined by the first four researchers and any

disagreements were resolved, thus establishing

further inter-rater reliability.

Results and their relation to previous studies

Thirteen families were interviewed, but data are

reported on only 12 due to electronic failure to

transfer one tape recording to transcript. There were

six boys and six girls, aged 5–17 years (by chance no

parents of 4 year olds were interviewed). Interviews

were undertaken with the child’s mother in five

cases, father in three cases and a grandmother in her

role of main carer in one case. Three interviews were

undertaken with both parents present. Children,

although present during interviews, gave information

in only two cases (child 5 and child 7). Nine lived in

suburban, one in semi-rural and two in rural settings

across the northeast of England. The children had a

variety of mobility (six walking, six non-walking)

impairments and associated impairments, as shown

in Table I.

The data were explored to see whether environ-

mental factors could be usefully grouped by ICF

categories or in settings such as school or in relation

to participation domains from the topic guide.

However, what emerged from the thematic analysis

of the interviews was that the environmental factors

could most easily be grouped into four main themes,

as shown in Table II: mobility, transport, support by

and to parents and attitudes of individuals and

institutions towards the children. These four themes

operated across all participation domains. The

mobility and transport themes relate to the physical

environment, the supportive role of parents to the

social environment and attitudes to the attitudinal

environment as described in the ICF. The themes

are further divided into barriers to and facilitators of

participation. The terms ‘barrier’ and ‘facilitator’ are

opposite sides of the same coin, but it is reported

how parents generally reported: for example, parents

reported lack of easy physical access as a barrier

but did not single out ease of physical access as a

facilitator. In reporting verbatim comments, those

which best illustrate the relevance of the facilitator

or barrier are quoted.

Mobility

Facilitators of participation. The main facilitators of

mobility were equipment and structural adaptations

allowing access to places in the home and to the

indoor and outdoor community environment. The

equipment included wheelchairs, walking frames and

hoists. Having an outdoor electric as opposed to

manual or indoor electric wheelchair was seen as

an invaluable piece of equipment facilitating

parents and child’s independence and participation

in activities whilst at the same time reducing

significantly the required level of support and

supervision.

Child 3 mother: ‘. . . his electric chair is a real
help’.

Child 4 mother: ‘In due course, a powered
wheelchair is going to be useful for his indepen-
dence. But we’re talking about a few years time.
And if he wants to go out on his own’.

Some families had extensive adaptations to their

homes in order to improve access and mobility for

the children.

Child 6 father: ‘She has a downstairs bedroom,
bathroom, shower and toilet. It’s purpose built
for her and we were involved in the plans. We have
an intercom’.

Child 2 mother: ‘We have a through-floor lift.
I think it’s better than a stair lift—you just wheel
her into the lift and it goes up, whereas if there’s
a stair lift then you’ve got to hoist her . . .’.

Barriers to participation. The main barriers to

mobility were also structural ones, operating both

at home and in the community. These included

steps, lack of lifts or ramps and poor path surfacing,

making the use of wheelchairs difficult or impossible.

Lack of space and the extra time required to use

equipment was also mentioned.

Child 2 mother: Talking about shops: ‘Sometimes
obviously the steps to get in and out can be a
problem’.

Even in health service environments, barriers to

access and mobility featured highly in respondents’

concerns.

Child 1 mother: ‘The GP has a slope up into the
surgery, the doors aren’t good because the first
door opens inward and the second door opens
outward into the foyer so that’s very difficult to
deal with’.
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Choice of leisure activities was limited because of

access difficulties.

Child 9 father: ‘We were going to go to Edinburgh
but decided not to because there are stairs
everywhere and you can’t get around. What
would normally have taken 5minutes would take
20, it was impractical’.

Such access barriers have been reported by other

studies. Berry et al. [17] found that the use of

powered wheelchairs was restricted because of lack of

space in homes, public toilets and within the aisles in

shops. However, powered wheelchairs facilitate

mobility and participation when the barriers to

their use are removed, as was shown convincingly

by Bottos et al. [18] in their study of introduction

of powered wheelchairs rather than striving for

independent walking.

Salvage and Zarb [19] reported access barriers as

width restrictions in streets, kerbs, lack of ramps,

allocated parking places and space. Pivik et al. [7]

identified architectural barriers in school and

the extra time required for children with mobility

problems to get to class. Interestingly, mobility

within the school was not a concern for the parents

in the study, possibly because 11 of the 12 children

attended special schools which were likely to have

been suitably adapted for wheelchair use. The Social

Policy Research Unit [20,21] also identified lack

of equipment and equipment costs as barriers to

mobility participation.

Transport

Facilitators of participation. Time and again parents

reported how vital good transport was for leisure

activities, attending school and attending hospital

appointments. Private transport and good parking

facilities were the main facilitators to participation.

Eleven families had private transport and this was

a highly valued facilitator of family mobility.

Child 11 father: ‘Before we had the car we used
taxis or we didn’t go anywhere. We’ve had a car
for about 4 years and we go everywhere in it, it’s
much easier’.

Child 7 mother: ‘He [child 7] does like the Metro
so sometimes on a Sunday he and his dad go on
the Metro to Tynemouth and come back in the
car. No problems getting on and off ’.

Public transport in some countries outside the UK

was mentioned positively, with one family praising

the Netherlands particularly.

Child 10 father: ‘We go to the Netherlands and
they have been terrific. The public transport is
quite geared up, this year we took a trip which
involved getting on the train, a boat trip on the
river and a steam train to bring you back to where
you started. They had a ramp at the normal
railway station, a wheelchair place reserved and
when we got to the boat they took her on, there
was a disabled toilet and a wheelchair lift’.

Barriers to participation. Barriers to participation

included lack of space and time and problems with

physical access to public transport. Using private

transport presented some difficulties, namely the

extra time needed for loading equipment and lack

of parking facilities.

Child 7 mother: ‘. . . because of the physical effort
of getting [child 7] in and out the car for a short
journey, I can’t nip in the car and go off, I have

Table II. The emergent themes operating across all topic guide categories.

Theme Reported as barriers Reported as facilitators

Mobility � Structural access barriers to wheelchair

use, e.g. stairs, kerbs, paths, doors, lack of lifts

� Specialized equipment, e.g. electric wheelchairs,

walking frames

� Inadequate space in design of public building

restricts access

� Physical support and supervision from parents

� Extra time required for activities � Adapted home environments

Transport � Access barriers in public transport � Private transport large enough for equipment

� Extra time and planning required for journey � Good parking facilities

� Lack of space for equipment

Support by and

to parents

� Lack of financial support to parents due to

reduced earning capacity—giving up work

to be carers

� Physical support from parents: lifting, etc

� Supervision from parents: mobilization and leisure activities

� Lack of information � Advocacy from parents: obtaining equipment and services

� Financial support from parents meeting equipment costs

� Respite care

Attitudes of

individuals

and institutions

� Staring or patronising attitudes of strangers � Attitude of family in promoting child’s independence:

advocacy

� Institutional attitudes
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to plan and think ahead what I’m going to do and
if I’m going to take [child 7] what’s the best way,
which route to take’.

Child 5 father: ‘Parking at the shops is terrible;
a lot of people use the disabled spaces. Builders’
wagons use them. Traffic wardens just ignore it.
If they put more pressure on them it might make
a difference’.

Public transport was used infrequently because of

barriers to access such as steps, narrow aisles and

lack of lifts. When public transport was used, the

metro train system was preferred to buses. Barriers

specific to the metro were gaps between train and

platform and stairs to the platforms at some stations.

Long distance transport was particularly useful

for holidays, but difficulties included access barriers

and lack of space for extra equipment and

wheelchairs.

Child 10 father: ‘We haven’t used a plane for a few
years; we have too much equipment to make it
practical. Apart from the wheelchair she’s in,
she has a sleep system she uses at night which
comes in an enormous bag . . .’.

Child 1 mother: ‘It would be lovely to be able to
fly off to Dublin for the weekend; doing that with
[child 1] with all his problems; his big buggy,
his walker and his sticks just as the basic is an
absolute nightmare and you just think it’s not
worth going there’.

The literature on transport and childhood dis-

ability (as compared to adult disability) is surpris-

ingly small. The findings are consistent with those

of a Health Impact Assessment [22] in which

transport was mentioned as one of the major barriers

to participation of disabled children. Having one’s

own car was a crucial benefit for the families in the

study because it gives more flexibility but also

because parents can be confident that seat belts are

adequate and the seating ensures optimal posture

[23]. The experience of one family of excellent

transport in the Netherlands shows what can be

achieved. Tyler [24] describes how, for example, bus

services could be re-designed and such knowledge

about improved environments should be imple-

mented. Whilst parents reported many barriers, it is

clear that well-designed transport systems are great

facilitators of participation for disabled people as

they are for all people.

Support by and to the family

Facilitators of participation. Much of a child’s partic-

ipation needed the commitment and support of

adults. Parents mainly provided this, but some-

times grandparents helped. The main facilitators to

participation, which will be covered in sequence

below, were: physical support for activities of daily

living and lifting; supervision of mobiliztion and

leisure activities; and advocacy as parents sought

equipment and services for their children.

Respite care was also a facilitator of the child’s

independence.

Physical support for activities of daily living and

lifting was required by many of the children for

activities such as bathing, toileting, dressing and

feeding, lifting. The major facilitator was the support

required, particularly from parents.

Child 8 mother: ‘I lift him myself. We have two
hoists, the bedroom one, an overhead one, breaks
down all the time and is broken again and a
bathroom one. In the mornings I can’t hoist
[child 8] because he’s so stiff until he’s had his
medication, so I lift him, give him his breakfast,
give him his medication and time to relax’.

Supervision of mobilization and leisure activities was

required much more than for non-disabled children

of their age.

Child 4 mother: ‘We’re conscious of the fact that
in the past he had minor epileptic fits. So we’re
conscious that someone’s got to be there. For
instance, when he goes swimming I obviously have
to go in the pool with him, until they’re quite
happy about him staying there on his own’.

The increased amount of physical support required

as children grow bigger and heavier can limit family

activities.

Child 7 mother: ‘. . . but as he’s getting older he’ll
go on his knees and I have great difficulty getting
him up so he’s even more restricted to what he can
do . . . As he’s getting older it’s getting harder
because of his weight’.

These reports echo those from interviews with 100

families of disabled children conducted in Bath,

UK [11]. Extra supervision needs and physical

difficulties due to the increasing size were factors

which affected many aspects of a child’s mobility,

manipulation, personal care and even communica-

tion. Beresford [25] also details the help parents

have to give to their children with self-help tasks

and mobility.

Advocacy was a further important support

provided by parents which included ‘fighting’ for

resources, adequacy of information, establishing

good schooling and respite care.

Child 5 father: ‘Yes but we had to fight to get
[motability allowance], we had the Disabled
Children’s Foundation involved. It took a long
time to get it’.
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Respite care provided a break for the parents, but it

was the increased opportunities for their child’s

social participation which parents emphasized in

the study.

Child 4 mother: ‘Unit X is a residential unit at the
school and [child 4] actually goes there one night
a week to give him a bit of development and
independence’.

Child 8 mother: ‘He does a lot of things at school;
most of his social life is at school. . . . Active Care
takes him out when he’s on holiday from school in
term time’.

Robinson and Stalker [26] found the same and

parents especially valued respite care with other

families rather than at an institution.

Barriers to participation. The main barriers to partic-

ipation were financial: meeting equipment costs and

reduction in earnings and lack of information.

Although some parents were reluctant to admit

it, the interviews revealed there were significant

financial implications in having a disabled child

which included the extra costs of equipment,

adaptations to house and car, travel, clothes, laundry

and consumables.

Child 2 mother: ‘In the past we’ve made the
downstairs toilet for [child 2] and we got the stair
lift. We paid for all that ourselves. When it came to
asking for any kind of funding we weren’t
entitled’.

Child 3 mother: ‘We paid £3000 for the electric
chair, we raised that. I wouldn’t say he’s cost me
more, he doesn’t ask for a thing’.

Dobson and Middleton [27] reported that the annual

budget required for raising a disabled child is three

times that of bringing up a non-disabled child.

For many of the families, earnings were reduced.

One or both parents left work or took part time work

in order to provide the extra support needed. In this

study, of the 22 carers, nine worked full time, three

worked part-time and 10 were not employed.

Child 10 mother: ‘. . . if [child 10] were not
disabled I would have gone back to work full time
and that’s probably the biggest difference it’s
made to the finances’.

In some cases extra support from grandparents

meant that the parents could continue working.

Child 9 father: ‘We’re very fortunate in that we
have two sets of grandparents very close by. If we
didn’t have the grandparents I don’t know what
we’ll do, one of us wouldn’t be able to work’.

Benefits such as Disability Living Allowance were

mentioned as facilitators, but lack of information

about such benefits was reported as a barrier.

Child 12 mother: ‘It’s very difficult when you
haven’t dealt with a situation like this before, you
don’t know what you’re entitled to and what
you’re not entitled to unless someone, perhaps
another parent, says to you did you know you can
get so and so. I didn’t even know you could apply
for a benefit. It was the Health Visitor who told me
about the DLA and made me fill the forms out,
I wouldn’t have bothered but she was adamant’.

Sloper and Turner [28] found that the highest areas

of unmet need included provision of information

about services and about the child’s condition,

childminding provision, services to improve the

child’s mobility and communication and help with

transport and housing adaptations.

Attitudes of individuals and institutions

Facilitators of participation. Attitudes of individual

family members were not fully explored within the

topic guide, but some emerged from observations by

the interviewer and from the transcripts. Positive

parental attitudes were inferred from the section on

support by and to the family, in which physical

support, supervision and advocacy by parents were

essential for the child’s participation.

Child 6 father: ‘. . . if we we’re going out for a drive
we don’t stop and think we can’t go here because
[child 6] can’t get in, we just get there and see
what we find’.

Barriers to participation. Reported barriers to partic-

ipation were the attitudes of individuals and the

ingrained attitudes of institutions.

Some difficult attitudes were people staring or

being patronising.

Child 12 mother: ‘As he’s getting older [child 12]
is now getting to the stage where he’ll say I wish
people would stop staring at me, particularly when
he’s got shorts on and his splints visible. He gets
embarrassed when people say ‘what you have been
doing to your leg?’

Child 1 mother: ‘We find more attitudes if he’s
using a walker or he’s sitting in a big buggy,
therefore he is stupid and we get a lot of
‘hello poppet’ and that type of thing rather than
somebody just saying ‘hello what’s your name’.

The attitudes of strangers towards the child and

family altered the choice of activity for some

families.
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Child 11 mother: [in choosing a restaurant to eat]
‘you choose your table very carefully because
people stare, some more than others, so you tend
to choose a table where she’s still involved but
she’s not on show’.

Child 8 mother: ‘[Child 8]’s been fed in a café
before but he’s quite a difficult feeder, he makes a
lot of noises and drooling, dribbling which I don’t
feel embarrassed about but other people might.
There’s a little cafe we tend to go into and feed
him, outside when it’s a nice day’.

Some researchers have found that disabled children

are at increased risk of bullying by their peers

[7,29,30] and, although this was not prominent in

the interviews, it was certainly raised as an issue

by parents.

In general, respondents talked more about tangible

barriers than they did about policies creating barriers

to participation. However, some parents identified

barriers inherent in systems such as the health

service, local education authority and leisure

industry.

Child 10 father: ‘One of the services that is a
problem is wheelchair services. Everything takes
forever. It’s taken about 3 or 4 years to get the
electric wheelchair organized. It’s the waiting for
assessment, waiting for money, waiting for
approval, the paperwork to go through’.

Child 1 mother: ‘You write to the school saying
that [child 1] is not getting occupational therapy
and speech therapy, why not? And the school
write back to say they haven’t got the money from
the education authority. So you contact the
education authority, writing to the chief executive
and say why isn’t [child 1] being supplied with his
education . . . then you go to the Secretary of State
for Education, Estelle Morris; and after that you
go to court. But who can afford to go to court?
So Education sits there and does nothing’.

In general, families were not aware of disability

legislation which might affect participation.

Child 11 mother: ‘I watch the news and if I hear
something and it applies to us I’m interested in it
and as [child 11] gets older these things will apply
much more but I don’t read up about it’.

Child 12 mother: ‘[I would not search for
information] unless it was something I needed to
know about, but I think because we haven’t come
up against anything major we haven’t felt the need
to do that . . .’.

Hemmingson and Borell [31], in a study of the

barriers to participation for children with physical

impairments in mainstream schools, found it was

poor organization that provided the most barriers to

participation rather than physical barriers.

Access policies for buildings’ design are fre-

quently vague and poorly enforced [19,32]. Barnes

[33] discusses the institutional discrimination

against disabled people evidenced by the restrictions

placed on mobility and access by poorly designed

environments.

Discussion

The ICF [4] describes the environment across three

broad categories: the physical, social and attitudinal.

As the thrust of the ICF is adult-oriented, there is a

need to find meaning and relevance for the concepts

in respect of the lives of children and their families. It

cannot be assumed (indeed it is unlikely) that the

environment which is relevant to disabled adults will

address the peculiar problems of developing children

and their families. This study tried to code the

environmental factors according to the ICF struc-

ture, but the factors emerged disjointed, out of

context. Thematic analysis revealed four themes

which operated across nearly all participation set-

tings: mobility, transport, support by and to parents

and attitudes of individuals and services.

The themes identified are to some extent common

sense, but the consistency with which they were

reported by so many families means that attention

can be profitably directed to alleviating barriers

around the themes. For instance, for mobility there

could be much easier access to powered wheelchairs;

for transport there could be greater powers given to

traffic wardens to prevent misuse of reserved parking

bays; for financial support there could be regular

surveys of the increased costs of caring for a severely

disabled child; and for attitudes there could be work

with media producers to ensure more realistic

representation of disabled children in television,

films and magazines. In order for parents to be

more aware of law and policy relating to the

environment they experience, they should receive

more welfare rights advice and guidance on how

to advocate.

The study methodology has a number of limita-

tions. The study size was small but it used

well-established qualitative techniques [34,35].

This study did not attempt to capture factors

concerning family function, parental personality or

coping styles which are also an important part of

the child’s environment. It is possible that families

with high levels of participation may be more likely

to respond to the invitation to be interviewed.

As the children in the study had cerebral palsy,

with nine of the children using a wheelchair some

of the time, it is not surprising that concerns
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about mobility and transportation were prominent.

However, the children also had a variety of

other impairments concerning learning, vision and

language and this suggests the findings may be

generalizable to children with other impairments.

The interviews showed that some families were

restricted in the activities they undertake, so it might

be important in future studies to ask what additional

things they would like to do and why they do not do

them. It would also be important in future to seek

more systematically from the children themselves

the facilitators and barriers about which parents

might have been unaware.

Implications of this work

In general, respondents talked more about tangible

barriers than they did about policies creating bar-

riers to participation. This may indicate a lack of

knowledge of disability policies. Parents also tended

to accept the environment as a given rather than

something that could be changed. Parental reports

of bureaucratic delay and obfuscation with the

apparent intent to contain expenditure on equipment

such as wheelchairs and on defined special educa-

tional needs betray unacceptable corporate attitudes.

It seems that a vital component of corporate

responsibility and responsiveness should be to

undertake regular surveys of how public services

and their intended integration are actually experi-

enced by parents. There should also be a suite of

local authority performance indicators directly

relevant to childhood disability.

Parents reported the difficulty they have in under-

standing the complex web of potential financial,

education and mobility benefits. This is not a new

message, but it is a major criticism of statutory

agencies that the situation does not improve. Either

the regulations should be greatly simplified or there

should be a more proactive attitude from public

services to help families take advantage of what they

are entitled to.

Planning improved or new services must enable

the disabled child to experience the same ‘ease’ of

living which the non-disabled experience. This

requires two fundamental changes. First,

service managers must facilitate integration between

services so the child, as he moves through different

environments to participate in say taking a holiday,

is unaware of the necessary environmental

adjustments being financed and planned by many

agencies. A good example is that reported by the

family on a day trip during their holidays in the

Netherlands. The second fundamental change is that

physical changes to the environment should use

‘universal design’—that is a structured approach to

environmental design and audit which maximizes the

participation of all citizens. At its most elaborate,

we should aim to incorporate a proper societal value

for achieved participation of all children into the cost

benefit equations which influence these crucial

design decisions. One of the few examples of such

practice directed to disabled children as compared

to adults is the ‘Good practice guide to developing

accessible play space’ [36]. This publication is

well researched, consulted disabled children and

makes practical recommendations based on experi-

ences in a number of Local Authorities.

Finally, this work has provided information to help

in the design of an environmental assessment tool

to be used in quantitative work to describe the

environments of children with cerebral palsy.

Development of such a tool must initially take

account of data available from other studies with

children and from environmental instruments

designed for adults [15]. This work has indicated

additionally the need for specific questions to

ascertain characteristics of the social and attitudinal

environments as well as the more concrete and easily

imagined physical environment. The prototype

instrument is available from the authors on request.

Such an instrument is essential if the social model

of disability is to influence change on the basis of

firm evidence. Quantification of the environment

enables models to be developed to determine the

optimal environment for maximum participation

and these can then inform policy directed to

alteration of the environment.
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