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Foreword

This is a timely book. The question of how to help people with challenging behaviour

-- and how to design and manage services so that staff, families and users feel that what
should be donés being done -- is at the top of the agenda. Failure to deal competently
with the issue results in disaffection, poor quality services and a less than optimal
quality of life for service users. Moreover, the credibility of services for all people with
learning disabilities is intimately connected with how we cope with challenging
behaviour, a point made recently by a Department of Health Working Group chaired by
Jim Mansell (Department of Health, 1992).

The book is welcome because it draws together what is known about the important
guestions from a British perspective, although, of course, most of the underlying issues
have world-wide relevance. The contributors, while all having a good deal of
experience and authority, do not put forward@e portrayals of the problems, nor glib
solutions, and this is one of the book's major strengths.

Clarity in the field of challenging behaviour is sometimes elusive. What is presented
here forces the reader to confront arguments in a rational and logical fashion.

First we must be clear about the nature of the problem. What constitutes challenging
behaviour; how much of it is there? To some extent, much of the behaviour of people
with learning disabilitieshould challenge us. The person who sits quietly staring at

the television, obeying all instructions fromfétar family, presents a challenge to help
her to achieve a meaningful life, appropriate skills of assertiveness, and so on. The
procedures that we use to help such people reflect on the service as a whole, but it is
still important to acknowledge, and quantify, the scale of the challenge posed by those
who are aggressive, who offend, who run away etc.

Once we know about the dimensions of thabpgm we have to give careful thought to

the values and fundamentals which are to inform our interventions. What relation will
our services for challenging behaviour have to mainstream services, and what will they
tell us about how we value the individuals involved? These are important matters
which sometimes force us to look into our own lives. However, values cannot stand in
isolation; the days when rhetoric was useful are now gone.

We must develop organisational structures which will support expert help for clients.
This means not only having professionals who are proficient at functional assessment,
devising sophisticated interventions, paying attention to questions of generalisation and
maintenance, and so on, but also committed and responsive management to ensure that
clients actually receive the service they deserve. How to do this within the real-life
constraints with which we have to live is addressed by many contributors.

Another lesson to be taken from this book is that we don't know all the answers. We
must continue to be open-minded and flexible, willing to explore new avenues and
entertain new ideas. Much of the experience on which the book is based has been




gained relatively recently and it is a reasonable supposition that our understanding will
develop further during the 1990s.

This is an excellent source book, to give ideas to service planners and providers
thinking about meeting the challenge. It will help to address the requirements of the
Charter for people with learning disabilities who have challenging behaviour or mental
health needs outlined by the Department of Health report (Department of Health, 1992),
which includes the injunction:

"Services will strive to continually improve, using the latest research to provide the best
treatment, care and suppodp(cit, p.40).

Chris Cullen
St Andrews

August 1992

Reference

Department of Health (1998ervices for People with Learning Disabilities and
Challenging Behaviour or Mental Health Needs: Report of a Project Group,
(Chairman: Prof J.L. Mansell), HMSO, London.




Preface

In 1985 the South East Thames Regional Health Authority set up the Special
Development Team, a project to support the development of community-based services
for people with severe learning disabilities and seriously challenging behaviours. Itis
easy to forget how radical this project seemed at the time. Despite the growing advent
of community care these were some of the very people for whom hospitals were still
seen as necessary. They were the people that even hospitals had trouble coping with,
who often ended up grouped together in special, closed units -- hospitals within
hospitals.

This book has its origins in that project. Jim Mansell wrote the proposal that led to the
setting up of the Special Development Team and later directed the evaluation of the
services which were developed. Eric Emerson was the first Team Leader and was
succeeded by Peter McGill. One of the original aims of the SDT was to provide advice
and information regarding the development of appropriate services for people with
severe learning disabilities and challenging behaviours. In many ways this is also the
aim of this book, though we are fortunate to have gained the perspectives and
experiences of others as well as that of the SDT. As more and more services have been
developed, it has become clear that community-based provision for people with
challenging behaviour is indeed feasible. Besides the necessary resources, they require,
however, two crucial ingredients -- the motivation to achieve them and the knowledge

to set them up and manage them well. We hope that this book will help provide both.
The examples of successful community provision described show that it can be done
and show the potential benefits to clients. The discussions of the kinds of practices and
supports required demonstrate the complexities involved but, we hope, also suggest
how to overcome them.

Given the book'’s origins, it is most appropriate to address the largest part of our thanks
to the clients with whom the SDT worked. Quite apart from their major disabilities,

they had spent most of their lives in some of the most deprived conditions to be found in
the hospital system. They now had to cope with changed policies about how they
should live their lives; their responses and achievements in the face of this new
challenge have taught us a great deal. We would also like to thank Sheila Barrett, Fran
Beasley, Caroline Bell, Richard Cummings, Miandi Terlizzi, Cliff Hawkins, David
Hughes, Heather Hughes, Christine McCool, Guy Offord, Siobhan O'Rourke, June
Stein, and Sandy Toogood, all of whom were our colleagues at one time or another with
the SDT or its evaluation and contributed greatly to the development of many of the
ideas contained in this book. Invaluable secretarial support was provided throughout
by Kathy Smith and Yvonne Liebenschutz.

Eric Emerson, Peter McGill and Jim Mansell
September 1992
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Introduction

Eric Emerson, David Felce, Peter McGill and Jim
Mansell

In this chapter we will outline the developrmef community care for people with severe
learning disabilities, pointing to the limitegrogress made with people with challenging
behaviour. We will emphasise the importarmfecomprehensive, high quality services by
describing the frequent, extremely adversensequences of challenging behaviours for
individuals and their carers. Finally we wlovide a brief overview of the rest of the book.

THE DEVELOPMENT OF COMMUNITY CARE

The last three decades have witnessed thetigroiva veritable catalogue of criticisms of
institutional forms of care for people with learnidigabilities. Long stay institutions have been
criticised for their excessive size, the segregatif their residents from the outside world, the
separation of residents from their family anidrids and from the general life of the community,
the poverty of their material arsbcial environments, their low staffing levels, the absence of
stimulation and of meaningful pursuits for resitde for the development of abnormal systems of
care or, in sum, for the degrading and, at timessiae patterns of relationship characteristic of
an institutional culture.

Over the same period, concerns regarding the predicted costs associated with continued
institutional provision provided a window of oppanrity for planners, managers, professionals

and advocates to translate emerging ideas abotraiites into actual practice. As the values

and objectives which help shape services mgeed away from custodial care to ones which
emphasise habilitation, quality of life and normdi@a alternative models of community-based
provision have begun to be articulated. Thdtaratives have been broadly defined by the
reduced size of their settings, their locatioithim ordinary communities, higher levels of
staffing and a redefinition of staff roles to 1@ the emphasis on health care with aims based
upon social care, enabling and support. Community-based services have sought to enable users
to experience the patterns of living, learning, wagkand enjoying their leisure time typical for
people of their age in the wider community.

Within the UK, initial reforms centred around tpheovision of alternative kinds of residential
care. Early developments, such as those in Wessex @@edte 1980), sought to provide an
intermediate model of domestic community-bapealision. However, towards the end of the
1970's, a consensus began to develop that refeeded to be more fundamental. Specifically,

it was suggested that ordinary housing shoulavadable for all people who required residential
support, an idea which found expression inKieg's Fund "An Ordinary Life' paper (King's
Fund, 1980). These ideas were already beinginpatpractice in the second generation of
community-based housing projects which sought to provide residential care for all people with
severe learning disabilities in ordinary, destic style housing (e.g., Felce and Toogood, 1988;
Humphrey<=t al.,1987; Manselet al.,1987).
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These fundamental changes in residentialvipion served to highlight the institutional
nature of not only hospital, but also community-basdaly care Existing
‘community-based' services were criticised @nlthsis of the segregation of users from the
surrounding community, the unstimulating andhdaning nature of many of the activities
provided and the failure of services to suppg#rs to move on to better things. Changing
values again helped shape alternative $ooh service provision which emphasised the
importance of meaningful integration, tpeovision of support when and where it was
needed, and recognised the importance of woitke community at large (King's Fund,
1984).

While the rhetoric accompanying suckalues now appears well accepted (e.g.,
Departments of Health and Social SégurWelsh Office, Scottish Office, 1989), the
viability of extending the opportunities providég these alternative models of service
provision toall people with severe learning disabilities remains contentious. In particular,
progress towards providing high quality community-based care for people with severe
learning disabilities who also show challenginghaviour has been particularly slow.
There appear to be several reasons for this.

As deinstitutionalization and the growth admmunity-based provision have progressed,
people with less severe handicaps and withebtvioural difficulties have typically been

the first to move, often for financial reas (e.g., Department of Health, 1989). As a
result, the remaining institutional provisionasming to serve an increasingly disabled
population. This apparent reluctance of local services to gain experience in serving those
with more serious disabilities has itself been used to support arguments for the continuing
need to provide institutional services foropke with serious disabilities since either the
community itself or local services are percéies being not ready' to support people who
challenge services.

A further problem is that both the defioiti and causation of challenging behaviour are
unclear and that potential causes may ovdiBgumeister, 1989). Thus, for example, a
common belief within hospital based servigesthat challenging behaviours primarily
result from organic factors or psychiatric fiyxction. This has led to an emphasis on the
continuing need for hospitals and the pssional competencies associated with
psychiatrists and psychiatrically trained nurs@éthin such a framework, the environment
may be seen as only playing a supporting iolde development of psychiatric disorder

and the importance of environmental factdingerefore, diminished. One consequence of
such a belief system is that adverse comparisons between the social and material
environments provided in institution and community-based provision are seen as less
important. Rather, the professional and adstriaiive needs of the staff are considered
preeminent, especially the potentially advesffects of decentralisation on the efficient
organisation of treatment and supervisibyp qualified psychiatric specialists. The
importance given to these specialist skills accounts, at least in part, for the continuing call
for centralised provision.

In one opposing view, the prevalence of challenging behaviour among people in
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institutional settings, coupled with analysestloé impoverished nature of life in large
institutions, has led some observers to implicate institutional conditions in the causation of
challenging behaviour. This has been assediatith an expectation or hope that the
provision of more normative settings will lead to more usual patterns of activities and
interactions which will, in turn, lead to arcrease in appropriate behaviour and skills and a
concomitant decrease in challenging betwarvi Certainly, the damaging effects of
institutionalisation have been amply doanted (e.g., Zigler and Balla, 1977). In
addition, some research has noted the apparent inverse relationship between adaptive and
maladaptive behaviour (e.g., Horner, 1980).hdt become increasingly clear, however,

that simple changes in location, size and the resources allocated to services have, in
themselves, little impact upon the prevalence of challenging behaviour. Rather, it is
appropriate to see challenging behaviour astitcome of complex interactions amongst a
range of factors -- organic, psychiatric, eéamimental, ecological, historical -- some of
which will be more important than others in individual cases.

Moreover, as the definition of what constitutevere challenging behaviour is vague, it is
difficult to be convincing when generalisifgom individual examples of successful
community-based care to what might be feasible for an entire "class' of people.

Despite these problems the need for differ@mil better services is clear. Long term
institutionalisation, the traditional responsethie problem posed by seriously challenging
behaviour, is no longer an available option many localities. In addition, as the
replacement of hospital settings continuespre people with seriously challenging
behaviour are returning to their communitiess a result, local services are increasingly
needing to become “self-sufficient' and to provide services at a local level for all people
with learning disabilities, including those with seriously challenging behaviour.

These same local services are already afierggling to provide for the many people with
challenging behaviour who continue to livath their families. Qureshi (1990), in
summarising the results of her analysis safrvices provided to young adults with
challenging behaviour living with their parents, concluded that

‘perceived service deficiencies include: dagyvices which may be unsuitable, are not
flexibly structured and may even exclutie person entirely; a widespread shortage
of short-term and long-term residentiatilities in the community; an incapacity to
cope with behaviour problems in many éxig facilities; a failure to give parents
useful advice on handling behaviour pehk at home; insufficient help from
social workers and community nurseg.€it.,p.1).

As a result the needs of tiservice user remain unmet and carers remain faced with a
distressing, stressful and (at times) daogsr situation. The pressure in such
circumstances to contain the behaviour by increasingly restrictive means is all too obvious.

Often, however, the only available alternativessist of attempts to ‘fix' the individual's
challenging behaviour in specialised and gaphically remote settings, although access to
such specialised treatment facilities is oftetiearely difficult to arrange. Evidence, albeit
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largely anecdotal (Newman and Emerson, 19949, sliggests that while such services can

be successful in the technical aspectsavice provision, for example, the design and
implementation of treatment programmes, and as a result achieve marked short-term
reductions in the person's challenging behavibey also face a number of problems.
These include the deleterious effects of ceggting together individuals with severe
problem behaviour upon user quality of lifstaff stress and resulting turnover, and
difficulties associated with the person retaghto their original setting, a move which is
itself extremely difficult to arrange and isften associated with reduced levels of
programme implementation, increased use of mechanical restraint, and failure to sustain
treatment gains.

The aim of this book is to provide a resourcplémners, managers, professionals and those
advocating for better services by drawing saie of the key issues and lessons from
experience in the field to date. By doing sohepe that future services can avoid some of
the problems of the past, for, as we all know, seriously challenging behaviour can blight the
lives of service users and those caring for them in a number of ways. They can involve
significant risks to the physical well-being aflividuals and can lead to users experiencing
unacceptable levels of material and social deprivation.

THE PERSONAL AND SOCIAL CONSEQUENCES OF
CHALLENGING BEHAVIOUR

Challenging behaviours can result in direct amdlrect threats to the health of service
users. Self-injurious behauir, by definition, can result in damage to the person's health.
Indeed, repeated self-injury can lead tooselary infections, permanent malformation of
the sites of repeated injury through the depeient of calcified haematomas, loss of sight
or hearing, additional neurological impairments and even death (Mikkelsen, 1986).

In addition, the physical well-being of peopi&h challenging behaviour is often put at
risk as a result of the ways in which caransl services respond to them. These unhelpful
responses to challenging behaviour can include:

Physical Abuse.

Indeed, challenging behaviour is one of the Ipestictors of who is at risk of being
physically abused in institutional settings (Rusthl, 1986). Maurice and Trudel (1982),
for instance, reported that 1 in 40 ward stafiMontreal institutions indicated that their
typical response to an episode of self-injury was to hit the client.

Unnecessary or excess medication.

Between 40--50% of people whehow self-injurious or aggressive behaviour receive
psychoactive medication, of which haloperidiilorpromazine, thioridazine are the most
common (Altmeyeret al, 1987; Oliveret al, 1987; Stonest al, 1989). They are also

significantly more likely to be maintainexh such medication over time (Chadsey-Rusch
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and Sprague, 1989). The use of such powedychopharmacological agents to control
challenging behaviour raises a number qpfestions given that: (1) there is little
methodologically sound evidence that such medication reedfic effect in reducing
challenging behaviour (Gadow and Poling, 198B)prescription practices for people with
learning disabilities and a clearly diagnosegcpsgatric illness have been judged to be
inappropriate in between 40 ®5% of instances (Batext al, 1986); (3) drug use in
facilities can be substantially reduced throymger review processes with no apparent
negative effects (Findholt and Emmett, 1990); and (4) neuroleptic medication has a number
of serious side effects including sedatioryrtgd vision, nausea, dizziness, weight gain,
opacities of cornea, grand mal seizures arahge of extrapyramidal syndromes including
parkinsonian syndrome, akathisia, acutetalyis reaction and tardive dyskinesia (Gadow
and Poling, 1988). As Singh and Repp (1989) pmimitwhile the results of drug reduction
programmes

‘are heartening, they suggest that muclthef medication was unnecessary when either
originally prescribed or by the time the reduction programme was instituted'
(op.cit, pp. 273--4).

Physical or mechanical restraint

The use of mechanical restraints and ptoteaevices to manage challenging behaviour,
including in up to 50% of cas of self-injury (Griffinet al, 1986), gives cause for serious
concern given that the use of suchogadures can lead to muscular atrophy,
demineralisation of bones and the shorteningodons, and result in other injuries during
the process of the restraints being applied (Grdtiral, 1986; Richmoncet al, 1986;
Spreatt al, 1986).

Deprivation, neglect and abuse

Aside from being placed in jeopardy of ploaiharm, people with challenging behaviour
are at risk of substantial material andtiab deprivation through being excluded from
everyday activities and settings, having th&eds neglected and, as noted above, being
subjected to abusive practices. Challeggbehaviour is a major cause of stress
experienced by carers (Quine and Pahl, 1985) and one of the main predictors of whether
parents will seek a residential placement feirtaon or daughter (Tausig, 1985). Services
provided to young adults with challenging beloaviliving at home with their parents are
often insufficient, especially in the area pfoviding advice or assistance within the
parental home to effectively manage episodechallenging behaviour (Qureshi, 1990).
As noted above, people with challenging bebawiare at significantly increased risk of
institutionalisation and exclusion from community-based services (Letkial, 1983;
Schalocket al, 1981). Once admitted to institutional €dney are likely to spend the bulk
of their time in materially deprived surrounds, disengaged from their world and avoided
by staff (Emersoet al, 1992; Felcet al, 1985).

People with challenging behaviour are alsoiskt of having their needs neglected. Most
episodes of inappropriate client behavi@gcurring in institutions are ignored by staff
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(Felceet al, 1987), and the low levels of attention white provided are likely to be
disproportionately negative in charact@Brant and Moores, 1977). People with
challenging behaviour are likely to be exclddeom day services (Qureshi, 1990), even
those provided within institutional settings (Oliatral, 1987). They are also unlikely to
receive specific psychological helpr ftheir challenging behaviour (Griffiet al, 1987;
Oliver et al, 1987) but are, as noted above, likelyoéomedicated or restrained. Some of
the socially undesirable effects of medication and restraint procedures include the general
sedative effects of neuroleptic medioati(Gadow and Poling, 1988), the impact of
mechanical restraints in precluding the pals participation in many everyday activities,
and their setting the occasion for reducectl of interaction with carers (Griffiat al,
1986; Richmoncbt al, 1986; Spreagt al, 1986). The little evidence that is available also
suggests that, at least for frequent or se\self-injury, the psychological interventions
which are provided are more than likely to dfea punitive nature. Thus, for example,
analysis of the nature of behavioural inettons employed within state institutions in
Texas indicates that 30% of treatment paogmes implemented for people with frequent
self-injury and 66% of programmes for pemphith severe self-injury are reliant on
aversive procedures (Altmeyet al, 1987). Similarly, Griffinet al. (1987) reported that
only 33% of children exhibiting self-injuriousehaviour in a metropolitan school district
had a written formal treatment programmeDf these, 61% contained an aversive
component.

THE AIMS OF HIGH QUALITY SERVICES

The personal and social consequences dusdy challenging behaviour stand in stark
contrast to the avowed aims of current s@wior people with learning disabilities. As we
have seen, over the past three decades, service aims have come to be explicitly concerned
with safeguarding the rights of people wigdaining disabilities, enhancing their quality of
life and providing services that enable ustrslive as ordinary a life as possible.
Normalisation in its many forms (Emerson, 1983¥ had a significant impact on shaping
service objectives in the UK (e.g., Tyne, 1987), North America (e.g., Metriak 1984),
Scandinavia (e.g., Bank-Mikkelsen, 198Grunewald, 1986), and Australasia (e.g.,
Anninson and Young, 1980). More recently, thesas have been explicitly incorporated
in the aims of services for people withallenging behaviour (Blunden and Allen, 1987;
Emersoret al, 1987).

Blunden and Allen (1987), for example, grounéithapproach in the "Ordinary Life'
philosophy (King's Fund, 1980) which takes assitsting point that people with learning
disabilities and challenging behaviour:

have the same human value as anyone else;

have a right and a need to live like others in the community;

require services which recognise their individuality.
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The same authors go on to consider the imipdiea of these values for service objectives
in terms of O'Brien's (1987) five "accomplisknts’ -- aspects of life which services should
help people to accomplish. They are:

community presence-- people with learning disabilities have the right to live and spend
their time in the community, not segregatedesidential, day or leisure facilities
which keep them apart from other members of society;

relationships -- living in the community is not enough. People with learning disabilities
also need help and encouragement t® with other non-disabled people in the
course of their daily lives;

choice-- people with learning disabilities oftenvaalimited power to make choices and
look after their own interests. A high qualggrvice will give priority to enhancing
the choices available to people and to protecting their human rights generally;

competence- in order for people with learning dishties to live a full and rewarding life
in their local community, many will requiteelp in experiencing a growing ability
to perform useful and meaningful activities with whatever assistance is required;

respect -- people with learning disabilities often have an undeserved bad reputation and
are regarded as second-class citizensrvics can play an important part in
helping people to be seen and treated thighsame status as other valued members
of society.

As we have seen, the reality falls far shogwth aims for the vast majority of people with
challenging behaviour.

ABOUT THIS BOOK

As we noted above, the present book represan@ttempt to draw out some of the key
lessons from experience gained to datéhen provision of community-based services for
people with severe learning disabilities andligmging behaviour. This is not, however, a
“how to do it' book. To undertake such a uemtat our present state of knowledge would

be remarkably presumptuous. Rather, we hattempted to bring together a range of
contributions which, we hope, will highlight me of the more important issues facing
those involved in the development, support, management and purchase of services for
people with challenging behaviour.

The book is organised into three sections. fifsesection contains three further chapters
which attempt to set the scene for later analysis and discussion. In Chapiersie of

the problem, Hazel Qureshi discusses the defimtiof the term “challenging behaviour'
and draws upon the results of a large epidiemgical study and other literature to address
some of the important questions relatinghte prevalence and persistence of challenging
behaviour in people with severe learnimisabilities. In the following chapter,
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Understanding challenging behaviouy Glynis Murphy provides an overview of current
knowledge concerning the complex interactainbiological, behavioural and ecological
factors which underlie the phenomena of challegdpehaviour. In the final chapter in this
section,Conceptualising service provisionJim Mansell, Peter McGill and Eric Emerson
discuss some of the organisational and contextual factors determining patterns of service
provision and provide a framework within whittte complex array of services required to
meet the needs of people with challenging behaviour can be identified.

The middle section of the book draws upon dpsions of innovative services which have
gained invaluable experience in attemptingubthe values embodied in the “ordinary life’
approach into practice for people withallenging behaviour. In Chapter Grdinary
housing for people with severe learninglisabilities and challenging behavioursDavid
Felce, Kathy Lowe and Siobhan de Paiva revieg experience of the early attempts in
Wessex and Cardiff to provide residential aoowdation in ordinary houses for all people
with severe learning disabilities, includinmeople with challenging behaviour. In the
following chapter)ndividually designed residential provision for people with seriously
challenging behaviours Peter McGill, Eric Emerson and Jim Mansell discuss the
experience gained by the South East TémnRegional Health Authority's Special
Development Team, a project which built on soofighe lessons gained in the earlier
Wessex projects and attempted to extend tteethose people perceived as representing
the most serious challenge to services. Resalecare is not, of course, the only aspect of
service provision relevant to people with ldvaging behaviour. The final two chapters in
this section review some of the lessonsredrfrom recent approaches to day care and
intervention services. In ChapterTQwards meaningful daytime activity, David Allen
describes some of the more innovative agghes to vocational and recreational provision
for people with challenging behaviour. Follogion from this, Judith McBrien discusses
the experiences dthe Behavioural Services Team fopeople with learning disabilities

a peripatetic community-based support anidrirention team for people with challenging
behaviour.

The final section of the book contains 5 chapidngh discuss in more detail some of the
key issues arising from these, and other, gtesof service provision. In particular, these
final chapters attempt to identify criticasues for those involved with designing,
managing or supporting community-based sewifor people with challenging behaviour.
The first two chapters focus upon issues cemtréthe efficient and effective organisation
of staff support to people with seriously challenging behaviour. In Chaptl$es,
attitudes and service ideologyEric Emerson, Richard Hastings and Peter McGill attempt
to unpack the complex interrelationships kedtw personal, social and agency values
involved in the translation of service idegy into practice. Following on from this in
Chapter 10,0Organising community placements Peter McGill and Sandy Toogood
provide an organisational framework for coesidg staff support and client activity within
community-based settings. Chapters 11 and 12 address a number of issues at a wider
organisational level. In Chapter 1Maintaining local residential placements Jim
Mansell, Heather Hughes and Peter Mc@iflw upon examples of placement breakdown
and other problems in community-based servicedentify some of the key organisational
tasks important in maintaining and assuring quality. In Chaptekss&ssing costs and
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benefits Martin Knapp and Jim Mansell provide framework for the comprehensive
costing of service provision and discuss thati@nships between costs and benefits in
community care. The section, and the book, is rounded off in Chaptolid; and
policy implications, in which Jim Mansell reviews threcent development and nature of
current English policy drawing on the themes emerging in earlier chapters.
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The size of the problem

Hazel Qureshi

How many people with learning disabilities sholallenging behaviour, and what are the
characteristics of those who do? On the fatdt, these seem to be straightforward
questions, which people planning, purchasingroriding services might need to answer.
Unfortunately, as anyone who attempts to conduct a counting exercise in relation to
challenging behaviour soon discovers, there arnumber of obstacles in the way of
providing the kind of answers which will stang@ to critical scrutiny and be of use from

the point of view of servicesThese problems are rooted in the fact that on an everyday
basis the term challenging behaviour is diycidefined. Different people, or groups of
people, will have different ideas about what is meant by challenging.

The same person, showing the same behaviour, may be seen as challenging by staff in one
setting and not by staff in another. Of couthes may be a consequence of environmental
differences rather than differences of sodedinition. For example, a tendency to leave
the setting and wander aimlessly nearby rbayno problem in a hospital with large
grounds in a rural setting, but potentially dangerowssmall staffed house in an inner city
with busy roads. However, environmental differences aside, it is clear that differing levels
of staff tolerance do mean thdifferent definitions prevail in different settings. In the
course of interviews with staff in a rangesettings | once spent a considerable amount of
time trying to persuade the manager of atuldTraining Centre that setting off the fire
alarm deliberately two years previously wast really sufficient in itself to identify
someone as showing challenging behaviouthénsame round of interviews, a member of
staff in hospital who had been punched in tle sif the head by a resident the previous
week argued that he should not be identifisdthallenging because she had been aware of
what might happen and had thoughtlessly t&anding in the wrong place. Neither of
these two example are meant to typify genexal$eof tolerance in these different settings,
but merely to indicate the range which may exist.

In both instances given above, the definitiorichtstaff wished to apply conflicted with

the definition which | was seeking to applypst of a research study into the prevalence

of challenging behaviour. The kind of definits which are constructed to be used in
research or evaluation studies are knownopsrational definitions, because they are
intended as ways to practically implement, operationalise’, particular conceptions of
challenging or problem behaviour which arealévance to the objectives of the study. As

we have seen, these conceptions may ber@nea with those of ént-line staff but may
reflect wider academic, clinical or manageiiaerests. For example managers may be
interested in “people who need additiomesources for their care' whilst a clinical
psychologist might wish to identify “peopleho might benefit from the application of
behavioural or other techniques'. Theelilkood that staff will identify a person as
challenging may be influenced by the peredi purpose of the identification. Where
additional resources may result there may understandably be an enhanced willingness to
identify individuals. On the other hand some staff may be reluctant to label someone as
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challenging if they believe that this will lséigmatising to the person concerned. The step
from general expressions of interest intipalar groups to an operational definition by
which they may be identified is by no means straightforward, often because one is trying to
draw clear boundaries where none exist. Nbe&ss, when interviewing staff to discover

the numbers of people who show challenging ek, it is clear that some attempt must

be made to delineate the boundaries of conbecause otherwise the criteria applied will
vary, in ways which may seem quite iy, from setting to setting depending on the
prevailing expectations and goals of those who are consulted.

CHALLENGING BEHAVIOUR AND BEHAVIOUR PROBLEMS

Most examples of operational definitionsnw® from a tradition of work on “behaviour
problems' or "behaviour disturbance’. As will be outlined, definitions of “problem’ in these
studies cast a wide net in terms of identifmatito the extent that it is not unusual to find
over half the population of people with leangidisabilities identified as showing behaviour
problems. From its inception the use oftém@n "challenging behaviour' has been intended

to focus attention on a much smaller group of individuals, as well as more generally to
emphasise that there should be a shift msgextive among service providers away from
seeing problems as inherent qualities of peapte, towards a focus on services and the
ways in which they might respond to behaviour which poses a challenge to the
achievement of an ordinary life for peoplith learning disabilities (Blunden and Allen,
1987). Accepting this considerable difference of emphasis, there is still much which can be
learnt from work on behaviour problems, and after discussion of ebthe methods of
measurement used, a number of relevant findinlybe reviewed (for a related discussion,

see Felce, Lowe and de Paiva, this volume).

The most usual way of attempting to impose some consistency across settings has been to
present staff with a checklist of behaviours comrgd to be problematic and to ask them to

rate each type of behaviour for each person to be assessed. In order to be rated
“symptom-free' on any checklist people haveeteive a "No' rating for every behaviour
listed, and this usually means that a gmany more people are likely to be rated as
showing "behaviour problems' than would lbely to be seen as showing challenging
behaviour. For example, Jacobson (19824 istudy in the U.S.A. used a list of 29
behaviours which were rated according to freqye In larger institutions, 73% of people

were defined as not symptom-free, in camity residential facilities, 61%, in family
homes, 52%. In the U.K. Clarlat al(1990) used a checklist of behaviours rated as a
severe or mild problem to carers, andoasurring frequently or occasionally. Amongst
hospital residents 42% were said to shoveast one severe problem at least occasionally,
amongst residents of community faciliti€3§%, amongst people living in their family
home, 41%. Clearly, some indications of sevetyneeded in order to focus within these
studies on a group seen as challenging to services.

Kushlick et al (1973) used a brief list of six typestwhaviour: hits out or attacks others;
tears up paper, magazines, clothing or dgesdurniture; extremely overactive, paces up
and down restlessly; constantly seeking attention, will not leave adults; continuously
injuring self physically e.g., head banging, itk at sores, beating eyes; antisocial,
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irresponsible and given to petty offencekach behaviour could be rated by staff as
‘marked’, ‘lesser' or 'no’, with ‘'marked' defi as behaviour which had occurred within the
past month and continued to presenioss problems of management. Holnetsal.

(1982) expanded this list to fourteen beébars, including additional items such as:
objectionable personal habits; screams or sakieer disturbing noises; temper tantrums;
disturbs others at night; and sexual delimpye This expanded list forms part of the
Disability Assessment Schedule which is austered by interviewers who rate each
behaviour for each person as “severe', "lesserhr noodtential’. In tis instance the criteria

for a “severe' rating do not include a time window such as "within the past month’, but
instead refer to the consequences of the behaviour or the means needed for control: "Staff
have to intervene, or upsets other residents, or marked effect on social atmosphere. Would
be unacceptable in public.'" These kinds of cati severity perhaps give an indication of
some of the key dimensions which mightrbevant in making a judgement that a given
person's behaviour is challenging to services, but in common with all checklist methods
there are difficulties in deciding how to aggregthe information about different forms of
behaviour so as to distinguish a motallenging group of people among those who are
identified.

It is notoriously difficult to achieve high lelgeof inter-rater reliability using checklists.
Perhaps the most comprehensively tested uneas this kind is the Adaptive Behaviour
Scale (Nihiraet al, 1974) developed for the American Association on Mental Retardation.
Part Two of this scale concentrates on whatalled Maladaptive behaviour, and carries
checklist measurement to its logical extremksiing several hundred items of problematic
behaviour for staff to rate as occurring radt all, occasionally or frequently. The
behaviours are grouped into domains aobdemains for which separate scores are
calculated. For example Domain IX -- Unacceptable or Eccentric Habits: Sub-domain 29
-- Removes or Tears off Own Clothing, ligtee following items: tears off buttons or
zippers; inappropriately removes shoes or spghdresses at the wrong times; takes off all
clothing while on the toilet; tears off own diotg; refuses to wear clothing; other.
Reliability is only measured in relation to Domain scores (rather than specific items of
behaviour) but, although a single rater will priolgabe consistent over a period of time,
agreement between different raters on manyailagnis lower than would conventionally
be regarded as acceptable for other meafigetsand Spreat, 1979). The coherence of the
domains has been questioned (Lewetaal, 1984), and other criticism has centred on the
failure of the scoring system to take accourthefrelative severity of different behaviours,
and the difficulty of interpreting the profilef Maladaptive behaviour which result from
administration of the scale ¢tines and Batt, 1980; Clememdsal, 1980). Nevertheless
much subsequent work has drawn on adaptatof the ABS, perhaps involving use of
only the more reliable domains, and/or sevengightings devised by other researchers.
The availability of information on reliability ian advantage which the ABS has over other
measures such as those used in stadlieady quoted by Jacobson (1982) and Clatks.
(1990) where reliability is not mentioned.

One attempt to deal with difficulties of rddisity has been to focus on specific behaviours
such as self-injury (for example Griffiet al., 1986; Oliveret al., 1987) or aggression
(Harris and Russell, 1989; Reed, 1990). Operational definitions which specify criteria
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involving tissue damage to self or othensl @ precise time window, seem to achieve better
levels of reliability and much has been lednoim these studies. Self injury has been
shown to be associated with more sevewel¢éeof learning disability, and to be more
prevalent in younger age groups. A range timedes suggest that between four and ten
per cent of people with learning disabilities sheslf-injury, with higher rates of between

ten and fifteen per cent in institutions. Hawe from the point of view of assessing
challenging behaviour, studies restricted teiragle type of behaviour are substantially
limited because the same person may often show many different forms of behaviour which
are considered challenging. For examplegastl half of those showing self-injury also
show other challenging behaviour (Emersb®92). These other behaviours may be of
greater concern to staff dealing with theso&, and behaviours other than self-injury may

be the target of any interventions or treatments that are being implemented. This means
that it may be difficult to assess servioesponses or overall service needs from
epidemiological studies which focus on one type of behaviour only.

SELECTED RESULTS FROM THE LITERATURE ON BEHAVIOUR
PROBLEMS

It seems to be generally accepted that pewfjile learning disabilities are more likely to
show behaviour problems than are comparat@mbers of the population without learning
disabilities (Bell and Marlett, 1985; Kollest al., 1982; 1983; Padd and Eyman, 1985).
This result has been found using a rangdddinitions, although the work by Koller and
colleagues probably gives a more complex indadepalysis of differences between people
with learning disabilities and matched comparisihias many other studies. In this work,
severity and type of behaviour disturbanceemated by the researchers from interviews
with parents, and in some cases the young pegbpmselves, and information from agency
records. Reliability was checked by a secatdr who evaluated a random sample of 30
subjects. Agreement on the type of bebawvdisturbance was 100% and weighted Kappa
for the severity ratings was .87 (Kolletral.,1983).

It was found that the likelihood of showiragigressive behaviour decreased during the
post-school period (after age 16) among peapith severe learning disabilities, and
suggested that this might be a consequendkedf later acquisition of appropriate social
skills. In the post-school period (age 16--22) Katleal. (1982) reported that there were

no significant differences between young men with learning disabilities and their matched
comparisons in the proportions who shovpdgsical violence towards others. However
young men with learning disabilities were more likely to show antisocial behaviour, largely
due to a greater prevalence among those who had mild or moderate rather than severe
learning disabilities. Alcohol and drug reld problems were found significantly more
often among the male comparison subjedtsung women with learning disabilities were
more likely to show emotional disturbartb@an young men, and than their female matched
comparisons. They also showed morelent behaviour than matched comparisons,
largely because levels of violent belmawi were very low among young women without
learning disabilities. Thistudy found no differences in the proportions of young men and
young women who showed behaviour distadsa overall, although other studies have
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suggested a preponderance of males amuogetshowing behaviour problems (see for
example Dukeet al.,1986). Differences of definition mawvell underlie this, since, for
example, emotional disturbance may not defined in other studies as a behaviour
problem. Kolleret al. (1983) observed that these different manifestations of disturbed
behaviour might be due to inherent seffedences or they might reflect forms of
disturbance customary for males and femalestaungibe culturally determined. It may be
then that forms of behaviour disturbamoere likely to be displayed by young women are
less likely to be viewed as representing a “problem’ or a challenge to services.

It is also generally accepted that certain kinds of behaviour problem are associated with
greater likelihood of residence in an instituticather than in the community. Four major
categories of problem discussed in the literatmee physical attacks on others; self-injury;
destructive behaviour; other disruptive or atigiunacceptable behaviour. The first three

of these have been found to discriminagéveen institutional and community populations
(Eyman and Call, 1977). Such a finding cootatur either because the presence of these
particular behaviours increases the possibiftynstitutionalisation, or because placement

in an institution increases the likelihood that such problems will be displayed. The weight
of evidence seems to favour the first exptéon, which was convincingly supported in a
three year controlled study by Eymeinal. (1981). This study compared over 400 young
people allocated to community and ingtdnal placements and found considerable
stability through time in the presence of behaviour problems, which seemed unaffected by
the type of placement. They concluded:

"Whatever maladaptive behaviour exists at time of placement is likely to persist regardless
of the client's age group, level of retardia or community vs. institution residence.’
(op.cit, p. 475)

Eyman and colleagues were concerned thgtehgistence of behaviour problems reflected
a lack of effective treatment or progmaing. They wished to caution against an
over-optimistic assumption that relocation from institutions would in itself be sufficient to
reduce behaviour problems.

Stability over time in the presence of behavipuwblems has also been suggested in a
follow-up study of 448 people with learning diddies in the U.K. (Raynes and Sumpton,
1985). However, a longitudinal study focused self-injurious behaviour seemed to
suggest considerable changes in the mdjom identified over a three year period
(Schroedeet al, 1978). It may be, as Leuder al. (1984) have indicated, that different
forms of problem behaviour exhibit differesiégrees of longitudinal stability. Equally, as
Emerson (1992) has suggested in relation to self-injury, perhaps more severe forms of
problem behaviour are more likely to persistrom@e than minor forms. It may also be
that people cease to display one particwge tof behaviour but then begin to show
another, so that they would still be identifias showing "behaviour problems' despite a
change in the form of the behaviour.

All of these studies have concentrated oevalence: the number of cases existing at a
particular point in time. In contrast, tikencept of incidence, the number of new cases
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arising within a specified time period, has rigured largely in studies of problem
behaviour. This is perhaps unsurprisicgnsidering the difficulties which would be
encountered in deciding on criteria which wbidentify the “onset' of problem behaviour,
especially as this may occur at a very eadg and only gradually become evident. In
addition, of course, behaviour gh is unchanged in form mayecomechallenging to
services because of changes in the persoh, &siincreasing physical strength, or because
of changes in services, such as reductionaff sitios, or the loss of staff with special
competence. The remainder of this chapterstattention to the question of the prevalence
of challenging behaviour.

THE PREVALENCE OF CHALLENGING BEHAVIOUR

What then distinguishes challenging bébar from behaviour problems? Hill and
Bruininks (1984) showed that only one thoflincidents of problem behaviour required
more than a verbal response from staff, and suggested that the level of response required
might be useful as a measure of intensitigasfaviour. Nihira antihira (1975) found that

only sixteen per cent of reported maladaptiviealv@urs were such as to result in jeopardy

to health, safety or general welfare, or tisi& of action under the law, thus indicating that
actual or potential consequences may be itapor Hollis and Meyers (1982) considered

the extreme consequence of life-threatghibehaviour. In assessing the degree of
challenge, there is likely to be an interaotibetween frequency and intensity. Even if
infrequent, the possibility of life-threatenindfaajury is likely to pose a challenge. Daily
continual disruption to the activities of othean be very wearing for staff and seriously
reduce the quality of life for other people in the setting, even though infrequent episodes
may be tolerable. Frequency itself may Héatilt to specify precisely because it can be
extremely variable, perhaps with intense baftchallenging behaviour separated by gaps

of variable length in which no such behaviour is shown.

The study of prevalence of challenging behaviour in the north-west

These considerations influenced the devekaunof an operational definition for a study of
people with learning disabilities whose behaviaais such that additional resources were
required for their care. This programmevadrk was undertaken by the Hester Adrian
Research Centre, University of Manchested funded by the Departmteof Health. Two
aspects of the study will be reported here: faget of interviews with senior managers in
Health, Social Services and Education agendn seven different Health Districts to
investigate policy and practice in relatiam people with challenging behaviour; and
second, a large-scale epidemiological study designed to discover the numbers and current
locations of people in the target group. Isw@ended that sufficient information would be
collected about people identified to makedissible to select out a smaller group whose
behaviour was a challenge to services. THiter group were to be defined in relation to
reported consequences, frequency, level of control required and type of behaviour.

The study of policy and practice investigatkd ways in which people became defined as
challenging within services (Routledge, 1990)Jn open-ended interviews, managers
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expressed the view that a referral to them as challenging might be a consequence of a
person's characteristics and/or of theicumstances (see McGill and Toogood, this
volume). Many felt that it was possible to make a rule-of-thumb distinction between
people whose challenging behaviour was pobbaervice defined or maintained, and
people whose behaviour might be resistant tinghs of social or physical environment.

This did not mean that such a distinctioould necessarily be obvious in individual cases,

but rather reflected a widespread belief tingt numbers of people identified as showing
challenging behaviour would be substantialgduced if some deficiencies in basic
mainstream services could be remedied. Examples of such deficiencies included low levels
of staff tolerance and skill, low access tofpssional support, poor physical environment,
lack of stimulating activity, the congregationadents with a wide range of special needs

and inadequate levels of staffing. Such beliefgl to some reservations about a strategy

for dealing with challenging behaviour whigh restricted to an exclusive focus on
developing specialist services for delivery to particular individuals (see Mansell, McGill
and Emerson, this volume). After all, it wdudeem to follow that resources devoted to
intervention at the system level, such apriowed staff training omcreased professional
support, might be effective in reducing the prevalence of challenging behaviour, although
most managers accepted that some specsdisices for a small number of particular
individuals might still be needed, and these might be required for some people on a
long-term basis. Of course, without ogang services in the ways suggested and
monitoring the results it is not possible to be certain whether these beliefs are accurate, but
they do reflect the views of those to whamople are referred as showing “challenging
behaviour' within services. On an everyday basis the negotiation of the label "challenging'
is a social process. Although there will undoulytbég some people about whom there is a
wide measure of agreemength will also be others about whom opinions differ across the
range of people involved in their care. Thespa, him or herself, may also have a view on

the matter.

For the study of prevalence, an operational definition was adopted which relied on
information from interviews carried out with senior staff in all day and residential service
settings within the seven Health Distriagtg;luding long-stay hospitals where people from
the Districts were residing. The intemvieconcentrated, firstly, on existing special
resources within the setting and the individdaisvhom these were needed and, secondly,
on particular consequences of behaviour problems which had occurred in a given time
period. So, for example, one questiorkeals whether the setting had strengthened
windows, and, if so, for whom these wereded, whilst another question asked the staff
member to identify anyone who had (non-accidentally) broken a window in the past month.
Thus people were identified through the conseges of their behavioun terms of injury

to self or others, damage to,d@struction of, their environment, or severe social disruption
which affected the quality of life of others. &hwere also identified if their behaviour was
controlled through some feature of their ggsetting which might avoid or reduce such
consequences, for example, strengthenedhdtti extra staffing, additional security or
segregation. This initial Setting Interviganovided a limited amount of information about

the setting and also produced a preliminasy of individuals about whom further
information would be sought. The detailedormation included the type, intensity and
frequency of difficulties displayed, and theanagement techniques employed to contain,

29




prevent or reduce problem behaviour in thétrgg If the information about behaviour did
not confirm the person as a member of thrgefagroup they were eliminated from the
survey. (8% of those initiallglentified were subsequently dropped from the survey). 701
people were identified across the sevenrloisi including nine who were not using
services but were known to fieldwork teams.

Two exercises were undertaken to check thehigtiaof the identification process: one in
Social Service settings, and one in a lomy-dtospital. In both exercises the setting
interview was repeated by a different interviewer with a different member of staff in the
same setting. The two-stage screening proaelsieved satisfactory levels of reliability.
Cohen's Kappa was estimated as .71 in sseraices settings, .62 in hospital settings, both
of which are satisfactory lelgeof agreement (see Qurestial, 1989, for full details).
Kappa measures the degree to which the vbddevel of agreement is an improvement
over that which would be expected by charama] is thus generally considered to be
superior to simple measures of percentage agreement (Cohen, 196@t Blei969).

Defining those showing challenging behaviour

Given the range of information availablern the individual schedules it was obviously
possible to construct a number of definitionfschallenging behaviour. As would be
expected the rate of prevalence varied acogrth the criteria chosen. For example, of
those identified, one in three people in ho$pitare said to at least sometimes require
physical intervention by more than one memlof staff, whilst one in four people
identified in the community were so rated. isThepresents 10% of all people screened in
hospital and 4% of all people screened indbmunity. In contrast, 1% of all people in
community settings and 2.8% of those in hospitade said to have caused serious injury to
themselves or others at some time. Fomtlagority of the analysis a composite definition
of challenging behaviour was adopted whattempted to combine various dimensions,
and was based on factors which were associtechigh rankings by staff in response to
a question about which of the identified indivals were seen by them as most challenging
(it was possible for no-one to be ranked ‘a®st challenging' if staff felt this was
appropriate). Factors associated with sachanking were: injuries to self or others,
frequency of behaviour problems, damageptoperty, placing self in physical danger,
disruptive behaviour and level of contrdquired. The criteria given in Table 2.1
attempted to combine type of behavicamd frequency in ways which require the
behaviours with less serious consequencesctur more frequently before they are
considered challenging.

[Table 2.1 about here]

42% of those initially identified showed behaviour which met these rather broad criteria,
representing about 7% of people with leagndisabilities overall. People with challenging
behaviour formed a higher proportion of the hospital than the community population, with
14% of people who were living in hospitsthowing challenging behaviour according to
this definition, compared with 5% of adu({end 5% of children) living in the community.
Just over half (51%) of all adults in tlysoup were living in hospital and the proportion in

30




hospital rose steadily with increasing ageghyr per cent of those aged between thirty and
thirty four lived in hospital compared witinly two per cent of those aged between fifteen
and nineteen. In general, people agetiveen 15 and 34 were over-represented among
those showing challenging behaviour, with I%being the most prominent age group in
community settings and 25-29 the most praninin hospital. Two thirds of people
identified were male, and men were more likiel be placed in hospital than women, and
less likely to be living in their family home (see Table 2.2).

[Table 2.2 about here]

The children identified were more likely to suf@ame physical disability than the adults.
16% of children could not walk, even with gidempared with 4% of adults. Two thirds
of the children and threequarters of theltsdbad no difficulty walking. Using figures
from the seven Districts it is possible to domst a profile giving the age and location of
people showing challenging behaviour irhgpothetical "average' District, although it
should be made clear that such an [stdid not actually exist among the Districts
studied. This profile (Table 2.3), with dijures corrected to whole numbers, shows 42
people in total identified, of mom 10 would be likely to be using services for children.
Two people would be in funded placements outside the District.

[Table 2.3 about here]

Even within the seven Districts under studgréhis considerable variation around this
average picture. The standardised totahber of people showing challenging behaviour
varied from a low of 31 in the high statuga@amith a growing populan, to a high of 56 in
the two inner city areas. In addition there wassiderable variation in the use of hospital
placement for adults. The proportion of thosntdied who were placed in hospital varied
between 39% and 80%. The latter District aored two large learning disability hospitals.
However, despite these important differences, the greater number of children in the 15--19
age group was almost universal, and theltadalways substantially outnumbered the
children, although it was usually the case that thenhaof adults were in hospital. This
suggests that if, as seems likely, hospital adomsisi more restricted in future, and if the
behaviour problems shown by the older aieiid persist over time, there will be a
substantial proportionate increase the number of young adults who require
community-based services suitable for people who show challenging behaviour.

Staff were asked to indicate the degredeafning disability for each person. This was
categorised as borderline, moderate or sgwafeund, with an instruction that the last
category meant an IQ of less tha. In one in eight instances this was recorded as "not
assessed/cannot say'. Of the remainder WHYe classified as severe/profound, 21%
moderate and 8% borderline. The importapicthe presence of additional disabilities in
relation to service use by people with less sel@arning disabilities is highlighted by the
fact that a majority of the small number obpke in the "borderline' category were said to
have a mental iliness, whereas only 15%doifits with challenging behaviour overall had a
definite diagnosis of mental illness. Thistligure represented 16% of people in hospital
and 12.6% of people in the community. Sudksaf prevalence of mental illness are not
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very different from existing estimates evalence among the whole population of people
with learning disability. For example ddoson (1982) reported a figure of 12.4% for a
general population of people with develartal disability, and Eaton and Menolascino
(1982) found 14.3% of a community-based pojtaof people with learning disability
were also mentally ill. Thus the finding$ the current study do not suggest that people
with psychiatric illness are very subsially over-represented among people with
challenging behaviour. There are, obucse, widely acknowledged difficulties of
diagnosis, but it does seem that the vast majority of people with challenging behaviour are
not suffering from mental illness. Even if weelude cases where staff reported that they
suspected mental illness as a possibleofaghderlying behaviour problems, this only
occurred in 6% of cases where such #skéad not been formally diagnosed by a
psychiatrist. Despite these relatively low lisvef mental illness just over half (52%) of
adults showing challenging behaviour were taking antipsychotic drugs. This compares
with one in four (27%) who were said by staffoe subject to "an agreed written behaviour
modification programme' (no check was made as to the validity of these responses).

The use of different treatments did vary adomy to the different types of challenging
behaviour rated most serious for the paréicuhdividual. As Table 2.4 indicates, drugs
were most frequently reported as used in relation to self-injury, although there is
considerable doubt about their efficacy (Esom, 1992). There was considerable overlap
between different problem areas. For exanpf people who showed self-injury, 70%
also made physical attacks on others.

[Table 2.4 about here]

Among children (defined as those under 18)rtHative prevalence of different treatment
responses is reversed, with 18% said ttakig drugs to control their behaviour and 60%
said to be subject to a behaviour modtfma programme. The dr#ibution of different

types of challenging behaviour is similar taitttior adults except that children are more
likely to be rated as "potentially serious but controlled' across all categories of behaviour,
and noticeably more likely to have attacks on others rated as one of their most serious
areas. (42% had this rating compared with 33% of adults).

CONCLUSIONS

How many people show challenging behavioural$ been argued that senior managers
get an end view of a sociatocess of labelling, about which there will be varying degrees
of agreement among interested parties. cQirse there will undoubtedly be individuals
about whom there is a wide measure of s@agatement that their behaviour is a challenge
to services. However there will also bears about whom knowledge and opinions differ
among different interested parties, amongom may be included both staff and family
members, as well as the person in questiorprdatice, in community-based services it is
usually the case that people acquire the labehlse they are referred to senior managers
as posing particular difficulties. On averyday basis the negotiation of the label
“challenging' is a social process, and althoughahelling of individuals may be decried as
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a possible negative outcome of this proceghjsflabel brings the possibility of additional
resources people are likely to feel the advantages of its use outweigh the
disadvantages.

Imposing some consistency of definition @s@ range of service settings presents many
difficulties. Some of these have been illustrated by considering a tradition of work on
behaviour problems which from the poiof view of providing information about
challenging behaviour, has perhaps sometimes over-emphasised the importance of the
forms of behaviour seen as problematic, atekpense of detailed consideration of their
actual or possible consequences in individustiaimces, or the means required for control.
Work on behaviour problems, whether gehenaspecific, has provided a number of
insights into the question of prevalenced ahronicity, although the range of operational
definitions has set limits on the comparability of studies.

One epidemiological study which has attemptedddress some of these issues has been
described, and results indicate that peogie show challenging behaviour are more likely

to be male, to be over-represented in the age group 15 to 34 and to be unlikely to be
diagnosed as suffering from mental illneggound one in three show physical attacks on
others as one of their most serious mameayg problems but most show more than one
form of challenging behaviour. Increasing age increases the likelihood of placement in
hospital, although the chances of this varyteqsubstantially across Health Districts.
Among adults with challenging behaviour there is a consistently much greater use of
antipsychotic drugs than of behaviour magfion, with a majority of those identified
using the former. The rates of prevalencevaerirom this study suggest that a systematic
approach to the assessment of the numbepe@dle in a given District who may have
special needs in this respect, should not result in uncovering unmanageably high levels of
need, although the socio-economic characterisfithe District and the relative level of

use of hospital as opposed to community isesy will influence the numbers currently
using community-based services. The agelacation profile of this group at this time
underlines the importance of work with young people of school leaving age, if a
commitment to keep people with challengindhdaour out of hospital is to become a
reality.
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Understanding challenging behaviour

Glynis Murphy

A person's challenging behaviour may sometimes seem quite incomprehensible,
particularly when the person has few communication skills and is unable to explain
anything about their own feelings, wisheseapectations. Nevertheless, a considerable
amount is known about the factors which infloe the appearance, frequency and intensity

of challenging behaviours and it is clear tinatnany cases a multiplicity of factors may be
important. In this chapter, biological, operant and ecological factors will be considered and
some tentative models proposed for the undaastg of how such factors might interact.

BIOLOGICAL FACTORS

Severe learning disabilities are largely biologicabrigin. 70% of the people with such
disabilities have identifiable chromosomal ongtic defects, such as Down's Syndrome or
Fragile X, while peri-natal and post-natal bigical factors can be identified for a further
15% of people (Alberman, 1984; Roberts, 1987).

It does not follow, however, that otherffdiulties, which may covary with learning
disabilities, are necessarily biological ingim. A number of well-known epidemiological
studies in the 1960s and early 1970s in Abendand the Isle of Wight in the UK and
elsewhere (e.g., Kuaii, Hawaii) demonstratieat children with learning disabilities were
rated both by their parents and their teachesha®ing more behavioural and psychiatric
difficulties than other children (Ruttet al, 1970; Werner and Smith, 1977; 1980; Birch
et al, 1970; Kolleret al, 1982). It appeared that the likelihood of behavioural difficulties
generally increased as the severity of garing disabilities increased and this correlation
has been replicated numerous times in aetyaiof studies of both children and adults.
There appeared, however, to be little specélationship between the degree of learning
disabilities (and hence presumably the degof brain damage/dysfunction) and the
behaviour shown. It was as though incnegsiegrees of brain dysfunction, which were
presumed to underlie the increasing degreé=aafing disabilities, simply had the effect of
raising the likelihood of a person showing atigturbed or challenging behaviours. It
seemed possible, therefore, that either tivere specific brain-behaviour links which were
masked by the inclusion of all children & geographical area, who had a variety of
different kinds of brain dysfunction or &hthe links between brain dysfunction and
behaviour were indirect (for exampleatithey were of social origin).

Since then, numerous studies have appeard@teobehaviour of children with specific
syndromes or diagnoses, for only some tbm the nature of the brain dysfunction is
relatively well understood. In general, the sty of the links between the behaviour
observed and the medical diagnosis or theoat®ological disturbances known have been
disappointing. A few examples will suffice to demonstrate the findings in this area.
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The most common single cause of severe learning disabilities is Down's Syndrome. This
chromosomal defect accounts for approximatelg-third of all cases of severe learning
disabilities (Alberman, 1984) and yet carefohgditudinal studies of cohorts of children

with Down's Syndrome have failed to identify much in the way of behaviour disturbance
when compared with other children witkarning disabilities (Carr, 1988; Gath and
Gumley, 1987). This may seem surprising in viefathe fact that ateast some of the
biochemical consequences of the extra chromosome 21 are known, e.g., a raised level of
intracellular superoxide dismutase, whichtli®ught to produce an increase in cellular
oxidative processes with a resultant disturbance in neurotransmitters (Clements, 1987).
Later in life, challenging behaviours may appeagpas of the clinical signs of Alzheimer's
Disease (Oliver and Holland, 1986) but thdmhaviours are not specific to Down's
Syndrome. The dementia is probably a ltestithe presence of the gene for familial
Alzheimer's Disease on chromosome 21 (Holland, 1991).

In contrast, Fragile-X, a much more receidigntified genetic disorder which accounts for
probably less than 10% of all cases of sevearning disabilities amongst boys (and fewer
amongst girls) is said to be linked to particiyl&igh rates of attention deficit, hyperkinesis
and “autistic-like' behaviour, such as sterotypies and echolalia (Borgkgralef1990).
The underlying brain dysfunction in Fragite Syndrome is not well understood but the
syndrome is commonly considered to dgood example of how brain dysfunction and
behavioural disturbance may be linked. idt sobering to note, however, that in
Borghgraef's study, hyperkinetic behaviour, ésample, was observed in 29% of those
boys with Fragile X and 16% of a control group of boys matched for social class and
degree of learning disabilities. It could ndherefore, be said that the presumed
neurobiological conditions following fronfragile X are necessary and sufficient
conditions for the appearance of this (or any other) behaviour.

To take another example where the newlolgly is better understood, phenylketonuria is

an inherited condition (occurring in 1 rp&0,000 children in the UK) in which the
conversion of phenylalanine to tyrosine impaired and low phenylalanine diets can
prevent severe learning disabilities (Smith, 1., 1985). There are known disturbances to
neurotransmitter levels and these includduced neurotransmitter amine synthesis when
plasma phenylalanine concentrations dmigh. The behavioural concomitants of
phenylketonuria in a study by the UK register included increased rates of “neurotic'
deviance, even after IQ had been taken into account, amongst children (Steteason
1979) and it has been demonstrated that these were correlated with the children's blood
phenylalanine levels (Smith and Beasley, 1989; Satithl, 1988) and hence presumably
their neurotransmitter levels. The behavioare also shown, however, by children without

the disorder (Stevensaet al, 1979), so that again it is difilt to argue precisely what

form any brain-behaviour link might take.

There are only two known conditions which danbiologically defined and which always
lead to a specific behavioural diffig Lesch-Nyhan Syndrome and Prader-Willi
Syndrome. The former is a very rakelinked inheritable condition (occurring in

approximately 1 in 380,000 births) in whichere is an abnormal gene on the X

38




chromosome, a deficit in a particular enzyme (hypoxanthine guanine
phosphoribosyltransferase or HGRPT enzyme) and resultant spasticity, choreoathetosis and
a variable degree of learning disabilities (Crawdtilal, 1972; Christiest al, 1982). In the
largest sample of people with Lesch-Nyt&ymdrome described, it has been reported that
all of them showed self-injurious behawr, specifically hand-biting, with some also
showing lip biting and other forms of safjury, the behaviour appearing by around two
years of age (Christiet al, 1982). There is no certainty with respect to the manner of the
link between the gene, the enzyme deficit atfdigery but alterations in neurotransmitter
receptors and possible dopamine receptor seipgEtsity have been reported and may be
crucial (Oliver and Head, 1990). It is importéminote, however, that in a total population
survey of people with learning disabilitiedhavself-injured, only 4 out of the 596 people
identified suffered from Lesch-Nyhan Syndrome (Oliseal, 1987). It is thus a sufficient

but by no means a necessary condition for the appearance of self-injurious behaviours.

Prader-Willi Syndrome is also a rarendition (affecting approximately 1 in 14,000
children) associated with learning disabilitiseprt stature and obesity. Abnormalities of
chromosome 15 are common but not invariable and the link between this and the
behavioural phenotype is not understodauring childhood and adulthood, people with
Prader-Willi Syndrome invariably over-eat and thmrents and/or carers frequently have

to resort to locking food away. Researcto itheir eating behaviour has suggested that it
may result from a failure of appetite control or satiety, their continued feelings of hunger
leading to theft of food and gross over-eatmith its concomitant health risks and the
prejudicial social consequences of fgpigrossly overweight (Blundell, 1990; Holland,
1991).

It appears then that these (Lesch Nyhad Brader Willi) are the only two biologically
definable syndromes which appear to constsuficient conditions for the appearance of
particular challenging behaviours. Them® no syndromes known which are necessary
conditions for particular challenging behaviur In other words, for any particular
challenging behaviour there is never a sifmtdogical syndrome which can be defined, as
far as is currently known.

Perhaps we should also ask whetlteere are any known neurobiological or
neurophysiological factors, which might cut@s syndromes, which are necessary and/or
sufficient for the appearance of challengingdgour. For example, do particular known
neurotransmitter disturbances or neurophysiological events always lead to particular
challenging behaviours?

For many years, it has been asserted tthere is a link between epilepsy, a condition
known to be common in learning disabilitiagd challenging behaviours, particularly
aggression. A particular form of epilepsynporal lobe epilepsy, is well-established as
frequently but not invariably assoadtwith aggressive outbursts (Lindsatyal, 1979).
Moreover, there are reports of aggressivébuansts coinciding with ictal activity in the
amygdala and elsewhere and several caspsagle becoming aggressive following cysts
in the amygdala or close by, whose a&ggive behaviour disappeared following
neurosurgery (Fenwick, 1986). Fenwick commghbwever, that ictal aggression is rare
and that by no means all the people witmgeral lobe epilepsy have a history of
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aggressive behaviour. He concludes that gfuiledischarges in particular areas of the
brain should only be seen as ppessible, very rare, cause of aggressive behaviour and
that apparent correlations between aggjo:n and epilepsy in general are probably a
function of other uncontrolled factors in poorly designed studies.

With respect to neurotransmitter disturbances, there are relatively few which have been
unequivocally established as having any dekationship to challenging behaviour. There

IS some evidence that disturbances in teain are linked to aggressive behaviour in
animals but little convincing evidence of thishtiman beings. Moreover, the specificity of

the links in animals are questionable sina®tsain is a neurotransmitter which has also
been implicated in disturbances of sleefingamood and a variety of behaviours (Herbert,

in press).

Perhaps one of the most specific links between neurotransmitters and challenging
behaviour is that between endorphins and self-injury. Endorphins are endogenous opiates
which are released at times of pain amdsst in human beings. They produce analgesic
and probably also euphoric efts and have been shown to be raised in people who
repeatedly cut themselves (Catlal, 1983). Opiate antagonists such as naloxone and
naltrexone, when given to people who self-iajuave the effect of reducing the frequency
and/or intensity of the SIB and it ithought that they may act by blocking the
analgesic/euphoric effects of the endorphins (Oliver and Head, 1990). On their own,
endorphins cannot account for the appearance of self-injury but they may be able to
contribute to explanations of the maintenaatehronic SIB, particularly in combination

with other biological and social factors (Oliver and Head, 1990).

Finally, some consideration needs to beegi to the issue of whether people with
psychiatric disorders as well as learning disabilities have an increased likelihood of
displaying challenging behaviours (see also €hirethis volume) and, if so, why this
might be. The term “psychiatric disorderslinles the so-called "neurotic’ disorders, which
are probably learnt behaviounsdaa variety of other disorders which are almost certainly
biological in origin (such as autism and the psychoses, such as schizophrenia). Some
psychiatrists have argued that people witiol@gically-based) psychiatric disorders are
more likely than other people with learning disabilities to show challenging behaviours in
general. This issue is an extremely coogikd one and the arguments put in favour of a
link between serious psychiatric and behavidisorders are often tautological, since the
“abnormal’ behaviour taken as a sign of a lpsyc disorder, is often also taken as
evidence that those with psychiatric disdtend to show higher rates of "abnormal’
behaviour. This is a particular problewhere people have severe/profound learning
disabilities and are unable to communicate timgier experiences or feelings, since careful
psychiatric diagnosis depends on preciselg. thin such circumstances, psychiatric
diagnoses are at best unreliable and at worst unhelpful labels.

In studies which have employed standard messiarexamine rates of psychiatric disorder
and challenging behaviour in people with variegjrees of learning disabilities there have
been contradictory results, some showingsiderable overlap (Sturmey and Ley, 1990;
Jacobson, 1982) and some little overlap (Fresaf, 1986). There are only a few studies
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which have employed truly “independent’ indicatof psychiatric disorders in severely
disabled people. The best of these, byngVand colleagues, has suggested that social
impairment, as a facet of autism, may d®sociated with an increased likelihood of
challenging behaviours (Wing, 1981).

For people with mild learning disabilities whan communicate their feelings and beliefs it
IS, however, possible to diagnose mental gnaccurately and while this may at times
co-exist with challenging behaviour, theohare not necessarily causally related, though
they may sometimes be (Holland and Murphy, 1990).

In conclusion, it appears that a variety of abads are associated with increased rates of
challenging behaviour. These conditions udel learning disabilities themselves (most
challenging behaviours becoming more common as the degree of disability increases),
epilepsy, Fragile-X and possibly autism antdeotmental illnesses. The neurobiological
basis of many of these conditions is quitkknown and, even where it is beginning to be
understood, the links between the neurobiolagy laehaviour remain obscure. Only two
conditions are clearly sufficient to produparticular forms of challenging behaviour:
Lesch-Nyhan Syndrome and Prader-Willi Syndronhe.these cases, it seems likely that
direct causal pathways may be establishedhe next few years. However, for the
remaining conditions, it appears that sirtbe conditions are neither necessary nor
sufficient for the appearance of challengioghaviours, any links will be multifactorial
and/or indirect.

OPERANT FACTORS

It has been clear for many years that challengihgyeur can be learnt and that this is just
as true for children and adults with learnagtigabilities as it is for those without learning

disabilities. Operant learning theory is pardely important in considerations of how

children and adults with severe learning biii®s acquire challenging behaviours. Social
learning theory is likely to be less impartasince modelling and vicarious learning are
often not part of the repertoires of pemmlith severe and profound learning disabilities
(Clements, 1987).

In principle, challenging behaviours may be édesed to be operant behaviours learnt in
one of two ways: by positive reinforcement (presentation of rewards) or negative
reinforcement (removal of aversive stimuliyluch of the research on operant learning is
based on animal learning and the processumh learning may be described by the
following model, where A stands for antecetdeB for behaviour and C for consequences:

A-B-C

When the consequences (C) of a behaviour are reinforcing, the likelihood of the behaviour
recurring in the presence of the antecedentsn@eases in a way which can be predicted
by the reinforcement schedule (Blackman, 1974; Walker, 1987). If the consequences are
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not reinforcing, the behaviour tends to extinguish. Positive and negative reinforcers are
unequivocally defined by their effect and maypbenary or secondary in nature. Primary
reinforcers are those associated with dgatal needs (e.g., food and drink). Secondary
reinforcers (e.g., wages) are those stimuli wimime to exert reinforcing effects as a result

of their pairing with primary reinforcersWhether social stimuli are primary reinforcers
and whether all primary reinforcers are radatie biological needs are controversial points
(Walker, 1987) but, generally, positive reinfoscean be considered to include rewarding
events, such as social praise, food, drink, reeghtive reinforcers usually remove aversive
stimuli (i.e. those which the person would escap avoid), such as excessively difficult
tasks, noisy or cold environments. Precisely what stimuli act as positive or negative
reinforcers depend on the client themselvesnfany autistic people, for example, social
praise may not be reinforcing and social eftssss may be aversive; for people with a very
profound hearing loss music may not be ratifay but vibration might be; for people
unable to chew food, chocolate biscuits may b@teinforcing but chocolate milkshakes
may be. There is considerable evidence iti@dividual preferences for different positive
reinforcers can be extreme, very specific and quite enduring (Murphy, 1982). The same
may well be true for aversive stimuli (Gaylord-Ross, 1982).

The effectiveness of all reinforcers is degent upon short-term satiation and deprivation
effects. If someone is satidtevith food, for example, it is unlikely to act as a reinforcer
(until some time later). On thaher hand, if someone is deprived of a reinforcer, such as
social attention (e.g., because they are liungn under-staffed environment), then it may
act as a very powerful reinforcer, until such a time as the person is satiated.

Antecedent stimuli may come to set offhbaeiours if those behaviours have been
consistently reinforced in the past, in theesence of the antecetlestimuli. So, for
example, if a particular family member (eiipe father) reinforces a particular behaviour,
but other family members (e.g., mother, sibl)ngs not, then that behaviour will come to
occur in the presence of the fatlout not of the mother andbngs and the father could be
said to be the discriminative stimulus for the behaviour.

In addition, some changes in the environment make certain behaviours more likely to occur
even though these conditions are not discriminative stimuli (i.e. have not been specifically
associated with reinforcers in the pasBor example, the presentation of difficult tasks
may raise the likelihood of an escape responbkether or not such responses have been
reinforced in the past. Such environmental conditions are known as establishing operations
(Michael, 1982; McGill and Toogood, this voluna)d they can include deprivation states.

For many behaviours, there may also rhere general conditions which make the
behaviours more likely to occur and theseraferred to as setting conditions. They differ
from establishing operations in that thegve a broader and less specific effect on
behaviour (Michael, 1982).

The other important aspect of operant learninthas of the schedules of reinforcement.
Reinforcers can be provided after everypogse (continuous reinforcement) or after a
fixed number of responses (fixed ratio scheflud variable number of responses (variable
ratio schedule), a fixed length of time (fixederval schedule) or variable length of time
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(variable interval schedule). The differesthedules have different effects on response
rates. Continuous schedules produce tetesa initial learning though, once established,
behaviours which only receive occasional reicéonent are most resistant to extinction
(the partial reinforcement effect) and this is often a very important factor in the
maintenance of chronic challenging behaviour.

The importance of positive social reirdement in the maintenance of challenging
behaviours amongst people with learning digss has been demonstrated in numerous
studies. Lovaast al. (1965), for example, showed thiitcarers responded to a child's
self-injurious behaviour (SIB) by warm, @&y social responses his SIB increased.
Similarly, Carr and MacDowell (1980) found thadrental comments to their son every
time he scratched his face led to an eéase in scratching. Equally, responding to
aggressive behaviour (slapping) with so@aimments was demonstrated to increase the
frequency of slapping in a young man wi#arning disabilities (Martin and Foxx, 1973).
In both of these last two studies, it was alkown that non-presentation of the presumed
reinforcer (social attention) led to a redantin the self-scratching (Carr and MacDowell,
1980) and in the aggression (Martin and Foxx, 1973) of the clients concerned.

It is more difficult to discover examples people showing challenging behaviours which
have been reinforced by non-social stimulictsias sensory stimuli or tangible events.
However, there are descriptions of children and adults who showed challenging behaviours
which appeared to be reinforced by the simsgroduced or by the provision of drinks or
food, given by adults contingent on thédehaviour (Rincover, 1978; Durand and
Crimmins, 1988; Smith, M.D., 1985).

Evidence also exists that challenging hatiars may be learnt as escape/avoidance
behaviours which are reinforced by the termoratf aversive stimuli, i.e. by a process of
negative reinforcement. For example, Garal. (1976) showed that presenting demands
increased the frequency of self-injuny a young boy and it seemed likely that the
behaviour had been reinforced in the gasthe cessation of demands subsequent to his
self-injury. Similarly, Carr and others hagdemonstrated that other challenging behaviours
also appear in the presence of demands, for example, aggressioret(@hrr1980),
tantrums (Carr and Newsom, 1984) andesiyped behaviour (Durand and Carr, 1983,
guoted in Carr and Durand, 1985b). It waspamsed by Carr and colleagues that these
behaviours had been reinforced in the past by removal of the demands, contingent on the
challenging behaviour. As might be predi;teertain reinforcement schedules produced
characteristic patterns of responding andcpdures which involved the provision of
escape from the demands (e.g., ‘time aeBulted in increased responding (Carr and
Durand, 1985b). Moreover, stimuli which sifed the end or the removal of a task
appeared to act as ‘safety signals' ancevi@lowed by a rapid cessation of responding
(Carr and Durand, 1985b). Reducing the difficattyasks has also been shown to reduce
the challenging behaviour, presumably by reducing the “aversiveness' of the task
(Gaylord-Ross, 1982).

Examples of aversive stimuli other thdemands are less well documented. Presumably,
loud noise, cold, being attacked by othersynradl be aversive stimuli, may act as
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establishing operations for escape behaviours and the escape behaviours may increase if as
a consequence the aversive situation ceases or is removed. InterestinglyetQ@liv@n

press) have demonstrated that for some pexpde social contact appears to be aversive,

sets the occasion for self-injurious behaviaod has in all probability been reinforced in

the past by the consequence of social distancing.

During the 1960s and 1970s, a vast number efreb studies were published, particularly
in journals such as the Journal of Ap@ Behavior Analysis, demonstrating that
challenging behaviours could also be unlearst, that operant principles could be
employed to reduce challenging behaviours by ef@ample, stimulus control, extinction,
differential reinforcement of other appropriate behaviours, time-out from positive
reinforcement and other punishment teghes (Murphy and Oliver, 1987). In the 1980s
there was a growing emphasis on constooeli approaches which aimed to build
competencies rather than to merdiynaate challenging behaviour (Goldiamond, 1974;
Cullen and Partridge, 1981) and on selectimgléiast restrictive alternatives (Rapeffal,
1980; Donnellaret al, 1988).

The increased understanding of the possibles rofevarious social, tangible and sensory
stimuli as reinforcers maintaining challenging behaviours has also led to a renaissance of
interest in functional analysis since it wasatlthat making an incorrect assumption about

the reinforcers maintaining a behaviour cblgdad to unsuccessful treatment (Murphy and
Oliver, 1987). Early on in behavioural treatmesgearch, it was frequently asserted that a
functional analysis was necessary prior to tneait, i.e. that the function of the various
stimuli should be clarified before embends on treatment (Kiernan, 1973; Owens and
Ashcroft, 1982). In practice, though, scant ditenwas paid to such an analysis, apart
from by standard ABC charts (e.g., Murphy, 1987).

More recently, however, a number of possilbhethods of functional analysis have
emerged, including questionnaire measures, afsanalogue conditions and naturalistic
observations. These will be illustrated with refee to self-injurious behaviour, for which
some of the methods were first developed, because of their importance in aiding the
understanding of challenging behaviour.

In 1982, Iwata and colleagues described § wh analysing the function of people's
self-injurious behaviour by observing the effettepeated brief exposure to a standard set
of settings, "analogue conditions', des@yne® mimic conditions which might occur
naturally (Iwataet al, 1982). In the “social disapprdveondition, the children or young
adults, all of whom had severe/profoutearning disabilities, were provided with
self-occupational equipment by an adult whmaaed present and interacted with them
(expressed social disapproval) only if thegptiyed self-injurious behaviour. In the
‘academic demand' condition, the clients were seated at a table with the adult, who asked
them to complete a task which was known to be quite difficult for them. Successful
responding, with or without prompts, was felled by social praise and self-injury was
followed by brief removal of the task. In theone' condition, the client was in the room
alone, without staff or equipment and in thestructured play' condition, the clients were
given self-occupational equipment, self-injuvgs ignored and the adult present reinforced
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appropriate behaviour with social praisghe settings were designed to mimic conditions
in which SIB was attention-maintained (@bcdisapproval condition) or reinforced by
escape from demands (demand condition)reanforced by sensory feedback (alone
condition). The unstructured play condition was a control/comparison setting.

The results demonstrated that, for four @& ttine children, SIB was highest in the Alone
condition, suggesting that their SIB hade tifunction of self-stimulation in barren
conditions. For two children, their SIB whghest in the Demand condition, suggesting

that their SIB had the function of escapingnirdemands. One child showed highest rates

of SIB in the social disapproval conditionyggiesting attention maintained SIB and two
showed similar levels of SIB in all conditis. The implication of the study was that it
allowed a better understanding of the opeffantction of the children's self-injurious
behaviour and hence permitted logical treatment plans to be developed. In contrast, the
application of behavioural treatment plansan absence of any understanding of the
function of the behaviour may well fail (Murphy and Oliver, 1987).

Since then, the use of analogue conditiors eethod of a functional analysis has become
widely accepted, although minor disputes haresen over the precise form of the
conditions, the need for observing collaterdtdaours and the best ways of interpreting
the eventual data (Oliver, 1991a; 1991b; Olefeal, in press).

In addition, some questionnaires or ratingesdbr deriving function have been developed
(Durand and Crimmins, 1988; 1991) and some sophisticated techniques for interpreting
function from naturalistic observations haappeared (Burgess, 1987). The advantages
and disadvantages of these different techsidae determining the function of behaviour
have been described by Oliver (1991a) Brudand and Crimmingl991). The only study

to date to have compared the outcome for a group of clients using all three different
methods has shown poor agreement acmethods (Oliver, 1991b). Methods for
determining the operant function of challendi@dpaviours are thus clearly in their infancy.

Before leaving the issue of the role of operiactors in challenging behaviours, there is
one further recent development which requires explanation. Children's and adults'
challenging behaviours often have an effect on their social world. For example, when a
child with learning disabilities engages in a botihead hitting, the carers or parents who
observe this frequently conclude that s/he is unhappy or uncomfortable or needs something
but is unable to ask because of communicatifitits. They may therefore go over to the
child and offer comfort or food or drink oreth may stop doing a task or action, feeling it is
upsetting the child. Their own behaviour will begatively reinforced if the child then
stops self-injuring (presuming they find his/Isetf-injury aversive). The child and carers

or parents may thus fall into what Olivershigrmed the SIB trap, may be locked into a
system of “control and counter-control' (@liv1991b) and the child's SIB will increase in
frequency just as the parents' action will alstrease in frequency. From the carer's or
parent's view, the child's SIB has actedaa®rm of communicative act or what Bates
(1976) would term a protoimperative qrotodeclarative act, resembling the early
communicative act of crying in a young bafBell and Ainsworth, 1972). The same
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argument holds for other challenging behawsoof course and for adults as well as
children with learning disabilities.

Within a constructional approach, thereforeisipossible to argue that the best way to
tackle such behaviour might be to tedtie client more appropriate communicative
responses (Carr and Durand, 1985b) and CGatrCurand have attempted precisely this
with autistic children showing challengirgehaviour (Carr and Durand, 1985a). They
demonstrated that it was possible to teaalbalerequests to match the function of the
children's challenging behaviour (derived Bgalogue conditions) and that this then
resulted in a reduction of challenging bébars without other interventions being
necessary. The problem of teaching similar werpal responses to less-able children and
adults with severe learning disabilitie;idano demonstrable language is immense.
However, some initial studies of this apach, involving differential reinforcement of
communicative behaviour (DRC) or functional communication training, with non-verbal
adults, have appeared (Durand and Kishi, 1987; Seteel1990).

In summary, operant factors clearly have iemportant role in the maintenance of
challenging behaviour. Recent developmentherfield have shown that operant learning

is sufficient to maintain a variety of dienging behaviours and that functional analysis
may assist carers and parents in undedstg such behaviour (and designing logical
treatment plans). Challenging behaviowan often be seen as early forms of
communication between the individual with leiag disabilities and others and, while this
may not be goal-directed on thart of the client, it may be helpful to view the behaviours

as communicative and to consider the possibility of developing other more appropriate
ways of communicating as a way of reducing the challenging behaviour.

ECOLOGICAL FACTORS

Human ecology is the study of the interactminpeople with their environment or, as
Bronfenbrenner (1979) put it, with respect to development:

"The ecology of human development involvbe scientific study of the progressive,
mutual accommodation between an actyrewing human being and the changing
properties of the immediate settings in which the developing person lives, as this
process is affected by relations between these settings and by the larger contexts in
which the settings are embeddedp.€it.,p. 21)

Bronfenbrenner divided the environment into microsystems ("the pattern of activities, roles
and interpersonal relations experienced &y developing person in a given setting with
particular physical and material characteristiagy.cit., p. 22), mesosystems (the
interrelations between two or more settimygh as school, family and neighbourhood),
exosystems (settings outside the mesosystemt affecting them or being affected by
them) and macrosystems (systems at the #ubaiuor cultural level). He saw the systems

as nested within one another and considemgartant changes within people's lives to be
ecological transitions (from one setting or one role to another).
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The impact of Western thought and culture (ticrosystem) on the lives of people with
learning disabilities is obviously enormous &hd ideas of normalisation or social role
valorisation (Nirje, 1969; Wolfensbergef,980a; 1983) were intended to alter the
macrosystem (see Emerson, Hastings and MciBif, volume). So far they have only
resulted in widespread changes to the osigstems and mesosystems in which people
reside and to their daily activities perhaps bseanf the enthusiasm with which the ideas
have been taught to community-based carére ideas have had relatively little impact on
the attitudes and beliefs of people with no aireontact with individuals with learning
disabilities. Consideration of ecological fat in relation to challenging behaviour will
therefore be restricted to two issues atrtherosystem and mesosystem level with direct
relevance to understanding challenging behaviostty, the effects okarly family life on
the development of such behaviour andosdly, the effects of changes in residential
placement from institution to community home,iethhave been so much a part of recent
experience for people with learning disabilities.

One strand in the argument that ecological factors are of importance in understanding
challenging behaviours comes from research into parenting and family life. A variety of
measures of home life and parenting hagenbdeveloped and it has become clear that
particular aspects of family life predict particular difficulties in the children.

Caldwell and colleagues (Bradley and Caldwell, 1976; Bradley, 1985) for example,
developed a measure called the HOME invgnfbilome Observation for Measurement of
the Environment) which examined six asfs of home life for infants: maternal
responsivity, maternal acceptance, envirortaleorganisation, provision and variety of
toys, maternal involvement with the chilehd variety of daily stimulation. They
demonstrated that the child's ability atrfamd-a-half years was very strongly correlated
with the HOME scores at six months and aietg of other similar results have been
obtained by other researchers using the HOME inventory. Similarly, Nihira and colleagues
have shown that higher levels of ediar@al stimulation on their measure of home
environment predicted intellectual develggrh in children with learning disabilities
(Nihira et al, 1980; 1985).

In contrast, it appears that challenging betiang are predicted by conflict, disorganisation
and discontinuity in the home, at least @ildren without severe learning disabilities.
Richardsonet al. (1985), for example, examined the rates of behaviour disturbance
amongst young adults with and without mild learning disabilities in Aberdeen. They found
that the frequency of behaviour disturbarincreased for both groups as conditions of
upbringing measured over the first 15 yeafslife became more unstable (i.e. when
upbringing was rated as more discontinuouscatdant or disorganised and/or more
characterised by neglect). Nihiedal. (1980) reported similar findings for children with
learning disabilities with increased ratings of disorganisation and conflict at home being
linked to increased challenging behaviouilevhVerner and Smith (1980) found much the
same in their Kuaii study, with poor neatal emotional support and understanding
predicting less improvement in behavioural difficulties during adolescence.
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Many of these studies have been undertaken with large geographical samples of children,
some of whom have developed learning lilgges while most have not and some of
whom have shown challenging behaviours whilest have not. It seems clear from the
studies that poverty alone does not leacc&oring disabilities or challenging behaviours.
Rather it requires poor intellectual/educational stimulation to produce mild learning
disabilities and disorganised, conflictual and unresponsive parenting to produce
challenging behaviours. Where all of thesarahteristics apply within a family then both
mild learning disabilities and challenging belwavs are likely in the children. However,

this is not necessarily true for severe maay disabilities which are of largely biological
origin. It may be that the same featwmirof family life tend to produce challenging
behaviour in children with severe learningabilities as with mild learning disabilities but

as yet there are no research studies which bear directly on this issue.

The birth of a child who is likely to develdgarning disabilities (for example, a child with
Down's Syndrome) also has an effecttba family, with many parents going through
stages of shock, denial and adaptation (Q£85). Later on, families may cope with the
task of bringing up a child with added diffities extremely well but there is undoubtedly

an extra burden of care-giving (estimateame study as an average of seven hours care a
day) and an increased restriction particularlyhe lives of the mothers who are often less
able than other mothers to obtain paidrk outside the home (Carr, 1985, 1988). The
intellectual ability of the child does not appear to be an important factor in family
adaptation but the presence of challenging bebawiin the child, social isolation in the
parents and family adversity in general (e.g., being a single parent, having unsuitable
housing, having health problems in other familgmbers) all make it more likely that the
mother in the family will feel highly stress¢Quine and Pahl, 1985). This in turn makes
depression (in the mothers) and alterations in mother--child interactions more likely, which
may further exacerbate any challenging behasiaurthe child. The effects of the child
with learning disabilities on the family and o&tfamily on the child are thus bi-directional
and complex (Crniet al, 1983; Nihiraet al, 1985).

People who show challenging behaviour are kmaéavbe most at risk of admission and
re-admission to hospital and they are usually the last to be discharged€Saitter980).
Hospital environments are characterised Istitution-oriented practices, relatively low
staffing levels and poor environmental standards (€irg), 1971; Raynest al, 1979) as
well as low levels of staff--client engagement (Feltal, 1986). Moreover, they tend to
provide “closed' environments, with clientselg visiting parts of the general community
and tending to have few visitors from outside.

In the 1960s and 1970s, institutions were heavily criticised by both sociologists (e.g.,
Goffman, 1961) and by psycholstg (e.g., Tizard, 1974), for a number of these features.
The subsequent advent of the normalisatiowvement, "the use of culturally valued means

in order to enable people to live culturalkalued lives' (Nirje, 1969; Wolfensberger,
1980a), caused people increasingly to question the appropriateness of institutional life for
those who engaged in challenging behavio@ertainly, it seemed unlikely that those
remaining housed within institutions would asle any of O'Brien's five objectives of
choice, competence, community presence, participation and respect (O'Brien, 1987).
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Moreover, they could not adopt valued soc@es within institutions, something which
Wolfensberger (1983) considered was the most important goal for people with disabilities.

The ideas of normalisation/social role valorisation certainly have some importance in the
understanding of challenging behaviour. It is a common observation that people with a
long history of such behavioare often disliked within a service and treated with less
respect than other clients. This may wellve effects on their self-esteem and on the
appearance of challenging behaviour. It seenfigely, however, even if they had valued
social roles, that the challenging behaviours (e.g., physical or sexual assaults) of some
people would ever become valued in themselves (cf., Wolfensberger, 1980Db).

A growing number of research projects in the and elsewhere have examined the effects

of deinstitutionalization on people's quality of lisijlls and behaviour. It is agreed that, in
general, moves into the community are accompanied by improvements in the direction of
normalisation in the physical environmeahd increases in community presence for
residents, except when the new residential placement is simply a small hospital-type unit
(Shah and Holmes, 1987). Some evidence exists of increases in adaptive skills though this
is certainly not invariable (Allen, 1989). Itsal appears that major increases in people's
engagement in constructive activities are posdioit not inevitable when they move from
institutions to community homes (Felee al, 1986; Allen, 1989; Mansell and Beasley,
1990; McGill, Emerson and Mansell, this wole). Certainly, neither increases in
engagement nor adaptive behaviours will resuitply from increases in staffing levels
(Landesman-Dwyer, 1981) and both Landesraad others have argued that there is
enormous variation in community placementshhwithin them, for different residents and
between them (Landesman and Buigdaf 1987). The implications of
deinstitutionalization and normalisati®®V for the understanding of challenging
behaviour are multiple and complex. Firstlyisitclear that high engagement levels and
skill development are almost never possible in hospital environments for people with
severe learning disabilities, so that it hadbéoconcluded that institutions are unlikely to
reduce challenging behaviours because ofeas®d adaptive behaviours. On the other
hand, challenging behaviours may reduce immaonity settings as adaptive behaviours
and engagement levels increase (e.g., Bratfamaston, 1988) but this is not inevitable (as
might indeed be predicted from an understagdif the operant faots involved). People
whose challenging behaviours have the fmctf avoiding/escaping from demands, for
example, would be expected to showierease in challenging behaviours if demands
increase, as is likely in a communigetting, whereas those who behaviours have
self-stimulatory functions might be expectedshow decreases in challenging behaviours
(for related discussions, see Felce, LowedméPaiva; McGill, Emerson and Mansell, this
volume).

Secondly, it has to be said, that although Walbenger asserts that deviant behaviour is
the result of social devaluation, this may badawological position rather than a scientific
one, since there is little evidence to datde@monstrate that simply providing people with
more valued social roles necessarily reduces their challenging behaviour.
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TOWARDS AN INTEGRATED VIEW

In the understanding of challenging behavidbere is a tendency towards polarisation
which works against real understanding. Wodfberger, (1980a, p.12), for example, views
the medical model and therefore presuméidybiological model as not only unhelpful but
as definitely harmful, because of its dewaduand segregating effects. Equally, Throne
(1975), Mesibov (1990) and others have dséd normalisation for being simplistic,
idealistic and unrealistic. Meanwhile, those whlbexe to models of learning theory are at
times rejecting of biological models and vice versa.

It has been argued here that biologicattérs may contribute to the appearance of
challenging behaviours in people with l@ag disabilities but, although they may be

occasionally seen as sufficient (for exampiel.esch-Nyhan and Prader Willi Syndrome)

they are never necessarily present for pagicchallenging behaviours. Equally, it was

argued that operant learning could be ghde be a sufficient cause for challenging

behaviours but was not invariably a necesdagjor. It appeared too that ecological

factors might be important in understarglichallenging behaviours although again they
were not necessarily always present. Theré¢hare three sets of factors, all of which may
be important and the difficulty is to see how to develop an integrated view.

Firstly, it has to be recognised that the diffénagews about the genesis and maintenance of
challenging behaviours are not incompatible.er€hare, for example, demonstrations of
effective operant/behavioural treatments fag tlduction of self-injurious behaviour in
people with Lesch-Nyhan Syndrome (ButidaLa Vecchio, 1978). Equally, it has been
argued that behavioural views are by no meacsmpatible with those of normalisation
(Emerson and McGill, 1989; Kiernan, 199Indathere are a number of examples of
services where the ecological and the operants have been integrated (Emerson, 1990;
McGill, Emerson and Mansell, this volume).

Secondly, although it would be possible to viewtain characteristics as predispositions or
‘risk factors' (e.g., organic factors), this wbylrobably lead to an over-simplification in

that it might imply that those factors operated first and then other factors followed. While
this may be the case at times, it is much more likely that the interactions between the
factors are dynamic rather than static, sat tine interactions between factors may be
bidirectional, continuous and progressive.

Figure 3.1 illustrates the way in which the varidastors might interact for a child with
epilepsy while Figures 3.2 and 3.3 show how fietors might interact for a child with
Prader-Willi Syndrome.

[Figure 3.1 about here]

[Figure 3.2 about here]

[Figure 3.3 about here]
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The examples are based on clinical casesMiunot, of course, be true for all children
with epilepsy or Prader-Willi Syndrome. Thesficase is intended to illustrate a situation
in which organic factors play a relatively dimaitial role in the eventual appearance of
challenging behaviour (aggression), the magmtdrs being the parental expectations, set
up within the micro- and mesosystems by ataken GP, and the operant learning which
followed. The second example shows howgaoic factors can have a more enduring
relevance to the appearance of challenging\wetia which in this case involved tantrums
and family arguments over food and stealinfpofl outside the home. Social factors were
important at a micro-, meso-, exo- and magstem level and operant learning was also an
intricate part of the difficulties.

Similar models can be found for other chadjmg behaviours in Oliver and Head (1990),
Clare et al. (in press), Murphy (in press), togethwith discussions of intervention
effectiveness.

In the first example, an apparently healtdaby boy led to no worries until, at the age of
two-and-a-half years, the child began to hapéeptic seizures sometimes in the day and
sometimes at night. This was associateith & loss of the child's early language and
caused immense parental anxiety. The GP exgaldo the parents that most seizures could
be controlled by anti-convulsants but that ttteld was likely to have an “epileptic
personality’ (the latter being a myth). The GP said to the parents that this meant the boy
would be more irritable than most childrand liable to temper outbursts and aggression
later on. He referred the family to a paedt&n who arranged an EEG, confirmed that the
seizures were epileptic and the boy stadgedanti-convulsant therapy. Due to the long
waiting time in the hospital, the need forllBG and the consultant paediatrician's lengthy
list, the appointment was brief and the patedian omitted to dispel any myths which the
parents held about epilepsy.

The loss of language was frustrating and stné$sf the parents (and to the boy). They
tried to anticipate their son's needs ancktt to any sounds he made by trying to find him
what he wanted. Angry noisesnply made the parents try harder to guess "what he really
means' and to pacify the boy. The boy learat thost of his needs could be met without

the use of language. When he requested a fifth biscuit one day just before lunch and his
mother refused he hit her and she gave hinbig®iit "because it must be so frustrating for

him, he doesn't understand. The boy's a&ggre behaviour was thus reinforced and
became more likely to recur. The parents s as simply the ftiiment of the GP's
prophecy.

Meanwhile, their worry that he might have fsnight that would go undetected led them

to allowing him into their bed at nightHowever, the boy was a light sleeper and the
outcome was exhausted parents with a norteatisex life. Without good social support,

the most probable outcome was a depressdbema stressed and disenchanted father,
who may leave the family, and an increasingly aggressive little boy. The need for a
community-based support team to providehavioural advice, speech therapy and a
nursery place at least is clear. In the absesf such an intervention, it seems likely that
the boy will eventually start school but be excliéds an aggressive boy and be at risk of
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ending up in an institution, when his parents can no longer cope.

In the second example of a child with ReatlVilli Syndrome, parental worry and anxiety
began with the birth of a baby girl who wasable to suck well but appeared otherwise
healthy. The parents consulted the midwife aed the health visitor. They were advised

to give up breast feeding and try bottle fegdiusing teats with enlarged holes. As the
baby still had trouble sucking, the family consulted the GP who diagnosed possible failure
to thrive and referred the family to the locakgiatrician. This did not lead immediately to
diagnosis (since Prader Willi Syndrome is difli to diagnose) and, as the parents were
still anxious about the child, a lack of clear diagnosis (and hence no clear prognosis) simply
increased their anxiety. Even when agdiasis was made, the gloomy prognosis led to
some reduction in parental anxiety but to feeliogshronic sorrow. Ithis were combined

with poor social support (e.g., a lack of coafits) and/or the presence of other children
under five years and/or other social risktors (poverty, poor housing, unemployment)
then depression in the parents would be lik&lyith better social support from friends or
relatives or from a parent support groupcommunity support team, parental depression
may be averted. The support team may help the family to work with the child to help
him/her learn cognitive, social and skélp skills (e.g., by enrolment on a Portage
programme). This may reduce the probable developmental delay, which would otherwise
be likely to increase parental anxieties about their child's future.

Later on, as the increased appetite led the thiéht more, the parents became worried by
the child's weight increase and tried to restrict the child's food intake, first by suggestion
and then by locking cupboards and refrigeratdrise child reacted with tantrums because
she was presumably feeling a real hungéhnis distressed the parents who occasionally
gave in on the basis that the child seemedlly hungry. This reinforced the tantrums and
eventually the resultant increase in the frequerichis and other related behaviours, such

as stealing food while at school/out in the camity, led to such levels of parental stress
and depression (e.g., after police involvemera) the child was admitted to an institution

for a period. Strict control of food intake héee to weight loss, while the absence of the
child at home allowed some parentaloesry, though the child was unhappy away from
home. The child was then discharged homeHhmitycle was likely to begin again, unless

an intervention was made available from e@alocsupport team. Increasingly, as the child
became a teenager and eventually an adult, she was treated as "abnormal’ by others and
socially rejected particularly by people wdial not know her, because she was very short
and over-weight. She developed a desirddoslimmer and to look “normal' but her
appetite made this very difficult. Thigombined with a probable social isolation,
particularly when she leaves school, may bet also at risk of becoming depressed,
though continued assistance from a local support team may be able to avert this.

SUMMARY

Biological, operant and ecological factors the development and maintenance of
challenging behaviours are all of importance. Specific syndromes are sometimes sufficient
to produce particular challenging behavioows there are no known behaviours which are
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invariably linked to biological conditions. @bgical or organic factors can therefore be
seen as sometimes sufficient but not asessary for the appearance of challenging
behaviour. Very often, even when biologidattors can be identified, they may be
difficult to ameliorate.

Operant factors have also been demonstraiebe sufficient to produce and maintain
challenging behaviours. Both positive andjateve reinforcement are important and an
understanding of establishing operationsscdiminative stimuli and schedules of
reinforcement are essential to elucidgthow challenging behaviours may develop and
how they may be eliminated. Recent empghasi determining the function of a person's
behaviour and on constructional solutions has improved the likelihood of efficacy in
behavioural assessment and intervention with challenging behaviours.

Finally, ecological views of learning disabilities dasseen as relevant to the development
of challenging behaviour at the micro-, meso-, exo- and macrosystem levels. Two
important areas of ecological influence, early family life and later residential setting are
reviewed with respect to their probable influence on challenging behaviours.

For those working with children or adultstevchallenging behaviours, the most difficult
task may be to develop an integrated vig\wow biological, operant and ecological factors
interact. Two case examples are given whicltilaie how such integrated models may be
developed for individuals to provide startipgints for the understanding of their needs and
the planned amelioration of their challenging behaviour.
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Conceptualising service provision

Jim Mansell, Peter McGill and Eric Emerson

The rapid growth of staffed housing as a replacement for institutional care in hospitals and
hostels has offered many people with seeagning disabilities a better life in the
community: nearer to family members better accommodation, with more staff and more
individualised care. But the opportunitiegated by the staffed housing model are often
only beginning to be realised. Some peoesgecially those with challenging behaviour,
have exchanged long hours of boredom and isolati hospital for moref the same in the
community.

Whereas American studies have more or less consistently reported overall improvements,
British experience is more mixed. Americeesearch has focused mainly on gains in
adaptive behaviour, measured by asking staff to complete a rating scaledhahirg974;
Conroy and Bradley 1985) before and aftesetbement. Significant gains have been
found in a number of studies (see reviews of the deinstitutionalization literature by Haney
(1988) and Allen (1989)) and these, togethgth improvements in user and family
satisfaction and other aspects of service delivery, have led some authors to conclude that
the debate over residential care optionsn@v settled conclusively in favour of
housing-based community services (Conrog &einstein 1990). British studies have
made less use of measures of skill acquisition (e.g., Eelde 1986b; Lowe and de Paiva,
1990), though even here results are mixeith one study showing no improvement
(Beswick, 1992). They have favoured obseoratl measures of client involvement in
meaningful activity (Durward and Whatmore 1976; Repp and Felce 1990; Betisley
1989). Despite some very good results frommalestration projects in Britain (Mansel

al., 1984; Felcest al, 1986a; Felce and Repp 1992; Mansell and Beasley, in press; McGilll,
Emerson and Mansell, this volume), second-generation projects have reported mixed
results. Rawlings (1985a, 1985b) reported higheels of engagement in meaningful
activity in three residential homes thantlmee hospital wards, and Hewson and Walker
(1992) found levels comparable with the first generation projects in a post-test only study.
But other studies report no significant change;amparable levels to hospital care (Bratt
and Johnston 1988; Joyce, 1988; Evetnal, 1985; Hughes and Mansell, 1990). Even in

the demonstration projects, good results magiffieult to sustain (Mansell and Beasley,

in press).

Although most other aspects of service quative been found to be better in staffed
housing, the persistence of low levels of s&rwser involvement in meaningful activity

and low levels of staff--client interaction Bome services represents a failure to fully
realise the opportunities created by the abandonment of institutions.

There is not yet much data about day seryioaswhat little there is suggests that similar
problems of the quality of service offered to users arise (Pettipher and Mansell, in press)
and that similar approaches can be used to explore the relationship between service
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organisation and client experience (Dakfieand Matthews, 1980; 1981). The radical
alternative to traditional day centres is supported employment, where there is good
evidence from demonstration projects of the feasibility of the model, aspects of
organisation and the outcomes achieved for service users (Bedtaaly 1979; 1988;
Rusch, 1986); but similar issues may arisith widespread replication of the
demonstration projects.

As pointed out elsewhere in this volume, problems in the quality of residential and day
services are likely to differentially affectqqae with challenging behaviour; they are more

likely to be "unpopular patients’, to be at risk of neglect and abuse, and to have less chance
of securing, and most chance of losing, plaaeinin the community. The interpretation
placed on challenging behaviour here (see &iserson, Felce, McGill and Mansell, this
volume) is that it is the product of a rangeiraividual and environmental factors. In a
sense, therefore, challenging behaviour represents a special vulnerability to weaknesses of,
or problems in, the management of the care environment.

The nature of the problems imply that it is sy in which staff work with service users,
rather than the way staffed housing is gpf that is responsible. Better family and
community contact probably reflects the looatiof new services rather than any great
sophistication in staff performance and, sinylagreater individualisation is likely to be
mainly a product of small group size. Whetlservice users, especially those with
additional problems of communication or challenging behaviour, are enabled to take part in
a wide range of interesting household aodmunity activities depends not only on the
physical resources of the setting but crucialty the quality of face-to-face interaction
between service users and staff (McCord, 1982; Rice and Rosen, 1991).

Yet it is in precisely this area that management is typically weakest. The prevailing
approach is usually one that identifies ttaging task as essentially unskilled (see for
example paragraph 35 of the 1988 Griffiths Report), that emphasises training in philosophy
and principles rather than working practi¢es., see Hughes and Mansell, 1990), and that
sets up services in a flurry of excitemanid interest before moving on to new projects,
leaving the staff and service users to maker thutuire as best they can. In residential
services, perhaps this is because managers simplistically conceptualise the environment as
a family, which the (overwhelmingly female) viéorce is expected to make work; perhaps

it also reflects the lack of a clear alternatmodel (or, in the jargon of normalisation, a
“culturally valued analogue’) for a group diudis living together collectively, with support

from a team of staff (a point made owwenty years ago by Townsend (1973) when
discussing the lack of clarity about the then-favoured hostel model).

Work is therefore needed to think throutite model of community-based services, to
clarify how staff should work together to méle¢ needs of the people they serve and what
kinds of organisation they should adopt to do $his needs to be done partly at the level
of the placement (the staffed house or flat, tegr course), but it is also required at the
level of the service system, to integrate fhacement within the wider network of other
services and the rest of the service-providing organisation.
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The first part of this chapter addressesaifganisation of the care environment, arguing for
a model which conceptualises the placement as a production system, in which the product
Is the quality of lifestyle experienced by theqmn(s) served. This is a theme taken up in
Chapter 10. The second part of the chapigdresses the relationship between the
placement and the culture of the service anmndications for the maintenance of quality
over time, arguing for an integration of pagative management approaches with clearer
direction and leadership (see also Emersomstiftgs and McGill, this volume). Finally,
the chapter addresses the organisationeké#ivice system, arguing that some problems
experienced in individual settings are the prodefcdeficiencies elsewhere in services
which need to be attended to at service sy&erl. This is also taken up again later, in
Chapter 11. The argument in this chapteuges mainly on staffed housing, reflecting the
greater experience with this kind of servigeBritain than with supported employment or
integrated education. Nevertheless many efissues discussed will also apply to other
care environments.

THE ORGANISATION OF THE CARE ENVIRONMENT

The body of knowledge about how care environments for people with learning disabilities
work is derived largely from studies of institutions and their alternatives.

The general picture emerging from studies sfiiations in the nineteen-sixties was of very
inflexible environments, in which there wasuaily very little for residents to do -- at once

a fixed, but empty, life. AMorris (1969) described it in her study of learning disability
hospitals in England and Wales:

"Without any shadow of doubt, and with theepgtion of the exclusively high grade wards
and hostel patients, the great majority spent their day sitting, interspersed with
eating. Only in very few wards...didie find nurses helping patients with
individual or grougdeisure activities; nurses were usually cleaning either the wards
or the patients, helping to prepare msealutting or washing hair, dressing or
undressing patients or feeding them. Whieey were not so occupied nurses
tended to sit or stand around talking to each other rather than to the patients.'
(op.cit.,p. 169)

In services, the first advance on thisswtine introduction of individual habilitation
planning: a structure which specified for egugrson the therapeutic work they needed,
together with a plan for its delivery. Britain, individual programme planning and its
variants have become an important pasetwice provision, but it is in the United States,
where such plans are often legally requiredexfdrceable, that they have had the greatest
impact on the organisation of group care environments.

The point of interest herss that the effect oindividualised prescription has been to
neglect the group dimension. So, for exangtaff in the group care environment
distinguish clearly between someone being ‘ogmm’, when they are participating in an
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activity specified in their individual plan, anout of program’, when they are not. A major
goal then becomes increasing the proportion of time that the person spends “in program'.

However desirable entirely individual serviceghtibe, they are not likely to be feasible

for most people because of the cost of thef belp needed. So for this reason the group
dimension is important. But even more impottthan this is the recognition that large
parts of life and work are conducted in groupgn if not in groups defined entirely as
disabled. Those who organise the workplace, the neighbourhood or the school are
organising for people collectively and antiesly individualised approach would be
inadequate.

In services, Hart and Rislefq76) first pointed this out in their work in infant day care
centres. They argued that the programmatic elements of care actually took up a relatively
small part of the day and that the servisers could spend large amounts of time waiting

for their turn within activities and waiting beden activities. In a series of studies (e.g.,
Doke and Risley, 1972; LeLaurin and Risley, 1972; Quilitch and Risley, 1973; Twatdosz

al.,, 1974) Risley and his colleagues shovinedv the group care environment could be
reorganised to reduce waiting time and incredisat participation by changing aspects of
staff deployment and performance. This work was introduced to services in Britain mainly
by Kushlick (1974, 1975, 1976) and by Porterfietdal. (1980), whose replication of the
‘room manager' procedure in a day care special unit led to a number of further studies
(Porterfield and Blunden, 1979; MdBn and Weightman, 1980; Mansel al, 1982;

Crisp and Sturmey, 1984; 1988). In learning ldigg, a further rationale for this kind of
approach is that a major goal of servidesutd be enhanced competence rather than just
enhanced skills: that engaging constructiveih wther people and the materials and tasks

of everyday life is more important than just amassing skills, which might in any case be lost
if not used (Mansekt al, 1987, pp. 197--200).

These studies involve conceptualising the key dependent variable as the level of
engagement or participation throughout the day, rather than more narrowly as skKill
acquisition. The development of the idelanormalisation has provided a framework
within which this essentially behavioural perspective can be located, so that Bellamy and
his colleagues, for example, offer a defonitiof lifestyle as the key outcome by which
services should be judged, in which they incltideextent of participation in activity in the

care environment and the community, as welbder issues like the individuals' social
network or the extent to which they control their lives (Bellatngl, 1986).

This broader perspective on the outcomesddwre environment should achieve has been
matched by considering a wider range of indelgat variables. These have included the
environmental context (small community-based settings rather than institutions); the
physical organisation of the environmeamd the numbers of people together; the
deployment of staff; their interaction withrgee users and the kind of activities in which
client participation is sought.

In contrast with the kind of servicesudied by Morris in the mid nineteen-sixties,
therefore, the model services of the nineteighties have been characterised by attempts
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to construct a set of staff procedures \Whicake most use of the opportunities presented
by the socially and materially enrichemhvironments provided by supported housing,
employment and education services. In the dridtes, this approach is best represented
by the work of Bellamy, Horner, Wilcox andeih colleagues in the Specialised Training
Program at the University of Oregon. Usendpehaviour analytic approach, Bellamy and
his colleagues developed a model sheltaredkshop for people with severe and profound
learning disabilities which involved detailedepcriptions for how staff should organise
work so that individuals could do it produealy, as well as for running the workshop as a
small business, later extending the technotogyupported employment in individual jobs
(Bellamy et al, 1979; Bellamyet al, 1988). Wilcox and Bellamy (1982) took a similar
approach to designing integrated high-school programs and in residential care, étewton
al. (1988) and Horner and O'Neill (1992) halereloped model staffed housing programs,
the latter focusing particularly on people with challenging behaviour.

In Britain, a similar approach was taken by Manselal. (1987) in Andover, and more
recently in the Special Development Team gebjsee McGill, Emerson and Mansell, this
volume).

The metaphor in all these projects is tthet house or work or school placement can be
thought of as a production system -- asrallof machine (Figure 4.1). The product the
service ‘makes' is the lifestydxperienced by the service user, and the task of the innovator
is to construct a service which can deliver this outcome. The assumption is that poor
quality care environments, once adequately resourced, do not have mechanisms for
working effectively with service users.The focus is therefore initially on inventing
organisational arrangements and procedures (like the room manager procedure or
opportunity planning) which effectively enable service users to make use of the
opportunities provided by the service looatiand setting (see also McGill and Toogood,
this volume). Once more than a few suatarsgements are worked out, they have to be
effectively coordinated, which means not onlyking them consistent one with another (so
that for example the priorities staff attendiriancidental teaching are those identified in
the individual programme plan) but also lbaiag the work involved in keeping all the
elements working (for example not spending so much resource on individual programme
planning that there is no time left for organised activities at the group level).

[Figure 4.1 about here]

The strength of this approach is evidé@mtthe results achieved by the demonstration
projects concerned. No other projects repbitethe literature have achieved such good
results. But viewing the service as a niaehfor the production of lifestyle has also
brought disadvantages. First, it is not easidéntify the best procedures or methods of
working, because the variability of resulishieved by the same methods exceeds the
variability between methods. There is therefore ample scope for investing effort in
procedures which have less than optimfé@otiveness. Felce (1989) has argued that
applied researchers should not be distraftech the task of building and replicating
effective services by the need to unravelititividual effects of particular components of
services (because this would be difficult and time-consuming), but even accepting this
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there are likely to be problems where pohges are too cumbersome to be used in
practice.

The second disadvantage of the machine metaplewen more important. The implicit
assumption in much intervention researck haen that poor-quality environments exist
because of lack of resources, knowledge skills; that in a sense they are empty, and
therefore ready and waiting for innovation. @&wsyone involved in intervention soon finds
out, the way services are organised is raaglyidental; it is usually the product of quite
clearly identifiable demands in the wider eomiment. The way a service works before
intervention is therefore functional for meone, and intervention therefore produces
resistance to change, together with problems of poor maintenance and generalisation.

Conceptualising the care environment as alpction system is important, but it is not
enough. It is important because managers teeddtermine the kinds of staff performance

that produce the outcomes desired by servieesuand their advocates and the kinds of
management that support good work by staff, rather than to rely on accident or attitudes to
produce the results. It is not enough becaoseducing these ways of working will
require displacing other ways of workingiatnalready have roots in the situation.
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THE CULTURE OF THE SERVICE

The common experience is that good new senacedragile and rarely survive. As the
innovators move on, the service becomes modenaore fragile to external pressures and
either reverts gradually to the same level ofggenance as other local services or collapses
completely.

This problem has spawned a large literatadelressing the ways in which improved
performance can be maintained after thi#iainintervention. At first, the dominant
approach was to replace the control esexdiby the innovator in the beginning with
control exercised by managers. Thus, tienee been many studies involving supervision
of staff performance and employing many teghes with which supervisors could attempt
to reward good performance (see for example Biedd, 1989).

There has been a growing dissatisfaction wikhdpproach. In particular, the introduction

of monitoring by supervisory staff may ohzertently teach staff to respond more to
management than to the needs of the individeable they serve. It is already clear that
client behaviour (or needs) exert relatively little influence on how staff implement
individual programmes (Woods and Cullen, 198Blilding supervision hierarchies may

not help make staff more responsive to cliefitsr example, in a study designed to teach a
group of hospital staff to run an “activityrfwel' for one hour each week day with a small
group of young people with severe and profound learning disabilities, Coles and Blunden
(1981) implemented a "“monitoring hierarchy'keep the intervention running (this was
needed even though the intervention produceddstrable benefits to clients). The nurse
responsible for running the activity period madeeekly report to their line manager. The
line manager made a weekly report to thee Imanager (one of the hospital management
team) and, in addition, made a fortnightlyeck on what the nurse was actually doing in
the activity period. The hospital manager made a monthly report to the hospital
management team. Although successful (inrgettie one-hour activity period to run) this
seems an extraordinary amount of effeeded to get staff to provide the young people
they care for with some toys and attentiond @ implies that staff at each level were
required to respond more to those in the leglve them than to the needs of the people
served or the staff who cared for them.

Staff are also likely to associate closer manaayg attention with punishment, so that they
begin to conceal the problems they face anshtrpen up on the issues they believe are
attended to even if they are less importntelevant. For example, Bible and Sneed
(1976) covertly observed staff work with elis in a learning disability hospital during a
visit by an accreditation team. They foun@%6% increase in the amount of time staff
worked with the people served during the visith an immediate reversal to the original
level once the accreditation team had goRepp and Barton (1980) compared licensed
and unlicensed residential facilities for people with learning disabilities, and concluded that

"The data show that there is little diffece and this result has two implicationthat
various standards and guidelines may notdedting at the heart of the matter
when...based on building constructionsn objectives written in (individual
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educational plans) and on many other areashe exclusion of direct observation;
and that a unit or facility may be licers@ven when it is not providing active
habilitation." (op.cit.,p. 339)

One response to this problem has been “positive monitoring’, in which management
attention is made contingent on achievenmatiter than non-achievement of good practice
(Risley and Favell, 1979). In practice, thetadies do not demonstrate that management
attention is actually reinforcing, and (in Britast least) are likely to conflict with the
individual experience of staff in every other area of their life, so that staff remain sceptical
and continue to act defensively.

In commerce and industry these problems have led to interest in greater attempts to obtain
worker commitment to the production procassng methods of devolved goal-setting and
management, exemplified by the idea of tpeality circle' (Mohr and Mohr, 1983). These
approaches have been adopted in servicegpeople with learning disabilities. For
example, Burgicet al, (1983) described a project in whithe staff team were enabled to

set their own goals, agree on measures to achieve them, check their own performance and
give each other feedback. Another examgéscribed by Boles and Bible (1978), used a
checklist of goals (called the “student segvindex’) and involved giving staff immediate
feedback on their performance. As thaniseon the index were achieved, the list was
revised to include more ambitious goals. TExample illustrates how the goals set early in

the project may be very modest, but thajpasple experience the success of achieving
these goals they can set more and more abitiargets for their own performance. In

this way, the problem that unrealistic goalcamage staff to conceal real levels of
performance may be overcome.

These examples also indicate the importance of management practice consistent with
promoting quality. If staff are encouragedstt goals for improving their service, it is
important that managers respond to these decisidhat they reinforce the acts of raising
issues, discussing them, setting goals and sdfagvery time staff identify an issue they

want to do something about they are met \pitevarication or discouragement or refusal
they will learn that it is notvorth their while to bother. The kind of support needed will
include giving staff money, resources, skifterough training) and expertise (through
access to advice), and making this contingenthe success of previous attempts rather
than on their failure.

There are however some potential problems thith participative management approach
where it is developed not so much in #@rit of "we, the managers will support you
moving in the directions we and you appr@febut of "who knows what is supposed to
happen in these services -- so you can decig@anown'. Where staff are left to manage
themselves they may become isolated and inward-looking and their norms and values may
drift away from those of the wider community. As Handy (1985) says

"The overall risk with autonomous work groupsthat they will come to set nhorms and
objectives that do not match those tbe organisation...although the reported
studies always describe studies wh#rere is a synchronization of group and
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organisation goals, there is clearly possibility that the groups might
misappropriate the trust and relaxation of contrab.djt, pp. 333--4)

Services for people with learning disabilities have already experienced this phenomenon in
the back wards of the large hospitals (Jartes, 1975). Exactly the same problem could

arise in the scattered staff teams suppgrfpeople with severe and profound learning
disabilities in staffed housing, where young, Idgacally committed staff challenge what

they see as the ill thought out policies of managers (e.g., see Mansell and Beasley, 1989) or
where staff are simply cut adrift from m@gement (see for example the discussion in
Orlowska, 1992).

Thus, participative management is not a substitute for clear leadership. But whereas the
focus in studies such as that by Coles anché@tn is on management control to ensure staff
adherence to externally-defined procedures, the participative management model implies
that leadership is responsive to staff dééins of the goals to be followed. This is
important because external prescriptionssamaetimes quite impracticable. Consider for
example the work, referred to earlier, carried out over several years in the late
nineteen-seventies on the ‘room manager' proeedihis apparently showed that dramatic
increases in participation in activitpy people with severe and profound learning
disabilities could be achieved with a staff ratio of one to ten or fifteen people (Porterfield

al., 1980; Manselét al, 1982). But the real lesson of thestudies was the utter futility of
trying to occupy people for long periods withkeggchool toys in environments where there
was no purpose to increased activity or coempet on the part of the people with learning
disabilities served.

The implications of work on the problem wfaintenance are, therefore, that innovators
need to see the services in which theyrug@ee as already-existing cultures with which
they have to work, rather than as open spaeehich to build afresh. There are obvious
parallels here with the change in perspeciiv clinical work with people who present
challenging behaviour, away from “cookbook' laggtions of predetermined interventions
towards more careful assessment of the tional relationships which already exist.
Hoskin and Mansell (1989), for example, offer a framework for "quality enhancement'
through which staff assess their own perfarogin working with service users, the
support they need and what they actually fggh managers and professionals and then
establish what are, in effect, contractsdopport (interest, enthusiasm, resources, help) to
enable them to sustain their own goal-setting and quality improvement process (Figure
4.2).

[Figure 4.2 about here]

THE SERVICE SYSTEM

An important characteristic of those serviedsch have shown good outcomes for clients
is that they have been set up as pilodemonstration projects, carefully monitored and
protected. Often this has been necessary to get the project established in the first place.
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Pilot projects withdraw from the wider orgaation behind specially constructed barriers,

so that they can develop new ways of working unhindered by mainstream processes. This
protection is functional for a while. It allovggood practice to grow and develop. It is a
strategy which one also sees in the voluntaryse@&ut at the end of the day, as writers on
quite different kinds of organisations have noted (Leavitl, 1989), it is often a flawed
strategy because the world passes the piloégirby. The wider service system continues
unchanged, either not noticing the innovationtsnmidst or resenting it for the resources

and acclaim it attracts. When the pilot patjis vulnerable (e.g., when there is staff
turnover) the wider system seeps under the barricades and washes away the foundations.

It is this which largely explains the poor swel of pilot projects and the constant drift
back to custodial care practices. Fomdestration projects to succeed, simultaneous
attention has to be given to working through the implications of new program models at
service system level. Far from withdragyj the demonstration project needs to engage
with the wider service systeihit is to succeed, so that awareness and dissemination of
new practices and arrangements occuosnfthe outset (even though this may mean
challenging some cherished ways earlier than would otherwise be the case).

This practice of "defensive isolation' is alsen in second-generation projects, where the
gap between management and staff growthabboth withdraw from effective dialogue
about the way the service works. Where tmppens, as in the example described in
Chapter 11, a problem presents itself for service managers responsible for the whole system
of local services. Aservice system leveh crucial outcome is comprehensiveness -- that
everyone in need should be served. If thevask of service placements are isolated one
from another, each is more fragile and witiie whole network of services there can be no
certainty that the capacity will exist to memteryone's needs. In the study reported in
Chapter 11, the service was experiencing rg@dking and unpredictable crises in houses
leading to placement breakdown and reinsthalisation, coupled with increasing staff
turnover and failure to replenish staff numsbe The problems experienced in individual
houses seemed remote from managers, whalgawhole service system as verging on the
edge of complete breakdown.

In this and other similar situations the fragility of community services and their lack of
resilience when tested by problems of ligmging behaviour is striking. Challenging
behaviour represents the ‘test case' fovic® competence; the point at which most
services (institutional as well as communitydzhsnodels) are weakest and most likely to
break down.

Conceptualising service provision does nadrdifiore only consist in defining the best

available models of residential, work, edumator other services: it requires a view of how
these services should be integrated togetiemicomprehensive local service. In relation
to challenging behaviour, the goal is to engheg all placements provide support in ways
which minimise its occurrence, and alsontaintain enough placements which have the
resilience and capability to cope with whaalédnges do occur. We have found it helpful

to identify four sub-systems of activity whichpear to be required at service system level.
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The four sub-systems are (i) prevention, €&yly detection, (iii) crisis management and
(iv) specialised long-term support (Figure 4.3).

[Figure 4.3 about here]

The prevention sub-system is required becausetldd relationship between specialised
services for people with challenging belmawri and mainstream services. Since many
people have challenging behaviour in thepentoire and since people with challenging
behaviour are most likely to be squeezed of mainstream supported housing, it is
essential to organise mainstream serviceshab they can manage moderate levels of
challenge over long periods, and at least not make matters worse.

This entails providing enriched environmentsi@atne and at work, in the way described in
Chapter 10, so that there are stimulating opdres for client involvement and growth in
independence; and organising staff to mlevhelp and encouragement (i.e. managing
setting events, prompts, assistance and differential reinforcement) to make the most of the
opportunities the setting provides. It alsquiees that challenging behaviour which does
occur is appropriately managed at theetimsing a ‘reactive strategy' (LaVigatal,

1989) which is effective but nevertheless cdmsiswith the longer-term treatment of the
challenging behaviour.

Within the whole service, this approach redal be followed to ensure the provision of
some homes providing a great deal of tirsl of structure as well as houses providing
less, so that the capacity exists to serve people with widely differing needs for structure and
support. But even this is not enough, sineertbeds of individuals will change over time,
sometimes quickly. If the service systemsludes only a small number of placements
which can provide very carefully organised and individualised support, service users are
likely to end up being moved into them (iteey will become the specialist "challenging
behaviour houses’). Rather, many placementsq@ut it another way, many staff teams)
need to have the capacity to vary the amainstructure in response to the needs of
individual residents.

The prevention sub-system, therefore, concttregecruitment, training and management

of staff to ensure well-organised and respansupport is provided in the housing, work or
education placements provided. As alreailycussed, this entails a well-worked out
specification of what is needed at the plaent level -- a clear model which people can
understand and follow. Beyond this, the tasrisarily to construct arrangements which

will work across the service: a recruitment &gy that fills posts quickly with the right

kind of people; training that reaches everyah¢he start, which produces real hands-on
competence,and which is carried through into and reinforced in practice; and management
which provides leadership and directiors&@ on good information about services and
clear commitment to principles.

With many individuals vulnerable to ineptly organised suppearly detection is
important to locate and identify problems beftirey become intractable through habit or
before they develop into crises. Where ise has invested time and effort and has (i)
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identified what features of placement origation increase the chances of challenging
behaviour, (ii) worked with staff and manag¢o shape up ways of providing support that
minimise the challenge, and (iii) provdldeaching, counselling or treatment for the
service user to increase their ability to cogéh variations in the placement, it clearly
important that this investment should not bested. For some service users there will be a
direct and immediate relationship between placement organisation and challenging
behaviour: if the organisation wavers, challegdbehaviour will increase. In these cases it

will be obvious that the service has to provide more or less precisely the package that
works for that person. In a way, thougherthis a greater risk when problems ro
immediately occur: when “success' of cdigfworked out interventions leads to their
relaxation (todecay), and there is no obvious impact on the service user. What may
happen in these cases is that over time #fétsam become less practised, less skilled, at
delivering what is needed so that the aitn becomes more vulnerable. Then, when
arrangements are tested by some minor ctisés staff team are not able to recover the
skilled performance needed in time and the service user presents a major challenge again.
It is particularly because of this scenario thatucial area of activity in any service system

is the early detection of placement decay and breakdown.

The early detection subsystem therefore conefsise ways in which the managers of the
whole system check that placements are maintatheir capability tovork with service
users when they present a special challefgetly these ways will consist of information
about staff performance at placement level (saymple information about levels of client
engagement in meaningful activity, how Iid¥aging behaviour is nmaged, how staff and
users interact) and about staff training amchover across the whole service (e.g., what
proportion of staff have had various kindstining, what exit interviews reveal about
reasons for termination). Just as importstnformation, though, is a culture which uses
it; in which the way staff support service ssesnd managers and professionals support
staff, is everybody's business, ratheantha private matter. This entails open
communication, in which senioradt are talking to clients and staff so that they know what
life is like at the front-line ( “management by walking about' still has much to commend it).

The third sub-system is that concerned wiikis management Here the central issue is
that newly developed community serviceien seem to have been set up on the
assumption that everything will go right; whetngs go wrong, panic or cover-up become
too likely responses. If procedures do eatst to guide action in the most difficult
circumstances, it is perhaps not surprising thatorganisation's responses should be less
than optimal. For example, in the studyHhyghes and Mansell (1990) (see Chapter 11)
when staff were brought together to tatkough typical crises and how the service
responded to them, one example given wa fok in a house, serious enough to call out
the Fire Brigade, but which the house leader iinat felt it necessary to report to their own
managers. Also in this service, weekend crises in placements were usually met by
emergency admission to a private institutioplacement -- sometimes before the Care
Group Director even knew about it. In thesgsesathe problem was not just procedural but
reflected the lack of options available to the service.
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Effective crisis management arrangements thérefore entail a range of service options:
the option of providing respite care in theuse (by putting in extra staff, skills and
support, by giving other residents a brezslkewhere); respite care out of house (a
short-term adult placement, a place in anmwiise vacant flat or house, a place in a local
short-term care facility, a break or holidathe provision of effective treatment (but not
using this as the excuse for exclusion argditutionalisation); and, if need be, finding a
new placement to replace the one that hakdm down. Providing these options locally
will entail keeping some places in reservecgssary anyway to cope with sudden needs
for service resulting from family crises) and/or retaining some skilled people prepared to
provide an adult placement in an emergency.

Having these resources available is important it is only part of effective crisis
management arrangements. Just as impatargrocedures to identify the emerging crisis
and deal with it. These include procedufas clearly identifying who can make what
kinds of decisions (and what has to be referredbat))most of all, need to include plans to
build up resources on the assumption thaptisblem will get worse and will take longer

to resolve. The most important requirementsefvices is that they should be able to
retrieve crises; to manage them while they occur and to steadily bring the situation back to
one in which the problems can be tackled dkierlonger term. This will mean garnering

the resources to cope for weeks or montliserathan days, so that “crisis management’
becomes more a question of the “long haul' thandtick fix'. In particular this will mean
putting in more expert and managerial tinee ensure that the placement uses extra
resources to put back in place arrangementshadmable the service user to stay (rather
than expecting staff in the situation to cayth the stress of working through it as well as
the extra work involved in getting out of it)t will also mean making contingency plans
which look beyond the next step, so that if the situation gets worse the resources
(intellectual and practical) are on hand to cpther than trying one thing and then giving

up).

The fourth sub-system is that providiggecialised long-term support This recognises

that some people need very carefully desiganed managed support forever, because of the
chronicity and severity of the problems tHage. These are homes (or supported jobs or
courses) where staff will need much higher lewaé technical skill, for example in working

with people who have problems of severe sgifry or aggression to others. In addition,
staff and residents will have greater needsefootional support, so that counselling and
group-work skills will need to be constantlyastable. To some extent the specialised
nature of these services will set them afaom others, because of the extra support
needed; but if the ‘'mainstream' community services are provided by staff who understand
the need for a range of levels of structanel organisation the gap between them and the
specialised placements will not be so great. When specialised placements need extra
support they will be able to call on a more skilled pool of staff elsewhere in the service and
there will be greater understanding of (andhpps willingness to appreciate) the work
involved; similarly, the specialised support sub-system is potentially a source of expertise
in direct-care work with service users, in management and in training.
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CONCLUSION

In so far as community services fail to asleienarked improvement in quality of life for
the people they serve, when comparedets expensive institutional care, they will
continue to be vulnerable to cost-cutting noees. In Britain, the gap between what was
achieved in the first demonstration progec@nd what appears to be happening in
second-generation services is striking. Thdexnce is that the quality of life experienced
by some people is in important respects maich improved, and that the services
themselves are fragile.

This presents a special problem for peap® have challenging behaviour, because they
are particularly vulnerable to inadequaciethim way services are organised. They are the
most likely to be excluded from community services.

The key to improving services, once community-based models have been selected so that
the best opportunities are provided, is the Wanpt-line staff work with the people they
serve. Far from being of little relevance nmanagers, whose task finishes with the
establishment of the placement, this is actuigyr central continuing responsibility. This
chapter has argued that to tackle thigpoesibility requires a new conceptualisation of
services based on the demonstration gutsj and recent experience with community
services. At the level of the placemerte(tstaffed house, supported job or course) it
requires treating the placement as a production system whose product is the lifestyle lived
by service users, in which the elementstlid placement are explicitly planned and
managed to achieve this end. In terméi@iv the placement relates to the wider service
culture, it requires a recognition of the eady-existing relationships between staff,
attention to their empowerment and coitnment, and the construction of a “support
community’ of managers and others, whose actions help rather than hinder the
enhancement of quality over time.

It is not possible to work only at the levadl the particular placement because the whole
network or system of services has to seweryone, and this requires interdependence and
complementarity. The problems addressed &erdargely problems of the transition from
small-scale services, in which only one or tiauses exist in an area and there is much
enthusiasm and commitment, to large-s&lstems of twenty or thirty houses. Once
service systems on this scale come intmdyethey experience common “organisational
growing pains' (Flamholz, 1989) which needbt addressed at the systemic level. The
model offered here identifies sub-systems of activity which need to be present to preserve
the system'’s capability to meet the needs of people with challenging behaviour.

The greatest challenge for any innovation lies at this point; in the move from the first
exemplars to widespread implementation. eOthe next few years, those individuals
leading the development of learning disabikgrvices face a choiceEither they will
develop the infrastructure needed to delaed sustain good services or they will produce
pale imitations, even new institutions iretbommunity. The people who will suffer most

if this happens are those who have challenging behaviour.
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Ordinary housing for people with severe learning
disabilities and challenging behaviours

David Felce, Kathy Lowe and Siobhan de Paiva

Many individuals with learning disabilitieand challenging behaviours have lived and
continue to live in traditional hospitalsThe presence of such behaviours is commonly
cited among the reasons for admission or resslon to institutional services (Pagel and
Whitling, 1978; Sternlicht ad Deutsch, 1972; Campbelt al, 1982; Sherman, 1988;
Sutter et al, 1980; Hemming, 1982). As a consewes the prevalence of severe
challenging behaviour is higher in resideintiean community populations (Department of
Health and Social Security and Wel€lfice, 1971; 1972; Harris and Russell, 1989;
Kushlick and Cox, 1973; Olivest al, 1987; see also Qureshi, this volume). Moreover, the
fact that challenging behaviour occurs irmrounity settings and is a primary cause of
community placement breakdown does contributéhéoview that there is a continuing
need for traditional specialist services. Peopith challenging behaviour have typically
not been included in the moves to communityises to date as the rundown of traditional
hospitals has progressed (Department of Health, 1989).

Despite the growth in acceptance of "An @adly Life' model of service (King's Fund,
1980), ordinary housing services for pepphith severe learning disabilites and
challenging behaviour have remained contentious. Whatever the merits of the respective
positions, the lack of consensus between witlin influential professional and other
groupings has probably contributed to tlmmtcuing uncertainty characterising national

and local policies (see also Mansell, thisumé). Differences on the correct course of
action seem to have generated inaction. Eapee of providing ordinary housing services
comprehensively to all adults with sevégarning disability (with or without challenging
behaviours) is, therefore, relatively meagre. However, as reduction in institutional size
proceeds to eventual closure, we are reachmgdmt when the future options need to be
determined and developed successfully. This chapter aims to make a contribution to this
endeavour by reviewing two community-basesidential services which have tested the
water and, in doing so, have been the subject of extensive research.

In 1981, the first houses were opened thg NIMROD service in Cardiff and by
Winchester Health Authority in Andover. Both schemes are important and relevant to the
current purpose because they set out to provide comprehensively for adults with severe
learning disabilities who required a residential service, whether or not they had challenging
behaviours. People with challenging behawsowere not the exclusive focus of concern

but were not to be excluded. Moreovieoth schemes adopted a rigorous demographic
basis to determine service availability. The fact that each development aimed to provide
for a comprehensive demographic sample helps overcome some of the problems of
generalising experience from one area to another.

DEFINITION OF CHALLENGING BEHAVIOURS IN PEOPLE WITH
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SEVERE OR PROFOUND LEARNING DISABILITIES

The term “challenging behaviour' has come into usage recently, replacing previous terms
such as problem behaviour or behaviour disotdeeflect a view that the problem is not a
property of the behaving person but arises flaow the behaviour is perceived, tolerated

or managed by other people. The degree aiferhige depends not only on the nature of the
behaviour but also on the abilities of carensl athers to respond to the behaviour to
ameliorate or discourage it or to lessen itsaotp This creates a problem in arriving at a
clear definition of challenging behaviour:esifying behavioural topography is not enough
(see Qureshi, this volume).

However, previous terms were not in themselves more precise. Kushiatk (1973)
described a short rating scale in which “seveghaviour disorder' was defined by either
aggression, self-injury or extreme overactivdttya marked frequency, by destructiveness
and attention seeking both at a markedjdescy, or by one of the latter at a marked
frequency with the four other categories lisé a lesser frequency. Although well used in
its original or slightly amended forms (e.gQepartment of Health and Social Security,
1972; Caddell and Woods, 1984; National Depeient Team for Mentally Handicapped
People, 1985), the definition of severe bebawvdisorder embodied in the scale was by no
means authoritative. For example, Wing ammail@ (1979) amplified the list of behaviour
problems included in their Handicaps, Behaviour and Skills Schedule and its short form,
the Disability Assessment Schedule (Holreesl, 1982). Not surprisingly, they found a
higher prevalence of behaviour disorder careg to surveys using the Kushlick, Blunden
and Cox classification.

Part Two of the Adaptive Brvior Scale (ABS) (Nihir@t al, 1974) contains a list of 44
behaviour problem categories, not all of whivould necessarily be viewed as severely
challenging. In order to investigate whislere, MacDonald and Barton (1986) designed a
study to ascertain how direct-care-staff viewteel relative severities of the 44 categories.
They found that five behaviours were alwayswed as severe problems, at whatever
frequency they occurred. These were RialsViolence, Damage to Other's Property,
Damage to Public Property, Self-injury aBdbstance Abuse. In addition, Damage to
Personal Property, Violent Temper, IgnoReggulations, Impudent Attitude, Runs Away,
Steals, Lies or Cheats, Removes Claghilnappropriate Masturbation, Exposes Body,
Homosexual Tendencies, and Sexually InappatgrBehaviour were rated as severe
problems if they occurred frequently.

There is only partial overlap between MacDonald and Barton's findings and the Kushlick,
Blunden and Cox categorisation of severe bela disorder. There is, however, much
greater overlap with the Disability Assenent Schedule (DAS). Table 5.1 shows the
correspondence between DAS categories and PBETwo items classified according to
their ratings in the MacDonald and Barton stadyconstituting either a severe or moderate
challenge. Three behaviour categories useithenDAS (Night Disturbance, Scatters or
Throws Objects Around Aimlessly and Other) ebabt be paired with a counterpart from

the ABS. The remaining 12 items providgand basis for describing major categories of
maladaptive behaviour, which, by reference to the MacDonald and Barton results, we can
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classify as either severely or moderatgigllenging. DAS assessments were available for
all NIMROD and Andover residents so we hagopted the schema set out in Table 5.1
for the description of their behaviour.

[Table 5.1 about here]
THE NIMROD AND ANDOVER DEVELOPMENTS

Towards the end of the 1970s, plans begabhetomplemented in Cardiff to provide a
jointly funded comprehensive community-basavice, called NIMROD, to all people
with learning disabilities in a defined ternyoof approximately 60,000 total population. At

the same time, a more limited development was beginning in Winchester Health Authority
with the aim of providing a comprehensive segvto all adults with the most severe or
profound learning disabilities who required resitld care. The initial phase of this
development was centred on the town of Andover and the surrounding countryside which
fell within Test Valley Social Services éa, a territory which, coincidentally, also
comprised approximately 60,000 total popwiati In both the NIMROD and the Andover
projects, a staffed residential service wabdanade available using ordinary community
housing. The majority of the initial residentere expected to be people resettled from
existing residential institutions, but both schemvese also designed to serve individuals in
need who were currently living in family homes.

The NIMROD territory, situated in the west thie City of Cardiff, (Welsh Office, 1978),

was selected to typify the city as a whdbking into account factors such as population
distribution, natural community boundaries, hagsiypes, socio-economic characteristics,
availability of local community amenities andsalibution of health and social services
facilities. One important criterion in the sdlen of the territory was that the area did not
have a concentration of facilities already within its boundaries, and that boundary divisions
caused no unnecessary difficulties in co-ordlomawith existing services. The area was
sub-divided into four distinct areas, oronemunities', of similar population size. The
boundaries of all the communities closely faledl existing electoral wards and natural
boundaries, such as major roads, railway lines and rivers. The NIMROD service was
introduced into the four communities sediedly over a two and a half year period,
between 1981 and 1983.

The service was designed to serve all peopleavigarning disability living in or, for those
in residential care, originating from the dateent area. The identification of clients was
undertaken by NIMROD personnel. A written aggoech was made to all learning disability
agencies within South Glamorgan and ltdearning disability hospitals throughout Wales
and England. Extensive cross checking ofiservecords and the electoral register was
undertaken to obtain a comprehensive clistt In addition, NIMROD personnel had
access to the results of a prevalence supfethe city conducted by the researchers.
Geographical location of each client's familpme and current or previous receipt of
learning disability services were the major citeised to establish eligibility. No-one was
excluded on the basis of severity of disability. However, a "Too Able' checklist was
developed to establish an upper cut offitlifor use with people whose diagnosis was
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unclear and who had not usady learning disability facility (Lowe and de Paiva, 1989).
The boundaries of the four communities werecisely adhered to: where boundary lines
cut through roads, only the addresses which fell within the catchment area were included.

NIMROD incorporated a range of components to provide a comprehensive service to
clients, which included individual plamg, keyworkers, staffed houses, supported group
homes, domiciliary support, social work and psychology services, a volunteer scheme and
family based respite care (Lowe and de &ai©89). The focus here is on the staffed
residential component. All accommodation provided was in ordinary housing, mainly
large terraces for groups of between four ardesidents. Five houses were established:
each had a team of seven and a half whole-Bgquivalent care staff, including one senior.
Residents attended conventional day servindsstaff rotas were organised to ensure that
two or three staff were on duty early morninigge afternoons and evenings on weekdays
and throughout the day at weekends, whiggnhiime cover was provided by waking night
staff. Three flats were also establishegyported by one team of care staff, incorporating
sleeping in night staff.

Staff duties were prescribed in a series a¢éitkrl procedural guides. Client development

was a major focus within the houses, and each resident had a designated "training day'. As
well as administrative and household taslaf sesponsibilities included working directly

with residents during their training days ekill related goals set at individual plan
meetings. Staff were also éated to encourage residents' active participation in the day to
day running of the house. Theuse seniors were responsible for monitoring the operation

of the houses and for individual care stegviews. The houses were overseen by
community care managers, one of whom wppointed to each community, who held
overall responsibility for all NIMROD services in their area.

A total of 125 clients were identified as eliigitio receive NIMROD services at baseline:

62 living in traditional forms of residential caaad 63 in the family home. Of the former

62, 22 were subsequently transferretNtbIROD staffed accommodation. No significant
differences in clients' characteristics, asasured by the Social and Physical Incapacity
(SPI), and Speech, Self Help and Literacy (SSL) Scales (Kughlek 1973), and by the
Quality of Social Interaction (QSI) Scale (Holmetsal, 1982), were evident between the
group transferring to NIMROD accommodation ahe total group of eligible clients,
indicating no bias in the setean of those for transfer. Twelve of the 22 residents were
male. Resident ages ranged from 20 to 80 years (mean age 45 years). According to the SPI
and SSL Scales, the vast majority could w@%&%) and were continent (86%). Almost

half had speech (45%) and were competetihénskills of feeding, washing and dressing
(41%). Around a quarter were rated as severely behaviour disordered (27%) and 14% were
literate. According to the QSI Scale, nearly thiods were said to interact appropriately to
varying degrees, while a third were said to be socially impaired.

The Andover territory was approximately onedrof Winchester and Central Hampshire
Health District and included a moderateiyesi market town (30,000 total population) and
its rural hinterland. The territory was foed by Health and Social Services Area
boundaries. The outlying rural areas were Vugled to the town by a number of arterial

86




roads centring on Andover. The territory wagbdivided to provide distinct catchment
areas for each of two houses provided. Thedwusre provided by the health authority
and opened in November, 1981 and April, 1983.

The houses were designed to serve all adtiltsealth service dependency’, who required a
residential service and who had current néxho living in either of the two catchment
areas. In line with the divided responsibilitieshefalth and social services agencies to
provide residential care (Department of Heand Social Security and Welsh Office,
1971), Winchester District had agreed with its local authority counterpart to make
provision for adults with the most severartling disabilities. Operationally, eligibility
was defined by address of next-of-kin andd®havioural criteria. The houses served
adults with a local claim requiring residentiare who were either Non-Ambulant, or had
Severe Behaviour Disorder, or were Severely Incontinent Only or, if Continent, Ambulant
and with No Severe Behaviour Disordewvere unable to feed, wash and dress
independently (No Self-Help), using the above terms as defined by Kushatk(1973).
Within this eligibility spectrum, the servicgas to be comprehensive; no-one was to be
excluded because they were too handicapped or behaviourally difficult.

In order to obtain a full identification of eilde clients, three search procedures were
followed: (1) a listing was obtained from the ¥8ex Register, which had a historical file
dating back to the survey undertaken in 1968.all adults in residential care with
next-of-kin in the defined territory; (2) mew survey was conducted by the Register, on
behalf of the researchers, of everyoneedsidential care within Wessex and contiguous
counties to identify people with current tiestte territory; and (3) a list was made of
people currently attending services in theitay, including trainees at the local Adult
Training Centre and leavers from the Spe&ahool. New SPI/SSBcale ratings were
completed to check the behavioural criteridigiBle clients were then identified in terms
of those who were already in residential sssiand met the criteria. For those living at
home, who met the required criteria, familigsre contacted and offered the service; a
number of whom either took the immediate opyaity for their child to move on or said
that this was something which they would see occurring in the next few years.

The housing service has been extengideiscribed elsewhere (e.g., Manselal, 1987;
Felce, 1989). In brief, eadtouse had eight places, some of which were initially reserved
to offer short-term care or to provide fibre later admission of people living with their
families. Accommodation was in ordinamgusing extended to provide some groundfloor
bedrooms, and furnished and equipped teetmprivate domestic standards. Eleven
whole-time-equivalent staff, including one senior and onputye provided 24 hour
support. This was sufficient to allocate two three staff from early morning to late
evening seven days per week and one wakightrstaff. Rotas were designed to allow
staff to attend a two-and-a-half hour weeklgeting together. Staff followed structured
procedures for individual programme mténg, individual teaching, providing specific
individualised opportunities for activity eachygdaupporting resident participation in the
domestic routine generally and for orgamishousehold and community activity each day.
Ways of monitoring resident activity (both the house and outside), their social and
family contacts and their development overeimere embedded within these procedures
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(see Mansellet al 1987; Felce, 1989; 1991 for further details; see also McGill and
Toogood, this volume).

Twenty-seven adults were identified who hakt-of-kin in the research territory, had a
severe learning disability and met the behavioural disability criteria. Of these, 13 people
were already in residential care. Ternha$ group moved into the houses on their opening.
The three who remained in their previouslyailable residential situation did so for
reasons independent of their behaviour eesty of handicap: one because her parents
were adamant that she should not return to live locally and it took several years to reverse
their decision; one because his father hacertitan one address and his existing placement
was close to another of his father's homes; @ne because he was already resident in a
local authority hostel locally. In addition tbose being resettled from existing settings,
four people initially living in their familyhomes were admitted to the ordinary housing
services during the research period. A total of 14 adults therefeckitithe two houses
during this time. Their behavioural chaerddtics were representative of the total
identified sample. According to the SPI/SSkales, all were Ambulant, 7 (50%) had
Severe Behaviour Disorder, 1 (7%) was Sevdradgntinent Only and 6 (43%) were rated

as CAN but No Self Help. Iterms of the SSL Scale alone, one person was rated as having
Self Help Only, four as having Speech Oalyd the remaining nine (64%) as having No
Speech, Self Help or Literacy. Five were ased as having the triad of social impairments
and seven as being socially impaired f@v/iand Gould, 1979). Three adults had been
transferred to the houses directly from locked hospital wards where, between them, they
had spent about seventy years.

THE PRESENCE OF CHALLENGING BEHAVIOUR

Tables 5.2 and 5.3 show the presence of cigiflg behaviour for each resident of the
NIMROD and Andover houses included in thee@ch. The data are taken from DAS
assessments prior to admission using the classification of severely or moderately
challenging behaviour from MacDonald and Barton (1986) as discussed earlier.

[Table 5.2 about here]

Fourteen people (64%) who moved to NIMROD accommodation were rated as presenting
behaviours which could be classified as selyechallenging. Eight were rated as having
physical aggression, five were destructive, eggii-injurious, three had temper tantrums,
three caused problems because of wanderirgnofthree had other anti-social behaviours.
Four residents were rated as having tweesay challenging behaviours, two were rated
as having three and two as having five.adilition, moderately challenging behaviours of
overactivity, attention seeking, making disting noises, having objectionable personal
habits or engaging in stereotypic behaviouremeariously reported for eleven residents.
Only five people (23%) were rated as havirggther severely nor moderately challenging
behaviour. The residents classified as mgat least one severely challenging behaviour
had, on average, 3.0 severely or moderately challenging behaviours each (range, 1--8).
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[Table 5.3 about here]

Coincidentally, a similar proportion of tipeople (nine, 64%) who moved to the Andover
houses were rated as presenting behaviours which could be classified as severely
challenging. Six were rated as having physmgdjression, four were destructive, six
self-injurious, four had temper tantrunm)e caused problems because of wandering off
and one had inappropriate sexual behaviokour residents were rated as having two
severely challenging behaviours, three weradratehaving three ammhe as having four.

In addition, moderately challenging behaviours of overactivity, attention seeking, making
disturbing noises, having objectionable pee habits or engaging in stereotypic
behaviour were variously reported for eightdesits. Only four people (28%) were rated

as having neither severely nor moderat#iglenging behaviour, although a fifth had only
one problem behaviour classified here asenting a moderate challenge. The residents
classified as having at least one selyedhallenging behaviour had, on average, 4.4
severely or moderately challenging behaviours each (range, 2--7).

CHANGE IN CHALLENGING BEHAVIOUR OVER TIME

Data on change in levels of challenging behaviour are only available for the NIMROD
group. Data were collected on the Andosample using the ABS Part Two but low
reliability of assessment rendered them uninterpretable. Readers are referred to Felce and
Toogood (1988) for anecdotal accounts of developfoemine of the residents. The DAS
assessment was repeated for each of the lMIDIResidents at approximately six-monthly
intervals over five years. At the same tirs&gff were asked to assess the severity of
management problem reported behaviours posed.

Challenging behaviours were not found tomiish. If anything, quite the reverse
occurred. Significantly more challengidmehaviours were reported for the NIMROD
accommodation group following admission and passage of time (de Paiva and Lowe,
1990). Moreover, there was afslin how these behaviours were viewed by staff with
more being seen as presenting a severeoderate management problem by the end of the
evaluation period. Table 5.4 shows thepgartions of the NIMROD group who were
assessed at the beginning and the end efsthdy as having the various severely or
moderately challenging behaviours considered above.

[Table 5.4 about here]

CHANGE IN SKILLS AND QUALITY OF LIFE

Nonetheless, a significant increase in ovesadires on the Adaptive Behavior Scale Part
One (Nihiraet al, 1974) occurred for the NIMROD grogper the same time period. On
average, a score gain of 3.6 points per pepsoryear was attained. Significant increases
in the ABS domains of responsibility, dortiesactivity and economic activity were
evident. Similar results were obtained oa Bathways to Independence Checklist (Jeffree
and Cheseldine, 1982) following transition, waignificant increases in overall mean
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scores and on each of the two domains, dobmasd community skills (Lowe and de
Paiva, 1990).

Further indications of improvements in resit# lifestyles were evidenced by significant
increases in their contact with community aities, both in terms of the range used and in
the frequency of usage (Lowe and de Pal@®1). The amenities used most were shops,
parks, cafes, pubs, public transport, hairdrssaad learning disability clubs. Increased
use over time was particularly noted in relation to pubs and learning disability clubs.
Although, overall, low proportions were said bave contact with friends, there was
evidence to suggest that this group increabedt contact with friends to the level of
people already living in the community withtheir family homes. The majority had
contact with their relatives throughout theefiyears, and there was evidence that the
frequency of regular contact increased, from fortnightly to weekly, after transfer.

Improvements in quality of life and skill acquisiti were also found for the residents of the
Andover houses (Felce, 1989). Several studmspared their opportunities for activity
and their levels of participation with thosatlthey had previously in institutional settings,
those of similar residents in institutions and those of similar residents in larger community
units (Felceet al, 1986a; Felcet al, 1985; Thomagt al, 1986). Significantly greater
levels of opportunity and participation wdeoeind in the small houses. The house residents
each spent about half of their time meaniitgfaccupied in a domestic, leisure, personal
care or social pursuit. The comparison withktitutional or large community unit care
revealed that people with similar handicaps living in other settings spent about
three-quarters, nine-tenths and even ninet@entieths of their time either doing nothing

or behaving maladaptively. In all studies, the improved levels of opportunity and
participation were related to greater interaction between staff and residents in the houses.

Similar to the NIMROD results, the Andover group experienced more frequent contact
with family and friends following transfer tthe houses than when they were in their
previous residential settings. The small house residents maintained an average of 70 family
or friendship contacts per year compared aitbvel of 12 before returning to live locally.

In addition, their participation in the coramity increased dramatically (on average,
36-fold from an institutional level of sevavents per year each to a new level of 254
events per year each). This level of camity involvement was also significantly higher

than that of similar residents in larger community units (de kebek, 1988).

Using the ABS Part One, skill acquisition was measured for the residents of the first small
house across two 18-month periods; for thedezgs of the second small house across one
18-month period before transfer and a second, &ftethe eligible clients who remained in
institutional care across two 18-month periodd #or those remaining in their parental
homes across two 18-month periods. Progressfiange in total score) was significantly
greater in the small houses than in the institutional or parental home groups(t|ce
1986b). Changes in total score mainly reédatifferences on the domestic, self-direction
and independent functioning domains of thale;, a not too unexpected result when one
considers the nature of the service and the level of handicap of the client group.
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CONCLUSIONS AND DISCUSSION

The questions concerning ordinary housingvises and people with severe learning
disabilities and challenging behaviours seerfaliointo two groups. The first concern is
whether it is feasible to provide residentialvgzes to this group using ordinary community
housing: can such behaviour be contaimedsuch settings, can staff cope, will the
community be sufficiently receptive? The @ed concern is whether individuals benefit
from such a service: do they experience an enhanced quality of life, does their behaviour
change (do they gain skills, does their challenging behaviour decrease)? The evidence
from the two service schemes described here shows grounds for qualified optimism on both
counts.

Regarding the feasibility issue first, both service developments unquestionably admitted
people with multiple severe challenging babars. Both offered a service to a
comprehensive, demographically-defined group of substantially handicapped people. For a
variety of reasons, not all those eligiblerevadmitted, although coverage was almost total

in the more restricted Andover sample. However, no decisions were made to exclude
individuals on the basis of their challengi behaviour and the groups served were
representative of the total samples intical respects. Both groups had a higher
representation of people classified according to the Kushklical, (1973) method as
having Severe Behaviour Disorder (2766 &0% for NIMROD and Andover respectively)

than the average nationally in the hospitalsasn(17%, Department of Health and Social
Security, 1972).

The first houses in both developments werenedan 1981. In the nine years since that
time, one person has moved from NIMROD accommodation to the locked ward of the
local learning disability hospital because af inability to cope with his challenging
behaviour. This person, who is not includedhe 22 people described in Table 5.2, was
living in his family home at baseline. Hwad a long history of challenging behaviour and
moved into a NIMROD house in October, 198rogress was good for about a year but
then his challenging behaviour became moressriapparently linked to the failing of his
already poor sight. Already deaf, his loss afan left him more cut off from the external
world. Following several attempts to chamgedication and the way staff interacted with
him to lessen the level of behavioural diffigu he was finally admitted to hospital in
October, 1984. Recent follow-up visits showatthe remains behaviourally challenging
and is frequently given prn medication ire thtretched circumstances that pertain on the
ward. All of the people admitted to thero Andover houses have remained in the
community since.

With one exception, therefore, all people with challenging behaviours admitted to ordinary
housing services in two parts of the countryehbeen maintained in the community. In
many ways, this achievement is equal to what is known about the “specialist’ hospitals.
Evidence is rarely presented that clients impiiovar benefit from hospital care. The case
for their continuation mainly rests on the fdicat many people with the most severely
challenging behaviours currently reside in hospital and that the feasibility of alternative
service models is yet to be demonstratétsing a criterion of ability to cope then, the
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NIMROD and Andover housing developments have demonstrated over a period of nearly a
decade that ordinary housing services can ¢ateghe great majority of individuals with
severe learning disabilities and challenging behasi and, in this respect, are equivalent

to existing hospitals. Given the demogragiasis for client selection, we can generalise
from this experience to conclude that sms of similar ethos would be capable of
achieving similar results. One can envisage arthandful of individuals in any district or
region posing a level of problem which might call for a particularly different solution.
Even here, such solutions may involve the provision of ordinary community housing (see
Emerson, 1990; McGill, Emerson and Mansell, this volume).

Addressing the benefits to client welfaiteis clear, when considering the NIMROD and
Andover research as a whole, that individuals living in the houses had a greater level of
participation in activities typical of dailyiving, enjoyed a better social life and more
frequent family contact and gained skills at stdarate than would have been the case had
they received a hospital or larger communityt service. Living in ordinary community
housing then is not just an issue of principledng which can be demonstrated to be in the
person's better interests. However, the hthae these improvements would also be
reflected in a lessening of behavioural chagjle was not borne outor those who moved

from hospital to NIMROD accommodation, thealauggested a tendency for challenging
behaviours to be reported at a higher levehatfirst data collection point after the move

and to continue at that level subsequentiforeover, across research subjects living in
NIMROD accommodation, their family homes and hospital, there was a trend over time in
the reporting of the severity of the managetr@oblem such behaviours constituted. In

all settings, they were more likely to be reported as causing a greater management problem
towards the end of the research period than at the beginning.

It is difficult to interpret the evidence ochallenging behaviour with precision. One
possibility is that they reflect an actual inceeas difficult behaviour of residents as some
response to the characteristics of the commuseitings. Alternatively, the difference may
lie in the reporting of behaviour; either the operation of different standards of what
constitutes a problem or in different capabilitieshbserve and encapsulate behaviour. It is
interesting that a similar change in the réipgrof the degree of challenge of individual
behaviour was found across a variety of sgtiover time. This may reflect changing
expectations generally of what should beiegdd. No data are formally reported on the
change in challenging behaviour of the Andowjects due to the lack of reliability in the
administration of the ABS Part Two. Howewviéthe uncertainties caused to interpretation
by this fact are overlooked, then a simifgcture to the NIMROD results would be
portrayed; one of challenging behaviour timmng and becoming more diverse in the
post-transfer community settings. Yet,eadotal accounts of individual development
(Felce and Toogood, 1988) largely describe suadessfolution of the most conspicuous
behavioural problems present on admissiod a broadening of activity and skills over
time.

The evidence on challenging behaviour in dédfé environments is unsatisfactory.
Certainly, we cannot conclude that improvetsenaturally occur in ordinary housing as
this has not been demonstrated. However, nor can we accept unequivocally the opposite
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view that they will continugo occur at similar or higher levels. Definitive research
remains to be done. Direct systematic obsemvaf behaviour is required to overcome the
difficulties of interpretation inherent in easures which rely on reports of behaviour,
particularly where a change in respondenhévitable when clients change their place of
residence.

However, despite these reservations, it is clear that some level of challenging behaviour
continued within the ordinary housing model®lse staff would not have reported it. This

is consistent with evidence on the chronicity of challenging behaviour in institutional and
community environments (Eymaet al, 1981; Hill and Bruininks1984). It is also
consistent with the diversity in possildausation of challenging behaviours (see Murphy,
this volume). One would not expect chamyéehaviours which were a manifestation of
an underlying organic state or developmental bl Nor, if it is correct to characterise
community environments as having a greater ethos to involve clients in ordinary living,
would one necessarily expect a reductionb&haviours which were environmentally
determined if the causation was via negatiemforcement. Individuals who exhibit
challenging behaviours to avoid demands, badiyities to an end, be removed to a quiet
place or from the company of others may welhtinue to behave similarly in community
settings. Stereotypic behaviours, possiblyntagned by the sensory consequences that
they produce (Lovaast al, 1987), would also be likely twontinue, as would any related
challenging behaviours which preserved thevidial's access to stereotypy. Hence, we
can be fairly certain in concluding thaetproblem of challenging behaviour will not be
solved by a move to ordinary livinger se Challenging behaviour is not a product of
institutional environments, cured by transferthe community, and this conclusion is
supported by some of the direct observationaliss of these housing services (e.g., Felce
et al, 1986a; Saxbgt al, 1988).

If challenging behaviour is not going to de@se as a natural result of the provision of
better community housing in the place of oadeaquate existing institutions, then it must

be addressed directly. Both of the seesi described here maintained an emphasis on
individualised planning and a structured aaah, although the latter may have been seen
as more important in the Andover development than in NIMROD (see discussion in de
Paiva and Lowe, 1990). Skills of behaviowmahlysis and programme design need to be
represented at some level within the sarngystem. Moreover, Felce (1989) has argued
that these will only have a sustained benefigftdct if environments have the structure to
offer people with severe handicaps the routine support they need to participate
appropriately in everyday activity. The oriergateand competencies of staff in this respect
are vital and data from research in treuth East Thames Region discriminating those
services which are coping well with individuals with severely challenging behaviour
confirms this view (Mansell and Beasle}990; McGill, Emerson and Mansell, this
volume).
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Individually designed residential provision for
people with seriously challenging behaviours

Peter McGill, Eric Emerson and Jim Mansell

This chapter will describe and evaluate camity-based residential services set up for
people with severe learning disabilities andrtiast severely challenging behaviour in the
South East Thames Region of England. Theices considered are those set up with the
assistance of the Special Development T¢emerson and McGill, in press) but this
chapter will focus on the services themselves rather than the work of the SDT.

Following a brief discussion of the background; thapter will describe the factors which
led to the services developing, the procebgeshich the services were set up, the clients
served and other “structural' aspects ofsthiwices, and their operational characteristics.
The success of the services will be congdeboth from the viewpoint of a formal
evaluation study (Mansell and Beasley, insgjeand through a number of individual case
descriptions. Finally, the common characteristicsuch services will be discussed and the
lessons for those involved in developing, operating and supporting them considered.

BACKGROUND

Residential services for people with chafisng behaviour have traditionally been more
likely to be provided in institutional settingsee Qureshi, this volume). Challenging
behaviour is one of the factors most likédylead to institutional placement (see Felce,
Lowe and de Paiva, this volume) and r@institutionalisation following community
placement (see Mansell, Hughes and McGill, Woisime). Within institutions people with

the most severe challenging behaviour hatendbeen congregated together on one ward

or unit either with a treatment rationale with the intention of managing the problems

with less disruption to other clients aodits (Newman and Emerson, 1991). In recent
years as hospitals have begun to reduce in size and close, the phenomenon of
transinstitutionalisation has developed whiagividuals with challenging behaviour are
amongst the most likely to be resettled in another institution to allow their original
institution to close. There has been a grawttihe provision of residential care by private
psychiatric hospitals and other commercial providers and one of their best groups of
customers has been people with seveegning disabilities and challenging behaviour.
This growth has paralleled the growth in community care so that the same agencies who are
extensively developing housing based services for the majority of people with severe
learning disabilities are sometimes placing qlatge numbers of people "out of district'
because of difficulties coping with theiratlenging behaviour (Hughes and Mansell, 1990;
Mansell, Hughes and McGilll, this volume).

As the history of community residentialopision is one of exclusion and breakdown it
might be asked why anyone should want to dgvelich services for people with (the most
serious) challenging behaviour and why it shdaddhought that such an enterprise might
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succeed. The services described in this teindpmd four grounds for optimism. Firstly,
most previous attempts have been based oty limited extent, if at all, on individual
planning and design. Such a lack of indialisation has been widely seen (e.g., King's
Fund, 1980) as the source of the frequent fattureeet individual client needs and, from a
different perspective, as leading to theffioeent and ineffective deployment of resources
(Departments of Health and Social Security, Welsh Office, Scottish Office, 1989). By
starting from the individual and tailoring thengee to a comprehensive assessment of their
needs, it was hoped that the resulting provision would be more responsive and successful.

Secondly, the last 15 years have seen a aenadild increase in understanding of the causes

of, and influences on, challenging behavigigee Murphy, this volume). If this
understanding could be implemented in the analysis of the problems presented by a
particular individual and in the provision mianagement and intervention plans there was a
better chance of containing the person's Wieha within safe boundaries and possibly
ameliorating it over time.

Thirdly, understanding of the organisation refsidential placements has also greatly
improved in recent years (Felce, 1989; Manetlal, 1987; McGill and Toogood, this
volume). In the light of this and the former development the frequent failure of previous
attempts could be seen as reflecting their &aitinical and organisational sophistication.

Fourthly, the services to be described walteat least initially, operating in a relatively
resource-rich environment. Thus extranay was available to pump-prime the revenue
costs of each placement, capital was availabheany of them to offset the initial property
purchasing and development costs, and “feminical support was to be provided by the
Regional Health Authority through the SDT.

Despite the adverse history, therefore,dghgere sufficient rational grounds for optimism
to persuade many people that it was worth having a try.

THE SERVICES
Policy context

The South East Thames Regional Health Auiyds responsible for the co-ordination of
health care provided by 15 District HealthtAaorities and the Special Health Authority
(Maudsley and Bethlem Royal Hospitals) 36 million people in the south east of
England. During the 1980's SETRHA embarkgdn an ambitious plan of institutional
reprovision centring upon the phase down and tee¢glosure of Darenth Park Hospital
(Korman and Glennerster, 1985; Korman anch@éester, 1990). Within this process, the
role of the RHA was perceideto be facilitation of change through the co-ordination of
planning and the establishment of financial nagttms to enable the redistribution of the
resources currently tied up in institutions. As a result of the success of these measures,
several smaller institutions within the Regidonsed and the pace of the phase down of
Darenth Park Hospital increased in the mid 1980's leading to its eventual closure in 1988.

99




During the early stages of this programme, however, it was recognised that the resettlement
of a number of individuals, those with speaigleds, would present such a challenge to
receiving services that additional RHA led initiatives were considered appropriate. Such
concerns were confirmed by the experientethe hospital closure programme which
demonstrated the all too familiar pattern of receiving agencies reproviding services for the
most able/least needy, leaving institutional B& coping, with depleted resources, with

an increasingly disabled population.

Existing policy options for those with egal needs involved the development of
sub-regional treatment and residential units for those clients whose needs were considered
too complex or challenging for local sem®s (South East Thames Regional Health
Authority, 1979). Increasingly, howex; such plans were seen as out of step with some of
the more innovative developments occurrindgesuding Districts within the Region which

had adopted an “ordinary life' model (King's Fund, 1980) as a foundation for service
development.

These developments were reflected in tygomtment of a Regional Coordinator of Staff
Training in 1983 and the subsequent orgameati training courses for professionals and
managers on staffed domestic housing for ri®dential care of people with serious
disabilities (Mansell, 1988; 1989). The time was right, therefore, for the development of
relatively radical proposals for those groupslants who had until then, to all intents and
purposes, been “left out' of local service developments. Indeed, a subsequent review of the
RHA's Special Needs Policy (South Eddtames Regional Health Authority, 1985)
proposed that, instead of sub-regional ursexyvices for people with severe learning
disabilities and severely challenging beloavi should be set up by District Health
Authorities and other local agencies withe tBxpert assistance of a regionally funded
Special Development Team.

This proposal was accepted by Regional andribisbfficers, with the support of the
Regional Nursing Officer being particularly craldo its success, as it was for much of the
hospital closure and reprovision process (Korman and Glennerster, 1990). The Special
Development Team was established as aa groject in 1985 and was later funded (with

a changed remit) for an additional five years (Emerson and McGill, in press).

Clients

While it has been suggested that over 50%eufple with severe learning disabilities are

likely to display behaviour problems at sotmae or other (see Qureshi, this volume) it

should be stressed at the outset that the sliemtsidered here are those with the most
extreme and durable challenging behaviour.eéudthe project was initially conceptualised

as focusing on the 38 "most challenging' individuals within the Region.

Potential clients were identified in eachsiict through a meeting between the SDT and
senior managers and professional staff ailloagencies (health, social services and,
occasionally, education). Typically a “shortlf 8--10 potential clients were identified
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who were screened by the SDT and final densimade in conjunction with local staff.

The main criteria for acceptance onto the Teapaseload were their level of ability
(having a severe learning disability) and the severity of the challenge presented by their
behaviour. Some clients were judged todmedble and the referring agency was directed

on to the Regionally supported initiative fdieats with mild learning disabilities -- the

Mental Impairment Evaluation and Treatmh&ervice (Murphy and Clare, 1991; Murphy

et al, 1991). Some referrals were judged to not display severely challenging behaviour. In
such cases Regional policy was that local agencies needed to make their own arrangements
to cope with such individuals without extalrassistance. Services developed for these
individuals are not considered here.

This process resulted in the identification 3§ clients in 14 separate District Health
Authorities. To date services have been developed for 22 of these clients in 9 separate
Districts. Information about these 22 clem given in Table 6.1. A number of general
points can be made:

[Table 6.1 about here]
(2)All clients had spent considerable periods of their lives in institutional settings.

(2)Many had lived in several different placems not counting different wards within
institutions.

(3)All displayed severe learning disabilities in terms of their level of adaptive behaviour.

(4)All displayed more than one seriously challenging behaviour and many displayed
several. In addition to those mentioned in the table all clients displayed stereotyped
behaviour of various forms. The most frequently occurring behaviours were
aggression, destructiveness and self injury.

(5)In all cases clients' challenging behavibad a long history and, in a number of cases,
had proved resistant to treatment at specialist units.

(6)In some cases analogue assessment proceduresgivaatd 982) were used to assess
the function of clients' challenging behaws. These procedures suggested that
demand avoidance was the most frequent function (Emetstn1988).

A more qualitative description of one of the ot may serve to emphasise the severity of
the problems presented. An assessment report based on her institutional placement prior to
resettlement included the following:

"..these (behaviours) include assault ¢feos (pulling hair, pinching, scratching), manual
evacuation and smearing of faeces, aeimy and tearing her clothes, eating
inappropriate objects (e.g., torn clothinghrowing objects and stealing food.
These behaviours occur on at least dyddasis if she has the opportunity.
Aggression occurs regularly and persidiemhenever she is approached. She
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currently spends the majority of herydsitting or lying under a blanket in the
corner of the ward. The combinationfaécal smearing and aggression on others
approaching has led to her being avoibgdstaff unless it is absolutely necessary
to approach her....in general sheais/ery challenging young woman who will
respond with unpleasant aggression (faecemamed hand in the victim's hair) if
approached.’

Planning

Almost all services were based on a wmttedividual service plan developed as a
collaborative venture between the SDT, mamaged professional staff in the receiving

and sending services, and relatives, friends or advocates of the client. Leadership in this
enterprise was usually, but redtvays, provided by the SDT (Toogoetlal, 1988). The
serious disabilities of the clients precluded tlediective contribution to such an abstract
process although on many occasions they weFsent at meetings convened to develop

the plan.

Each ISP contained a detailed specification, including estimates of revenue and capital
costs, of the support required to providaigh quality community-based service for the
client. The processes involved in this task drew heavily upon the types of ethnographic
group work advocated by Brost al. (1982) and O'Brien (1987). As a result both the
process and the final product were characterised by a strong emphasis upon normalisation
related values and the use of mechanismprfaviding support which appeared to combine
effectiveness (in achieving the desired outcgmeith conformity to local social and
cultural values. Thus, for example, all cdeted individual service plans advocated that

the client live in ordinary domestic housing cahy located within the community so as to

give ready access to as wide a range as possible of local facilities.

While District Health Authorities were inevidly involved in the planning process they did
not always act as lead agency or “proviadd the placement. Of the 22 placements
developed, the Health Authority was the initial provider of 15, tbal lauthority of 3, a
voluntary organisation of 2 aral private organisation of 2. In a few cases there were
subsequent changes or planned transferprafision reflecting the increasing role of
private, voluntary and not-for-profit ageasiin the provision of residential care.

Client groupings

As part of the individual service planning process, consideration was usually given to a
number of options involving different clientagipings and the degree to which the options
were likely to meet the focal client's needdus, typically, living alone, living in a small
group, living with a family, and a lifeshagrangement with non-handicapped co-tenants
were considered and evaluated. In retrosjiteistinteresting to consider the criteria used

to generate and evaluate these optionspmidgwener in which decisions were reached about
the most satisfactory option, and their actogblementation (or otherwise). The main
criteria used can be categorised as ideockbgpragmatic and behavioural. Ideological
criteria included considering with whom thieent might like to live, notions of avoiding
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the congregation of people with challengibghaviour, and providing the client with
co-tenants who could function as positive role models. Behavioural criteria included the
dangerousness of the client's behaviour to other tenants and other factors (e.g., noise) which
might make it difficult for other people to liweith the client. Pragmatic factors included

cost, property availability, the staffing itigations of single person placements, the
acceptability of the option to local service masge.g., its perceived fairness' given the
resources available to other clients), are dhgency with which the placement had to be
developed (e.g., because of hospital closure timelines).

Perusal of individual service plans suggésas, while the behavioural factors undoubtedly
excluded certain sorts of client groupin@sg., highly dependent, immobile co-tenants)
they had little other influence on the optionesttd. Ideological criteria appear to have
had some influence in that practically altlividual service plans proposed that the person
should live in a small group with more ablets without challenging behaviour. Within
these ideological boundaries, pragmatic considerations, however, were very important.
Such considerations usually ruled out the most expensive options, excluded single person
placements on the grounds of both cost arfiiculty of organising staff support, and
generated recommendations which were relatively easy to implement and helped the
agency to speedily resettle the client and rsthier whom they were responsible. Such
pragmatic factors sometimes overruled ideaabiconsiderations so that one shared
placement was planned for two clients, botlvbbm had seriously challenging behaviour

but had no “special relationship’, and anostered placement had places ‘reserved' for
people with a lesser degree of challenging behaviour.

It is clear, then, that the development @ planned client groupingflected a process of
negotiation in which some of the parties [imting, but not only, the SDT) were able to
force consideration of more radical options and raise the profile of ideological and
behavioural criteria while other parties (egenior managers of the providing agencies)
were attempting to reach decisions primairiprmed by pragmatic considerations. The
result of this process, the agreed cligntuping, was often subject to further informal
negotiation as the service was commissiosed that relatively radical plans were
sometimes watered down as they were implerdenidis resulted in most clients living in

small groups where their co-tenants sometidigglayed challengingehaviour (18 out of

42 co-tenants did so) and usually had seleming disabilities (33 out of 42). 3 clients
initially lived on their own but iseems likely that even these options were adopted at least
partly on pragmatic grounds. For example, the decision making process was described in
one of these clients' plans as follows: "Adias demonstrated that he can occasionally find

it difficult to live with his peeigroup, it was decided to be in his best interests to share his
home with people who would act as positivee models (non-handicapped co-tenants)'.

As this statement was true of almost all the clients it seems unlikely to have been the key
factor in the decision that this person shkolivée apart from other handicapped people.
Information about the client grouping in each of the placements is given in Table 6.1.

Buildings

103




All properties were domestic houses or flaid aere in close or reasonable proximity to
generic community facilities. They wensually bought on the open market. While many
properties required substantial modificationssthwere dictated more by the needs of the
property than by the needs of the client. The modifications made to take account of the
challenging behaviours presented by clenhave included strengthened glass,
soundproofing and electrical circuit breakeiidiese modifications were made selectively
rather than routinely. Furniture, fixtures afittings were selected to be as aesthetically
pleasing as possible but also to minimisenecessary risks and to withstand heavy
prolonged use. These criteria sometimes resulted in more expensive, higher quality
furniture being provided.

Staffing

The majority of the clients showed intereggressive behaviours which would, at times,
require the immediate intervention of two or more members of staff to ensure the safety of
the person and of others in the vicinity. Tmseffect, dictated the staffing requirements of

the proposed services, i.e. 2--3 staff on dutgrst one time. It was clear, however, that
such staffing ratios would be unnecessary fervhist majority of the time due to the low
prevalence of such episodes. As a result, rather than develop an inefficient service in which
the majority of staff were underemployed any one time, group living options (as
described earlier) were usually developedhst the ‘redundant’ staff time could be spent
supporting other people with learning disabiliieshe same residential setting. The size

of staff groups in each placement is given in Table 6.1.

Staff teams invariably had a home leadexd asually had one or more deputy/assistant
home leaders, with the rest of the postadpeiupport workers/care assistants. In some
cases the recruitment and appointment policies of the provider agencies meant that senior
placement staff had to have nursing qualificatidnsothers it was possible to appoint staff
with any relevant qualification or exper@n Detailed job descriptions (Special
Development Team, 1988) were developed tmpiement agencies' existing materials.
Recruitment (especially to home leaded aleputy home leader positions) often proved
difficult (Cummingset al, 1989) with few candidates having all of the desired attributes.
Normal recruitment policies were used though it often proved necessary to readvertise
and/or to advertise nationally as well as liycaEven following this, it was in many cases
necessary to appoint individuals with limited qualifications/experience and much to learn
about working with people with challenging behaviour in community settings.

Some home leaders and deputy home leaders participated in an induction training
programme provided by the SDT. Thi©ogramme (Special Development Team, 1988)
included coverage of the organising and sgttip of services, the practical aspects of
managing staff and resources in a small hand, approaches to managing and changing
behaviour. In all services an inductiorogramme of 1--2 weeks was provided for the
whole staff group prior to the service openi This programme was usually jointly
planned and provided by the managing agemzythe SDT and included coverage of the
nature and causes of challenging behaviouysweé recording behaviour, supporting client
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participation in activity, assessment and taaghas well as the more routine aspects of
working in a small community-based home (Cummigigal, 1989).

Costs

The costs of the services were as showmahle 6.1. These do not include the costs of
management and professional support and thefusther generic or specialist services.
The main source of variation in unit costs is ttumber of clients living together. Thus the
single person services are inevitably the most expensive per head.

Provider agencies were able to access RHApppriming monies set aside to support the
development of community services for tluéent group. A lump sum equivalent to
£45,000 per client (1990 prices) was available (usually spread over three years), in addition
to any existing dowry, to helpith the initial revenue costs of services established by local
agencies in collaboration with the SDFrom 1986 onwards the RHA also made some
capital monies available to further help tprocess and many of the projects which later
developed used this capital to help purchaeperty. The possible use of these monies
was usually identified within the individual service plan.

Local professional and managerial support

The general importance of the professionalraadagerial infrastructure cannot be stressed
enough (see Mansell, McGill and Emerson, this volume). This was recognised in the
development of these services in a numbeways. Local managers and professionals
(including senior staff not likely to be involvelitectly in the service) were involved in the
planning process in an effort to generateal ownership and commitment. The plans,
themselves, usually contained recommendations about the need for local support and this
was sometimes quantified in terms of the proportion of a local manager's or professional's
time. In a number of services, at the initi@ of the SDT, “contracts' were developed
which explicitly defined the kind and amount of management and professional support
required by the placement (Special Development Team, 1989). In a few services (in areas
characterised by an almost complete abseasf local support) the obtaining of defined
supports was made a condition of the provision of RHA pump priming monies.

Despite such efforts, once placements wetaigethey were frequently characterised by
insufficient local support. Home leadergeof voiced concern about the lack of support
from their middle managers and about the tsiger of specialist skills, especially in the
areas of behaviour management and communication.

The lack of middle management support (foatelver reason -- lack of commitment, time,
or competition from other demands) resultedmany services in a failure to provide
placement staff with clear expectations abehbat the placement should be achieving and
how, a failure to monitor progress towards sachievements, and a failure to intervene at
an early stage to resolve developing proble@ensequently, in some services, excessive
autonomy was given to the home leader anff group to determine working practices.
While this was sometimes effective in the $herm it laid the basis for problems when the
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home leader left. It also meant that, inmgocases, the service's policy was essentially
determined by the home leader, a responsihildt befitting the post and reflecting the
vacuum of leadership and responsibility in the agency as a whole.

Local professional support was also very variatWhile some services were able to make
extensive use of clinical psychology, speémdrapy, community nursing and other such
resources these were much less available to others and completely absent in some.

In some services manager--professional desgpuiccurred. The professional's role was
primarily to provide advice in their area ethnical expertise. They had a right, however,
to expect that this advice would be aatedn. Where there was weak middle management
this was problematic as the home leader couleffect, decide which advice to follow and
which to ignore. In the services with thest arrangements this was handled by senior
management treating professional advice (withis realm of competence) as to be
followed unless there were very stronggnds for doing otherwise which would, of
course, be discussed with the professiongluiestion. In other words professional advice
would usually be followed, would certainly no¢ ignored and would be contested openly
if necessary.

External support

Once placements were established, thel $lovided additional professional support
during the first 1--2 years (and sometimes lopgétheir lives. While the supporting role
played by the SDT varied across servidesg, types of activities undertaken included:
advising upon the implementation of agreeticges and procedures, providing specialist
advice concerning the analysis and treatmehtthe client's seriously challenging
behaviours, staff training, praggs chasing within the local agency and providing practical,
informational and emotional support to local staff.

The support provided to the agency by the SD¥ indially often veryintensive. In the
months before and immediately after the settipgf the service, onmember of the team

often worked on an almost full-time basisttwthe service's staff, being involved in
commissioning and staff training activities and then, perhaps most crucially, in working out
“on the ground' how to provide a good servicthéindividual client and how to overcome

the many difficulties which inevitably arose. iJlperiod of work usually culminated with

a report to the agency on the seevat the end of the first six months. As well as being a
description of what had happened the remwmught to evaluate the success of the
development to date and make recommendations to the agency concerning improvements.

As time went on the support provided by ®BT gradually reduced and become less
direct with advice and consultation beioffered through local management and support
structures. While the amount of suppgmovided to individual projects varied
considerably, the aim was to reduce involventerthe point where complete withdrawal
could occur after 18 months to 2 years.

Support structures
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In many placements, their vulnerability wasaognised by the establishment of additional
structures to protect them from threafThis usually involved setting up a Project
Coordinating/Support Group (Special Devel@gninTeam, 1988) chaired by someone other
than the home leader's line manager (e.g.Ptivgcipal Psychologist), and recruiting as
group members senior managers, client/familg SDT members as well as the staff and
managers involved in delivering the servicEhis group usually met on a monthly basis,
perhaps reducing to quarterly as time went on.

While in some placements this structure hesagled with time, in others its importance has
been considerable and long-lasting, providing as it does an alternative avenue for the
recognition and resolution of problems, andvmting placement staff with direct access to
senior managers. In the face of staff amadnager turnover such a structure has also
sometimes provided the key means of ensuring continuity in service provision.

Service operation

Most services had detailed operational pedidoased on a skeleton developed by the SDT
(Special Development Team, 1988). Typical policies stressed, explicitly or implicitly, a
number of themes which can be considerdaetthe defining features of the way in which
the placement was intended to operate.

Normalisation

Service operation was based explicitly on norratie with the aims of the service being
expressed in terms of the five accomplishméatBrien, 1987) and considerable attention
being given to the image created and mairthof clients e.g., through the maintenance of
the physical environment, the advertisemargsd to recruit staff, the involvement of
clients in decision making and so on.
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Individualisation

It was intended that the operation as well as the planning of the placement be based on the
continued use of an individual planning @ees to select activities and achieve goals
appropriate to individual needs.

Integration

Clients were to "not only be physically presirtheir local community... but also actively
take part in community life, regularly ming into contact with ordinary, nonhandicapped
people'. While technically subsumed in matisation, integration was emphasised as a
theme in its own right especially in terroé the use of the comumity and of generic
services.

Structured involvement of clients in activities

All policies stressed the importance of engggclients in a wide range of appropriate
housework, occupational and recreational activities through a structured process of
planning and staff deployment.

Staff development

Considerable stress was laid on the prioonoof staff knowledge and skill through their
experience in the service and additionaining, and on the constructive deployment and
use of this resource by the provider agency.

Basic service operation, therefore, was intendaavialve the structured enrichment of the
client's social and physical environment in a manner similar to that implemented in the
Andover Project (Felce, 1989; Mansell al, 1987; Felce, Lowe and de Paiva, this
volume). Primary attention was to be giverthe modification of the assumed challenging
environment (see McGill and Toogood, this volume) and the construction of adaptive
behaviour which could theoretically replace client challenging behaviour (Goldiamond,
1974). In most cases more specific proceduree also developed before the services
opened around the management and recording of client behaviour, the promotion and
recording of client activities, and the deployment of staff.

As might be expected there was considerahl@tion between services in the degree to
which they successfully implemented the kofdprogramme' outlined above. There was
also variation across time with some evidencdeafly of implementation in the face of the
waning of early enthusiasm, and staff turmovéMost failures of implementation were
accidental rather than deliberate though,aifew placements, there was more active
rejection of aspects of the policy, andaifcompanied by the absence of a clear local
management lead, this sometimes resultedarnimposition of ways of working preferred
by the home leader and their staff.
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CASE STUDIES

The kind of variation that occurred in estaii®ent and operation is perhaps best indicated
by telling the stories of three services. Wiiilese cannot be properly representative they
do provide some indication of the way in e services operated in practice, of the
difficulties they faced, and the variation amtcomes that were produced. Accordingly,
three stories are briefly told below: an exdenof a service which was successfully set up
but did not perform well; an example of a service which broke down shortly after its
establishment; and an example of a highlgceasful service. Names and other details
have been changed so that it will not be posgibimatch these accounts with the details of
individual services provided in Table 6.1.

Frances

Frances had lived in a learning disability hitador over 20 years. Planning of her new
service proceeded fairly smoothly against a background of increasing pressure on the
District Health Authority to reettle its "own' residents from the soon-to-close hospital. The
District was in the throes of developingw community services for over 60 people and,
while fairly well resourced professionally was finding its management capability stretched.
Frances was found a 3 bedroomed house to share with one other lady with severe learning
disabilities but without challenging behaviour. eTDistrict was able to appoint relatively
experienced senior staff with a strong catmment to community living and a desire to

work in partnership with Frances to improker lifestyle. From the outset, however,
problems arose. Despite the local and eatgurofessional support that was available the
placement's senior staff preferred to tdkeir own counsel. As a result there was
considerable conflict between placement staff and professional workers with the latter
believing that the placement was taking too &igsire an approach and being particularly
concerned abut the placement's rejection dif @gtablished approaches to the management

of challenging behaviour. Attempts to resdalvese conflicts were initially unsuccessful as

the agency's senior managers were not able to provide placement staff with clear
expectations or monitor their achievemei.eventually proved possible to establish a
working support structure which brought tdger local professionals and managers,
placement staff, and the SDT and whicbvled some degree of accountability for the
placement's operation. While Frances' lifeshde clearly improved the change has been

far less than was hoped for and there is evidence of decay in service performance over
time. Staff turnover has been high and, withdieparture of the placement's senior staff, it
became clear that local management commitment to the placement was limited so that its
future, as it stands now, is uncertain. Thegiksue in this service has undoubtedly been its
lack of clear accountability to local manager§aced with the pressure of extensive
provision of new services management tiwes at a premium and the resulting vacuum
allowed questionable practices to develop.

Anne

Anne was in her late 20s when referred to3BF. She had spent ovealf of her life in a
variety of institutional placements. While thams to resettle her, with two others without

109




severe challenging behaviour, went relativeimoothly there was, as with Frances,
considerable pressure arising from the gdmesettiement and hospital closure process.
This resulted in the service being openethout a full staff team, a decision which was
later regretted. As predicted Anne's behaviour became more aggressive and disruptive in
the early days of her new placement. Caarsible support from local managers and the
SDT helped to contain the situation thougkwvéts most unfortunate that a crucial middle
manager who had been heavily involved m ptanning of the service was on leave during

the opening weeks. Over the course oé¢hweeks the service produced considerable
improvements in most aspects of Anne's biehat but incidents of aggression, while less
than in the first few days, ctnued at a higher rate than in her previous placement. The
improvements were obtained at a high cost te#meice. Some staff refused to work with
Anne and the absence of the middle manageant that crucial guidelines for the
management of her behaviour were not alwelyjswed. A number of minor injuries were
incurred by staff and, as senior managenbeciame involved, the “story' developed that
Anne's behaviour was unmanageable in @manity setting. She was returned to an
institutional placement where she remains 2 ykzdes. The key issue in this placement
breakdown was the inability of the agency tohifise the resources necessary to manage a
service in crisis. This was undoubtedly paglyunction of the pressure the agency was
under to develop services for a large number of clients and the lack of development, at this
stage in the agency's life, oiggedures to properly support staff. The crisis also called into
guestion the agency's commitment, at its rsesior levels, to the task which it had taken

on since, at the time when Anne was moved, many aspects of the situation were actually
improving.

John

John was a man in his 30s who had lived in a learning disability hospital since early
childhood. The planning of his new serviees considerably delayed because of
difficulties in allocating him to a District H&Ra Authority. He had originated outside the
hospital's catchment area and it took some tovestablish that his local DHA would take
responsibility for his future care. Most of the planning was actually carried out in
collaboration with a voluntary organisation ialin had been contracted to provide the
service. This organisation had previously been involved in providing another such service
and had a high degree of commitment andidersble understanding of the issues. John
was found an ordinary detached house in @leesial area to share with three other more
able men, none of whom presented challegdiehaviour. The staff team took up post
some months before the service openedahie their experience was limited, they were
able to spend a considerable amount oétgetting to know John and the other residents
with support from the SDT and their own mager. Two weeks induction training was
provided and time was spent in planning hoevghrvice would operate. When the service
opened John's behaviour (mainly aggressiondastruction) presented staff with a major
challenge. After a few weeks it was clear that the support available locally and externally
should be provided rather more directivelydastaff were helped to develop appropriate
procedures and structures to promote 3oadaptive behaviour and manage his difficult
behaviour. The service took these on boad/ quickly and soon began to achieve
excellent outcomes with John. Evaluatiomer the 3 years of the service shows
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considerable increases in the amount of contact and assistance that John receives from staff
coupled with a fourfold increase in his pagation in purposeful activities. Key factors

have undoubtedly been a relatively stable staffn, directed and encouraged appropriately

by informed local management.

OUTCOMES

Survival and attrition

Of the 22 projects established 15 have been maintained, 11 in the original community
setting, 4 in new community settings resulting frelamned within District relocations. As

of June 1992, these 15 services have beertaraed for periods of between 9 months and
4%, years, an average of 2 years 8 months. 7 have closed for a variety of reasons:

(1)In 2 cases (2 clients sharing a house) &ghcy responsibility changed hands from the
District Health Authority to a not fgorofit organisation funded jointly by the DHA
and the Local Authority. In the face operational and financial difficulties this
organisation subsequently relocated theviddals to a local service for 6 people,
most of whom presented some degree of challenging behaviour.

(2)In 3 cases the project closed becausecid dgency (two different DHAS) felt that the
client's behaviour could not continue e managed within a community-based
setting. In 1 case the client was moved to a “crisis intervention' placement on the
periphery of a large hospital where he remmaifier 3¥2 years. In 1 case the client
was relocated within the District tosaall learning disability hospital where he
remains after 1% years. In the thirdecdise client was relocated to a private
psychiatric hospital and subsequenthatprivate placement but, with support from
the SDT, returned to a newly developed placement in her home district which
remains in place a year later.

(3)In 1 case the client died of a heart att@akonths after the placement was established,
in a second case the client died as a refidtatus epilepticus 9 months after the
placement was established.

Quality of client lifestyle

In addition to funding the establishmenttoé SDT, the South East Thames Regional
Health Authority commissioned a formal evaloatof the services set up in pursuit of its
strategy. This evaluation focused upon thestifle and challenging behaviours of people
moving out of long stay hospital. Thady, which is still ongoing, has monitored patterns
of client and staff activity to provide indicas of client lifestyle the quality of support
provided within services and changes ial@nging behaviours. 11 of the 22 placements
were included in this study.
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While the full results of this study are focbming, preliminary analyses (Mansell and
Beasley, 1989; Mansell and Beasley, 1990; MaasellBeasley, in press) indicate that, as
clients moved into newly established services they:

(1)moved from large, barren environmentsnirparts of which they were excluded, to
domestic-scale surroundings in which m@ms were "out of bounds' and which
were decorated and equipped with the wilege of furniture and domestic items
found in the average household;

(2)received much higher staff ratios (1:0.9 ver$is5) and were in the same room as a
member of staff more of the time (90% of the time versus 74%);

(3)spent more time in small rather than laggeups of clients (only client in room 63% of
the time versus 33%);

(4)were interacted with much more by staftlaeceived more staff assistance to engage in
constructive activities (interaction: 22% thie time versus 7%; assistance: 9% of
the time versus 2%);

(5)markedly increased their amount of time $perparticipation in ordinary meaningful
activity (28% versus 16%), especially practical housework tasks;

(6)experienced no overall change in the minimal amount of time spent in formal
educational or vocational activities.

This overall pattern of results was also eeed when the performance of the newly
created services was compared against rtwegor policy alternatives: the use of the
traditional range of services typically avail to a District Health Authority, including
placement in the private sector (ManseidaBeasley, 1991); and the establishment of
specialised staffed houses within which peapith seriously challenging behaviours were
congregated together (Emersairal, 1992).

As would be expected the overall pattern of results as described above masks a
considerable diversity of outcomes acrossviddial services and service users. Thus
while some of the new services achieved ontydest increases in quality when compared
against previous institutional placements, other services demonstrated substantial gains.
Key variables which appeared to discnate between successful and unsuccessful
placements will be discussed below. There was also a tendency for outcomes to be better
in the early days of the new services tholaibr outcomes were still significantly better

than obtained in the clients' previous institutional settings.

In addition to the formal evaluation of usmrtcomes, a number of approaches have been
taken to internal monitoring of the projects. These have included:

(Dthe use of management information systemghe regular collection and review of data
indicating service quality (e.g., participation in community activities);
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(2)reviews by the SDT of overall service quality;

(3)the establishment of local quality assuwe processes, including Quality Action Groups
around some of the projects.

In general these less formal approaches to evaluation have reinforced the findings described
above. Clients are reported to be partidigain a larger and more varied range of
personal, domestic and community activiti®oubts have been expressed, however, about

the quality and sustainability of these changes. In addition, considerable scope has been
found for promoting more individual and active participation. The general picture is
undoubtedly one of much higher quality theepresented by most clients' previous
experiences, but with many of the potential benefits of community living still to be tapped.

It appears from the above that, despiteptablems of implementation described earlier,
the services have been relatively successfdeilivering an enriched social and physical
environment which has promoted increaseaipéide behaviour on the part of clients (see
Figure 6.1).

[Figure 6.1 about here]
Challenging behaviour
The evaluation study also allowed comparisbrievel of challenging behaviour in new
and old services for the 11 clients who wpagt of the study. Levels of minor problem
behaviour (principally stereotyped behavjoare shown in Figure 6.2. Levels of major
problem behaviour (principally aggressivesttective and self injurious behaviour) are
shown in Figure 6.3. Interpretation of thesomparisons is complicated by the wide
variability across individuals and by the presgnin some individuals, of increasing or
reducing trends in challenging behaviour prior to resettlement. For minor problem
behaviour following resettlement there appears to have been:
(2)no change in 2 clients (JK, MM);
(2)an increase in 2 clients (HM, PH);

(3)an increase throughout data collection alidnt which stabilised following resettlement
(MS);

(4)a reduction in 3 clients (SS, WG, ST);

(5)a reduction throughout data collection irclignts which was maintained or furthered
following resettlement (BF, GF, SM).

For major problem behaviour following resettlement there appears to have been:
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(2)no change in 2 clients (HM, SS);
(2)an increase in 2 clients (MS, SM);
(3)a reduction in 3 clients (ST, JK, MM);

(4)a reduction throughout data collection irclénts which was maintained or furthered
following resettlement (BF, GF, WG, PH).

[Figure 6.2 about here]
[Figure 6.3 about here]

Taken together these findings suggest tha®fout of 11 clients mior problem behaviour
reduced or remained the same as its previ@wigutional level. Similarly, for 9 out of 11
clients major problem behaviour reduced anaaed the same. The ‘increasers' were
different clients so that there was no client whose mamal major problem behaviour
increased.

While the data on challenging behaviours areoaraging they need to be interpreted
carefully for a number of reasons (see Emerson and McGilll, in press for more detalil):

(2)Most of the seriously challenging behaviodisplayed by clients were of low frequency
and short duration. This explains the levels of challenging behaviour observed
in some clients and makes comparisons problematic.

(2)Secondly, the coding strategy employed doeslisthguish between different levels of
intensity of similar behaviours (Beaslet al, 1989). The data considered,
therefore, provide an estimate of occooe but not of intensity of challenging
behaviour observed.

(3)Thirdly, marked improvements in #tag levels and aspects of the physical
environments provided considerably greater opportunities for clients to exhibit
challenging behaviours in the newly estdisig services. Thus, for example, at a
simple level there were more objects around to throw and more staff to hit.

(4)Finally, comparison of overall levels mtes of challenging behaviours across settings
need to be evaluated in light of difeces between settings in the rates of
occurrence of events known to precipitate challenging behaviourgiGar1990).

For many clients, challenging behawi was precipitated by ‘demands' to
participate in activities or social interamti It is noteworthy, therefore, that such
challenging behaviour generally appears not to have increased despite the
considerable increase in such demands in newly established services (see
discussion above of service operation).
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Informal accounts have generally reporteVels of challenging behaviour to be
manageable, though, as time goes on and perscmengje, even a continuing low level of
serious disturbance can be difficult for servitedolerate and can lead to intermittent
crises.

Effects on co-tenants

One particular aspect of the service modedcdbed in this chapter frequently raises
concern -- the impact of sharing a seeviwith someone with seriously challenging
behaviours upon the quality of life of co-tenanés noted above, the majority of services
involved small group living arrangements for grexson with severe learning disabilities
and seriously challenging behaviours and oneare others who had a learning disability
but did not, in the majority of instances, have any seriously challenging behaviours.

While no information on this aspect of user outcomes was collected as part of the formal
evaluation study, some informal observationgay be made as a result of information
collected from internal monitoring systems. general, the possible picture of co-tenants
living a vulnerable, frightened existence Imad been found. There have been very few
reports of co-tenants being attacked or it threatened. Undoubtedly, there have been
times when they have been living in a famligturbed and disturbing environment but their
sometimes higher levels of ability, or prioaphing, have often allowed them to escape
from such situations to conditions of gregiérwacy within or outside the house. Indeed,
there is anecdotal evidence to suggest tioatenants have benefitted from the higher
staffing levels, structured programming, anteexal professional involvement associated
with the projects.

It is interesting to note that concerns arelyaraised regarding services which congregate
people with seriously challenging behaviotogether in one setting. If people with
learning disabilities have the right not to Iwth others who show challenging behaviour
then this right must be extendedatb people with learning disabilitieacluding people
with challenging behaviours themselves.Thus, the ethical issue is one of whether it is
appropriate foranyone to live/work in close proximity to someone with seriously
challenging behaviours. Congregating togetheople with challenging behaviour does
not provide a solution to this problem.

LESSONS

Some people with challenging behaviour have always lived in community settings,
principally with their families. As disssed earlier, however, there is evidence that
challenging behaviour has been an important factor in institutional admission and the most
significant contributor to reinstitutionalisati after community placement. Institutional
admission, reinstitutionalisation and transinstitutionalisation remain common outcomes for
people with challenging behaviour in South East Thames. There is now, however, as the
foregoing has shown, a body of experienceradéitively successful development and
maintenance of community-based services wkigggests that institutional living is not a
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necessary consequence of even seriousifletiging behaviour. The first, and most
important, lesson from the South East Thamgeence is that such services are feasible
-- of the 22 services set up 16 are currentintaaed in some form and these placements
have been maintained for an average of over 2% years.

Such services are feasible, however, ohtheir common characteristics are understood
and properly responded to.

They are expensive

The average per capita revenue cost of theces described in this chapter was £53,000 at
91/92 prices. This is the average cost &lir clients not just those with seriously
challenging behaviour. These figures do nkétato account the extra costs associated
with managerial and professional suppaldy placement and so on. While there is
sometimes scope for reducing these costs twer this cannot be done arbitrarily. The
costs are high principally because of the nundabetaff required to be on duty at any one
time to guarantee the safety of clients araff svith minimum recourse to restrictive
methods of managing challenging behaviour aagBeclusion. While the consequence of

a 10% cut in staffing in an ordinary & house may be a reduction in out of house
activities for clients, the consequence in&ise for someone with significant challenging
behaviour may be serious injury to the clierther clients, staff or members of the public.
Unfortunately such services are vulnerable jnst to the kind of across the board cuts
likely in the current climate but, because they are often the most highly staffed and most
expensive services in the locality, to being agkdadke a greater share of the financial cuts
which are seen as necessary. It is therefaneingortant if these services are to survive
that there is understanding and commitment at the highest levels of provider and
commissioner agencies.

They are difficult to manage and support

While most staffed houses will survive, eviemot prosper, with limited managerial and
professional input this is not the case wittviees for people with challenging behaviour.
They are likely to continually raise problems for and make demands on managers. These
may be directly to do with the individuatkallenging behaviour e.g., frequent incidents
involving injury or damage to the environmbecomplaints from neighbours about noise.
They may be to do with the needs of staff égymanage high levels of stress, to recruit
regularly and promptly in response to higher lewé staff turnover, to have more frequent
meetings and so on. Managers need to haventte to respond to such issues and also the
understanding to see them as partly inevitabégattteristics of the service rather than as
reflecting the incompetence or lack of commitinenstaff. Similarly these services are
likely to make greater demands on local pssional resources, especially psychology and
speech therapy. Such technical expertise may well be crucial to the survival and success of
the service and is likely to be needed on an ongoing basis.

They are vulnerable to crisis and breakdown
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Of the group of services considered here\&haoken down at least temporarily with the

client being returned to an institutional setting while 6 have had a change of service
location and/or organisation. The crucial task early detection and crisis management

(see Mansell, McGill and Emerson, this volume) are of enormous importance in the
management of these services. Manageesl to know enough about what is going on in

the service to detect problems early and to take proactive action. When a placement is
threatened, managers need to be able to devote the resources necessary to ride out the crisis
or to make local rearrangements.

They are prone to isolation

Partly because of their expense and the egtaurces devoted to them, these services are
often viewed with jealousy and antipathy bther parts of the service system. The
potential for using the placement's expareerand competence in the management of
challenging behaviour is sometimes lost throtlgh isolation that results. This isolation
needs to be tackled both within the local m&nsystem and beyond it. Thus, exchange of
staff between local placements and involven@nplacement staff in local training can
help to overcome the barriers to local intgigm. Bringing together staff and managers
working in, and supporting, such services calp e establish other networks to which
these people can relate and from which they can obtain understanding and support.

They require highly structured approaches to the organisation of staff and the
provision of care

Traditionally, in institutional settings, challengi behaviour has been handled proactively

by avoiding engaging with the person and dww situations likely to set off such
behaviour, and, reactively, by restraint, gen and prn medication. The goals of
community services are rather different and, while some of these responses may sometimes
be needed, the overall framework needs to be one that encourages the development of an
active, varied and valued lifestyle despite gierson's challenging behaviour. The services
which have done best in South East Tharhase used the sort of organisational
technology described elsewhere in this bs@e McGill and Toogood, this volume). This

has involved the careful short-term and Idegn planning of activities, the structured
deployment of staff, the implementation ofegd and detailed plans for the promotion of
activity and the management of challengingaxour, and the keeping of careful records
about the success of the strategies being udeduch systems are not frequently used in
mainstream community services they are often opposed by staff and managers who,
initially, do not understand how to use them, axay feel they are turning what should be

a 'home' into a ‘classroom'. While the eases in staff client contact and client
participation in activity found in the services described here are to be welcomed, they
represent relatively limited improvements giveer thigh staff:client ratios. More rather

than less attention needs to be given to these issues in the future.

CONCLUDING COMMENTS
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It is essential that the developers and dpesaof community services for people with
challenging behaviour understand the commonachearistics of such services and provide
the necessary supports. When this is dbagotential for highly successful outcomes can
begin to be realised. The service can deliverkind of active, variednd valued lifestyle
that is its goal. The evaluation suggests thany of the services have succeeded in doing
this at least to some extent. The serviceatan begin to increase its understanding of the
causes of the client's challenging behaviour and begin to reduce its occurrence.

Residential services in the community fagople with challenging behaviour are clearly
feasible. If service agencies believenihat they are doing, understand the task, are well
organised, and allocate the necessary resouhegsthe initial successes described in this
chapter can be repeated and sustained. Meeting such a challenge is crucial both to the
comprehensiveness of community care and the lifestyles of the people concerned.
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Towards meaningful daytime activity

David Allen

INTRODUCTION

Policy background

The last two decades have witnessed chandestinthe availability and orientation of day
service provision for people with severe leagndisabilities. The industrial training focus
predominant in most day centres fell masingly into disrepute during the 1970's.
Concerns were expressed over the apparenbieatn inherent in sub-contract work, the
reduced availability of such work, and its getlg un-stimulating nature. The fallacy of

the ‘readiness' model, in which users thgcally passed through progressively higher
levels of day activity culminating eventually competitive employment, was also shown

to be a fallacy by studies revealing the low rates of progression that occurred and the
consequent “silting up' that resulted (Whelan and Speake, 1977; Betlainy986).

The need for day services to considez thider developmental needs of people with
learning disabilities was central to the 19€port of the National Development Group
(National Development Group for the Mditadandicapped, 1977). The report suggested
an expanded role for day centres in whielning programmes relating to the development
of daily living, social, leisure, and educatal skills would be provided in addition to
preparation for employment. The continuum model still featured strongly, with the
revitalised ‘social education' centres besgen as offering four distinct processes:
admission and assessment; development and activities; special care; and advanced work.

Targets for increasing the number of day serylaces had been set in Better Services for

the Mentally Handicapped (Department of lteand Social Security and Welsh Office,

1971). The White Paper had suggested that the 26,400 day care places in existence in 1970
would need to be increased to around 75,006 a twenty year period as community
services developed and hospital beds (and their associated day provision) reduced.
Available places had almost doubled by 1985 bmwvards the end of the decade, the
average number of new centre places piediper year had fallen from 2,500 to 1,300
(National Audit Office, 1987). If progress domes at this rate the White Paper targets

will not be achieved until the end of the cepfua factor of particular concern given the
recent acceleration in hospital closure programmes.

In some areas of the United Kingdom, substantial attempts have been made to relocate
some of the traditional functions of day services into integrated community settings.
Because of this shift, thealue of "building based' services has been increasingly
questioned. In general, though, it is appareatitie developments seen in residential care
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(as described, for example, by Felce, Lowel @e Paiva, this volume) have not been
matched in day services (Wertheimer, 198¥he National Development Group's 15 year
old guidance, while far from compreherddiv implemented, now appears outmoded to
many. A recent review (Social Servicesgactorate, 1990) concluded that many local
authorities have no clear policy on day servieesl that accepted philosophical principles
had not generally been translated into clgaerational statements. While some progress
has been made, the provision of occupatioseigregated settings remains the prevailing
model in many places.

Day services for people with challenging behaviours

People with challenging behaviours have histdly been included in the heterogeneous
grouping of people with learning disabilities redgd as requiring “special care’. The 1971
White Paper endorsed the concept of specialwate attached to adult training centres, an
idea further developed in the Nationalve®pment Group's 1977 report. The latter
regarded the presence of severe behaviourddisas a clear qualification for admission to
special care, and foresaw the use of such facilities as a potential means of overcoming the
otherwise likely exclusion of this groupln 1974, 600 special care places were in
existence. By 1985, this number had risen to 2,800 (Social Services Committee, 1985).

Only limited data are available on the proportof day service places available to people
with challenging behaviour. Whelan ande8ke's (1977) survey of 305 adult training
centres in England and Wales found thatptesence of behavioural difficulties was likely
to be the most common reason for s#fig applicants a place (cited by 41.3% of
participating centres). Harris and Russell (1980a study of the prevalence of aggressive
behaviour in a single health district, found ttiad lowest rate of such behaviour (9.7%)
was reported in day services (versus 38.2% in hospitals). Qetedts (1990) survey of
behaviour problems sufficiently severe to reqsipecial provision in 7 health districts in
the North West of England found a similaeyalence rate of 9% in day care settings.
Twenty-five percent of subjexin a total population study of individuals displaying severe
self-injury were found to haveo programmed day activity (Oliveat al, 1987), while
McBrien (1990) reported that 54% of clients served by Plymouth Health Authority's
Behavioural Services Team received no dag.ca aken together, these findings suggest
that people with challenging behaviour are fretjydikely to be excluded from or denied
places in existing day provision.

Exclusion will however vary as a function lotal facilities and attitudes. Nineteen adult
training centres in West Midlands surveyed by Crawfetrél. (1984) reported serving
“special care' users, 20% of whom were dbesdras having severe behaviour problems. In
Qureshi's (1990) study of parents caring young adults with learning disabilities and
challenging behaviour, only just over 5% o fheople concerned had been excluded from
regular day services. The amount of day care received varied between 5 and 56 hours.

Where special care provision is not availadiy care in a hospital setting may constitute
the only alternative (Ward, 1982). Whilst advocating a community-based model of care,
‘Better Services' had also allowed for entinuing role for hospitals. Day care for
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individuals with challenging behaviour wasnsidered as one possible area for continuing
hospital provision. Qureshi (1990) found ttdcial Services Departments provided
86.5% of the day care received by her studyiggeants, with 9.5% being provided by
NHS services. While the evidence is limiteceflartment of Health and Social Security,
1984), it seems likely that individuals with challenging behaviours run the same risk of
being excluded from most hospital basey gaogrammes as they would from their
community-based counterparts. Mastividuals without day care found by Olivet al.
(1987) were living in hospital, and Quresial. (1990) found lower prevalence rates for
challenging behaviour within day servicesgspective of whether these were located
within hospital or community settings.

The significance of day activity

What we do during the day is a major determirafrour social and financial status. It
provides opportunities for the development arftheenent of vocational and social skKills.
The availability and range of opportunities ftaytime activity is therefore a significant
influence on the image and competence of people who have been labelled as “challenging'.

Day activity also serves the important rale providing respite to carers (Seed, 1988).
Qureshi (1990) found that the more day caceived by users with challenging behaviour
the better the psychological and physical healtih@f mothers. Use of day care was also
found to be related to attitudes towards ther&utuParents who rejected any prospect of
future residential care for their relative received the lowest average levels of day care.
However, those who were requesting immedsdtiernative residential care also received
low levels. It is suggested that, whilee amount of day time support received by the
former group was partly self-determined, foe thtter it constituted an unmet service need
which placed considerable stress on the families concerned.

Absence of provision may also affect formalecaystems. Failure to provide day activities
may result in excessive demands beingc@tl upon residential services (Special
Development Team, 1987). The basic costs df services will also be increased due to
the need to staff daytime hours fully. The lieésisers may suffer from a lack of contrast,
the same carers being responsible for both daytime and domestic support.

NEW PATTERNS OF SERVICE DELIVERY

As documented elsewhere in this volumestmecent service developments for people
with challenging behaviour have focused on the creation of residential facilities and
peripatetic support teams. It is self-evidéimat equal attention must be paid to the
establishment of appropriate daytime activities if comprehensive community care
programmes are to be developed (Social Services Committee, 1985).

Deficiencies exist both in the quantity and quaditglay service provision available for this
group. Recent years have, however, seen the development of some more innovative
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schemes, and these appear to be of three main types:
(1)specialist facilities within sheltered settings;

(2)increased support within normal day service systems;
(3)integrated services.

Examples will be provided from each of these three areas in turn.
Specialist facilities

One original rationale for locating peoplétwchallenging behaviours within special care
facilities was to avoid the possible impact ttmatir presence would have on other users and
staff within the main body of the service (National Development Group for the Mentally
Handicapped, 1977). The initiatives described within this section have similarly felt that
the behaviours displayed by such people reqgéparate service provision. Each project
has, however, attempted to meet the needs akers in significantly more creative ways
than can be found within most traditional day service settings.

[Figure 7.1 about here]

McBrien (1987) described the establishmena gpecialist day unit for adults with severe
learning disabilities who presented withaienging behaviour (see Figure 7.1). People
using the Haytor Unit had severe learning loiigges. Their self-help skills were minimal
and they were mostly non-verbal. Using thdaptive Behaviour Scale, their behaviour
was shown to be as challenging as thaadilts on a locked hospital ward, and more
challenging than the "most difficult' clientdemding a local training centre. Indeed, their
behaviour was rated as more violent and detsiithan either of the other groups. Except
for one anecdotal case study, no outcome dataempusgress are presented. It is stated
that several people were kept out of hosputdause of their attendance at the Unit. High
staff morale, low staff turnover and high levefsstaff training were reported over the first
18 months of operation. In the next six months, turnover became much more of a problem,
with only one original staff member remaining when the report was written.

Whilst the service was felt to have beereffective model for the user group described, it
proved less successful for more able peapith additional psychiatric or personality
disorders. Referrals of people with more moderate behavioural difficulties also had to be
resisted. McBrien concludes by stating tihat functional components of the service were

to be replicated within local adult trainirggntres, allowing for greater integration with
more able individuals. This subsequent work is described later in the chapter.

A second example of a sheltered servidaasRivermead Employment Project (Feinmann,
1988) which was based on Bellamy's earlier work on sheltered training programmes
(Bellamyet al,1981) (see Figure 7.2).
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[Figure 7.2 about here]

The Rivermead Project was subject toradependent evaluation conducted by the Special
Development Team (1986). Their report cadeld that the quality of life experienced by

users of the service was a significant improgat on their previous experience of day

care. Project workers had developed complesembly skills and, as the availability of
suitable materials allowed, were engagedde appropriate activities. Support staff had
developed a range of sophisticated teaching skills, and there had been marked decreases in
the frequency of dangerous and destructive behaviour within the work setting.

Some difficulties were also apparent. The location of the service resulted in the
congregation of people with learning disabilities and challenging behaviour on one site,
thereby acting as a major obstacle to integratibalso deprived users of an opportunity to
develop other work-related behaviours (suclragelling to and from the workplace) and
adopting normal working hours. The skills tktff had developed were only used in the
teaching of assembly work, and not extentiedhe development of other vocationally
related social skills. Such skills are im@mt determinants of success in supported
employment placements (Hét al, 1986; Schafer, 1987). Despitee aim of participation

in high-status work activities, a signifidcaamount of time was spent in non-functional
activities common to other traditional day car#isgs. Finally, the financial status of
users was not enhanced by their attendance at the unit.

Feinmann (1988) mentions two other impott@problems encountered by the scheme.
First, some users did not respond to the higtriyctured environment, and this resulted in
an increasing tendency towards the useuwfitive management strategies. Second, the
lack of progression of some of the peopttending produced a drop in the morale of
project staff.

The formal evaluation (Special Developrmh&eam, 1986) made several recommendations

for the further development of the proje@mongst the most important were suggestions
that the segregation of the service coulabercome by its relocating as an enclave within
open industry (Manlet al, 1986), and that high priority lggven to the development of a
viable range of products. While the Rivexad project has continued on the same site,
lessons learnt were harnessed in the development of a second employment project
described later in the chapter.

Increased support within existing day service systems

The assumption underlying the services describethis section is that standard day
service models have the essential ingrediergaable them to meet the needs of users with
challenging behaviour. The people concerneatplsi need greater staff support to allow
them to access these services.

McBrien (1990) described packages of support provided to two centres in the south west
of England that enabled them to serve sisdgth challenging behaviour (see Figure 7.3).
Providing a service in this fashion resultedocal Social Services day centre places being
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made available to people with severely aggvesand self-injurious behaviours for the first
time. No client was excluded becausethd#dir challenging behaviour and a significant
growth in the expertise of staff and théine managers is reported. However, the
recruitment and retention of staff were peshhtic and the 1:1 staff support levels were
only achieved at the cost of reducing the full-time placements available to other users.

[Figure 7.3 about here]

Hill-Tout (1988) describes an individualisddy service (see Figure 7.4) in which the aim

was to establish a pattern of day activity for a young man whose day centre placement was
felt to be inappropriate to his needs. The person concerned frequently and unpredictably
threw chairs and other everyday objects, gaserally difficult to engage, and displayed

self stimulatory and self injurious behavioudis behaviour within his home environment

had resulted in considerable damage toperty, and had required the installation of
poly-carbonate windows. His pats were unable to keep ornaments and furniture as and
where they wished, and their lives were goee by their son's behaviour. As a coping
strategy in the evenings and at weeketitsy frequently took him out for car rides
(Hill-Tout, 1990).

[Figure 7.4 about here]

Reported outcomes included higher rates digipation in individual and group activities,
and increasing use of community facilitigdexible funding (allowing for the provision of
support staff as and when required, the puettdsequipment and materials etc.) and a
base from which to work were seen as keyrgnts in the further development of services
of this type.

Accessing existing day services has been made possible in other areas by similar financial
arrangements. In South Glamorgan, for gxanthe Flexicare system (Newman and Cox,
1987) has been used to provide 1:1 or 2aff support to enable people with challenging
behaviours to attend local adult training andaceducation centres. The county's service

for people with challenging behaviours also thescapacity to fund short or long-term day
service developments for its clients (Hill-Taital, 1991) with ring-fenced budgets.

Where developments of this type are estallislieseems essential that they form part of a
well planned service package of the type dbedriabove. If this is not so, there is a
substantial risk of users and their idaatif staff becoming encapsulated within their
‘mini-service'. Locational integration, being plogdly located within another service, may

be all that is achieved. The generatioraafommitment to serve users with challenging
behaviour within day services generally aua@sto people with learning disabilities is one

key factor in helping to avoid such isolation.

Integrated services

A small number of services have adopted mategrated models that have aimed for
community presence and participation from the outset. A&llex. (1989) have described
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the development of a community-base¢ darvice for people with profound learning
disabilities and additional needs (see Figure 7T5)e Flexicare system mentioned earlier
had enabled some individual pilot day services for challenging individuals to be
established. Continuing day service deficiea and the initial success of these pilot
initiatives led to the formation of a stewy group charged with the responsibility of
planning a more substantive service. Thaugrprovided a forum for the development of a
strong partnership between professional warkerd some of the i&s of people with
severe learning disabilities seeking day suppbiie strength of this partnership was felt to
be a key variable in securing funding for the scheme.

[Figure 7.5 about here]

Eleven people used the service initially. indgscategories derived from the Degree of
Dependency Scale (Caddell and Woods, 1984),sters were rated as highly dependent,
two as highly dependent with severe behavimoblems, two as medium dependent with
severe behaviour problems, and one a®rsebehaviour problems only. Some 45%
therefore displayed challenging behaviour,tiast common forms of which were, in rank

order, self injury, damage to the enviramh overactivity, and physical aggression. No
single management approach was employed dépéhvice, but a key feature was detailed
planning in which new opportunities and activitiesre provided at a rate and in a style
tailored to the needs of each individual.

The scheme was subject to a formal evadnan which the support received by users of
the new service was compared with thedeived by an approximately matched group
attending a special care unit in the area (AIE990). Based on diary data collected over
two weeks on each person at two month intervé2.5% of activities of users of the new
service were conducted in integrated setfivgssus only 6.5% of those provided in the
special care unit. Substantial and significdifiterences were also evident in both the
number and range of activities undertaken, eaahglsuperior in the new service. The
type of activities provided were also significantly more desirable and age appropriate as
rated by neutral judges on five-point scaléise of local leisure centres for activities and
classes featured highly in the service'sgpamme. Engagement levels, assessed at
six-month intervals were significantly and consistently higher than in special care.

Key factors contributing to these results were felt to be the staffing levels that permitted
high levels of individual attention, and thedimary community settings that provided the
venues for most activities undertaken. Itasduded that whilst higher engagement levels
may have been produced by increasing stafiiawgls within a unit based service, this
could not be taken for granteéa view of research conducted within residential settings
(Felce, 1988). Itis suggested that the qualéachanges in the activities undertaken would
certainly not have been achieved in this i@sh The cost of a full-time placement in the
new service was approximately three times that in the special care unit.

The service was not without its problems.ti#ittes were entirely leisure based, and there
was some uncertainty about whether orthetservice should be provided for life (Allen
and Williams, 1991). It was also inherenthagile, the impact of staff sickness, for
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example, being far greater than in a buigbased service. Staff sickness could cause
sessions to be cancelled if appropriate f&lierkers could not be found, thus making the
service potentially unreliable. As Quresh®90) observes, it is clearly a disadvantage to
carers if a “flexible' service means less kaliiy for them, although this does not have to
be a necessary consequence.

Dispersed service models have their predietalifficulties. In particular, isolation from
other services is possible. As might be exgubdthis was felt to be more of a problem for
the service team that had its own premisaa for the one based with the CMHT; far more
opportunities were available to members of ltteer service for informal contacts with
other workers and much support was derived ftiois1 Monitoring of individual services
was also sometimes difficult, and was gelhedone by the team leaders working regular
supervisory sessions alongside team members and their clients.

A final issue related to the service's initial “derstration project' status. It had deliberately
been kept separate from traditional maeetn day services during its development phase
to protect both its principles and resourcesoria area it was suggested that this had led to
unhealthy attitudes of superiority/inferiorityetween the two (cf. Mansell, McGill and
Emerson, this volume). Once the service bacome established, formal management
links with other day services in the areasicerned were agreed and this competitive
element reduced.

Despite these concerns, this service was adjutgéave been sufficiently successful for
many of its essential features to be replicatétiin a second service established to meet
the needs of more able individuals with challenging behaviour.

A similar service model has been establishefunderland as part of the Special Projects
Team (Johnson and Cooper, 1991) (see Figure 7.6).

[Figure 7.6 about here]

Johnson (1991) states that a key factor inisigape development of the project has been
the problem of finding open employment the Sunderland area (the local male
unemployment rate in 1991 being 29%). Ironically, this was seen to have brought some
advantages to service users. Firdt:timne paid employment was by no means the only
model of valued activity -- service users were therefore not set apart from the local
population because of being unable to obtam tfhe part-time work undertaken by some
users was seen as a significant achievement. Second, local conditions had led to the
development of a thriving co-operative movemeaérvice users and their supporters have
been able to establish two businessesafadwich bar and a craft workshop) under the
umbrella of a Community Business Venture thaiported co-operatives in the locality. It

is now planned that these ventures shoattbme employers for non-disabled people in the
open market, while retaining an option in edtlsiness for up to two users at a time to
work with support. Finally, unemploymentchareated the need for the development of
low cost sport, education, and leisure opportusitiService users were therefore able to
participate regularly in activities (such ag tbkiing and abseiling) that might have been
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prohibitively expensive in other parts of the country.

User progress within the service is reemtdby completing Adaptive Behaviour Scales
(Nihira et al, 1975) every six months and by separaterds of individual behaviours. An
example of these data for one user is shown in Figure 7.7. The service has also developed
its own quality monitoring system (Johnson, 198@t aims to ensure that a range of
appropriate social and other opportunities are regularly available to users.

[Figure 7.7 about here]

Whilst both the above projects have shownvdilaity of a “'meaningfl life without work'
(Heron and Myers, 1983), employment remaimsrtiost valued daytime activity for many
people. Persons with severe disabilite® generally absent from the competitive
workforce. This is especially true afidividuals with severe learning disabilities and
challenging behaviour.

The major United Kingdom project to tacklee area of supported employment for people
with challenging behaviour so far is Intowork (see Figure 7.8).

[Figure 7.8 about here]

Intowork's staffing included an Employmentu@eopment Officer to find appropriate jobs,

and three Job Trainers, trained in systemasittuction, to prepare and support users. On
registering with the service, Job Trainarsnduct a vocational profile with the user
concerned. This involves getting to knowve therson and their work preferences and
requirements. Once an appropriate joloimnfl, both the vocational and social aspects of
the work setting are analyzed. Initial training strategies are also identified at this point.
The Job Trainer then accompanies the employee to the work site and starts to train them in
all aspects of the job. As well as skills direatyated to the job, this is likely to include
travelling to and from work, clocking on, and using the canteen. Dependence on the Job
Trainer is faded over time as the user becomes more competent at the work involved. This
may take anything between a few days anersé months or years. Ongoing support is
then provided to both employer and empleyas required. During the training period,
government subsidies mean that the employer incurs no costs. The training is also
provided free. Rates of pay, followitr@ining, are negotiated individually.

Initially the three Job Trainers were involvetith two people each for two days a week.
Since commencing operations, Intowork htéisred 75 job opportunities to 35 job seekers.
Jobs have included assembly work, pagksorting, kitchen work, cleaning, pot-washing,
gardening, warehousing, food production, deliyéabouring, laundry work, garage work,
care services, and animal welfare.

Feinmann (1991) states that there wer® twain components that were central to
Intowork’s approach to challenging behaviews careful analysis of antecedents known to
trigger challenging behaviours of individuaorkers and positive programming involving
the teaching of behaviours that were functionaedifated or functionally equivalent to the
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challenging behaviours (La Vigre al, 1989). The antecedent analysis helped plan work
placements that avoided known triggers Imdluded those setting conditions likely to
promote pro-social behaviours, while the work activities themselves were often a major
element in the positive programming.

Market forces have now led Intowork intmatering for people with severe learning
disabilities as a whole. The only people exctuftem the service are those individuals in
their 50's or 60's suffering from degenerativediers. Approximately 60% of the people

in contact with the service so far have been labelled as challenging (Leach, 1991).
Intowork staff have often had cause to question the validity of this label once the people
have been found meaningful employment opportunities.

Unlike the Rivermead scheme, Intowork has tpebe subjected to a formal evaluation.
Feinmann (1991) reports some anecdotal csimis. With hindsight, it was felt that it
would have been more appropriate frore thutset to establish a general employment
service that, as only part of its briefatered for challenging individuals. The dual
challenge of developing an innovative employment service and restricting its users to
individuals with behavioural difficulties placensiderable pressure on the service. The
right job placements were often difficult todi and, over time, the loss of key staff had an
impact on the success of individual placements.

CONCLUSIONS

Direct comparison of the various service moghessented here is difficult given the likely
variation in their definitions of “challenging bef@ur’. Services also vary in the degree to
which they focus on “treatment' of challengingydogour. In the Haytor unit, for example,
day service and treatment roles seem to babewed. Reductions in levels of challenging
behaviour are a main effect of the serviceh other projects, like Intowork and the
Sunderland scheme, treatment is de-empbdsi Reductions in challenging behaviour,
whilst clearly important, are almost seen ak ®ffects of engaging people in meaningful
activities.

Some of the key ingredients of the schemes described would appear to be as follows:
(2)opportunities for participation inalued day activities, including both leisure (e.g.,
Sunderland, South Glamorgan) and payment (e.g., Intowork, Rivermead,

Sunderland);

(2)an increasing use of integrated setti(eyg., South Glamorgan, Sunderland, Intowork)
from the outset, thus avoiding the problem of the “continuum trap' (Taylor, 1987);

(3)an ecobehavioural framework that focusm the inter-relationships between people,
their behaviour, and their physicalttsggs (e.g., Mid Glamorgan, Rivermead,
South Glamorgan, Intowork) (Chadsey-Rusch and Rusch, 1986; Schutz, 1988);

(4)high levels of support that allow usetio access a wide range of opportunities (e.g.,
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South Glamorgan, Sunderland, Intowork);

(5)a recognition that specialist skills residestaff, not buildings (e.g., Sunderland, South
Glamorgan, Intowork);

(6)the use of effective strategies for tevelopment of skilled behaviour (e.g., Rivermead,
Intowork) and the amelioration of challenging behaviours (e.g., Haytor, Devon).

It seems likely that each of these ingredieetsometimes necessary, and no one entirely
sufficient, for the establishment of meaningtaly activities for people with severe learning
disabilities and challenging behaviours.

Several problems are also apparent in the schemes described:

(1)most of the schemes are fairly small scalehile this may have been a key factor in
their establishment (Patton, 1986), it may aske them inherently fragile. Small
scale "pilot' schemes are often under more pressure to prove themselves within a
short time, and therefore struggle decure long-term funding (Emersen al,
1991);

(2)a combination of small staff teams andadnsence of recognised bases from which to
work may affect the reliability of a service;

(3)sheltered day services established exatsifor users with challenging behaviour run
the risk of encountering some ofethsame problems as their residential
counterparts;

(dthere is comparatively limited development of vocational opportunities and some
supported employment models, such as enclaves and work crews ¢iahk
1986), have apparently yet to be tried with this group of service users in the United
Kingdom;

(5)several schemes mention problems of stédihteon. While this is a general problem in
services for persons with severe learrdigabilities it is unclear if turnover rates
are any greater in services catering falividuals with challenging behaviours.

There can be little doubt that substantial developments in day service provision need to take
place if sufficient high quality community seres are to be established for people with
severe learning disabilities and challengingaséour. Progress continues to lag behind
that in residential services.

The comparative absence of meaningful activities for this group means that services have
to be developed almost from first principléa/hilst this is a daunting task, it also provides
an opportunity to avoid replicating some of thtfalls of traditional day service systems.
Schemes aiming to integrate users withllenging behaviour into existing day services
available to people with severe learnidpabilities automatically encounter the well
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recognised problems of these services (sude@egated activities, low status occupation,
and low rates of engagement). The comitgtlmtased schemes detailed in this chapter
provide some early evidence to indicate thase difficulties can be avoided. The main
challenges seem to lie in replicating thadings of the innovative projects described on a
larger scale and in demonstrating their durability over time.
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The Behavioural Services Team for people with
learning disabilities

Judith McBrien

INTRODUCTION

Challenging behaviour teams have been éskednl by many health authorities and social
services departments in order to prowesl organised, highly skilled, peripatetic support
and intervention in the community for peopléh learning disability whose behaviour is
difficult to manage. Some of these teanss tanly peripatetic, others form the outreach
component of a unit based service. This tdragescribes the experience of setting up and
operating, since January 1989, a specialist petipateam -- the Behavioural Services
Team (BST).

Background

Plymouth Health Authority and West Devonc&b Services have coterminous boundaries
and since 1984 have been pursuing a joint stapggn for services to adults with learning
disabilities. The main purpose of this plaas to accomplish the resettlement from long
stay institutions of all those people of locagor who have learning disabilities. By early
1991, all 176 people due to be resettled hadmnetlto the area, including those with
challenging behaviour.

Some 1200 adults with learning disabilities live in the locality (general population c.
320,000). The service is widely dispersed@ammunity settings. Approximately 60% of
service users live at home with their familiessidential care is provided for the remainder
within voluntary and private sector homes. [Bayvices, respite care and field social work
is provided by social services, while specidtigalth input is provided by the usual range
of health professionals withdhaddition of the BST. There also exists a small psychiatric
in-patient facility for adults with learning disability and psychiatric disorder.

This pattern of service provision was mpt@d and monitored by a Joint Planning Group
which has met monthly since 1984. When the joint strategic plan was into its third year, it
was realised that, in the main, the resettlement programme had selected those who could be
easily resettled into fairly minimally staffegloup homes (typically ten residents to two or

three staff on duty). As a result, those litagpesidents whose behaviour was challenging,
some of whom were residing on locked wardad yet to be considered seriously for
resettlement. There was not, at that timegegent that all of these people would or could

be resettled. In addition, there was a#saecognition that people with challenging
behaviour who had always lived locally weret having their needs met in a coordinated

way.
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As a result, a small multi-agency groupsiset up during 1986 to produce a strategy for
adults with learning disability and chailging behaviour. The resulting strategy made
explicit a commitment to resettle all those of lomagjin regardless of level of disability or
degree of challenging behaviour. The strategffitonsisted of four main strands: that
those with challenging behaviour should be placed in existing homes with a comprehensive
back up service and additional staffing; timgddition, a number of small and well staffed
houses should be established via a new ch&itaody which would be able to take some
people with challenging behaviour; that a spksti Behavioural Services Team of people
with skills in behavioural techniques sholdd appointed to provide peripatetic support
specifically for these users; and that steering group be created to guide the
implementation of this new service.

The basic contention was that a high quality service would be achieved primarily by the
provision of well trained and well motivated fétaSpecial buildings, the congregation of
difficult people or the use of remote settinlys not form any part of the recommendations.
The policy drew heavily on work by the SbhuEast Thames Regional Health Authority's
Special Development Team (see McGill, Emerson and Mansell, this volume).

The proposed service was to be seen as atdyxpertise’ within the existing framework
of services. Thus, the proposed service demsgned to provide the additional expertise
and staffing to enable users to access and benefit from existing services without exception.

Unfortunately, however, the planned service thile take account of the respite needs of
those living with or caring for people witthallenging behaviour. It was erroneously
assumed that the respite service already irtezde, two twelve bed units, could cope with
any additional demands, especially since i wavisaged that, as people with challenging
behaviour would commonly be living in #&d housing, they would not therefore need
respite care. In practice, it has emerged 30&b of those with challenging behaviour live
with their parents. These families do neespite but the nature of the existing service
means that someone with difficult behavious lndten to be turned away because of the
possible danger they pose to other, frailer users. Plans are now under way to rectify this.

THE BEHAVIOURAL SERVICES TEAM
The service model

The model underlying the BST is one of taking expertise and resources to the client and
his/her carers. As an example of the dglrvof appropriate health care in community
settings, the model has implications beyond the client group and can be used to illustrate
the role of health care staff in fostering the aims of the recent NHS and Community Care
Acts. In particular, the model lends itsédf fulfilling the aims of promoting practical
support in the home, the development of pr@ssessment and case work, the fostering of
skills in the independent sector and the bnddin of quality standards. Service provision

is highly complex for this group and the motiof a specialist team is a relatively new
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concept. Above all, clarity of input and adopartnership between agencies are required if
such an approach is to be effective.

Definitions

The BST provides a specialised service dolts and school leavers with moderate to
severe learning disabilities and challenging behaviour. "Learning disabilities' are defined as
an impairment of learning that has resultechoderate to severe deficits in the acquisition

of adaptive behaviours, a disability that would first become apparent in childhood. The
original brief was to work only with adults with severe learning disabilities (as opposed to
mild or moderate). This has been found isgiole to hold to in @ctice. The brief was
therefore extended to embrace people with a rahtgarning disabilities. In practice this
generally means anyone already in'the systamattending a day centre and/or living in a
residential home for people with learning dids. Priority nevertheless goes to those
with more severe handicaps. The team datsaccept people who appear to have no, or
only mild, learning disabilities. Such people are referred to more appropriate sources of
help.

"Challenging behaviour' refers to behaviour aftsan intensity, frequency or duration that

the physical safety of the person or otheqgdased in serious jeopardy or behaviour which

is likely seriously to limit or deny access to ars# of ordinary community facilities. This
definition and much of the operational polase borrowed from or based on the work of

the South East Thames Regional Health Authority's Special Development Team (Emerson
et al, 1987). Practice has shown that challengitgbeur (to some extent) lies in the eye

(or rather the mind) of the beholder. Sornafsind parents are prepared to tolerate and
work with some very difficult behaviors withoteeling the need to call in extra help --
merely taking it in their stride. In other settings, what would appear to be minor problems
are seen as major challenges (see also Qutleishvolume). Day to day practice has been
dictated by the view that, whatever the appa problem or degree of seriousness, if
placement breakdown is threatened or the wetigoef clients or carers is in jeopardy, then

the behaviour is challenging and help iguieed. Where it can be identified that the
problem is not in itself serious, the emphasifissfrom treating the individual to helping
carers gain a more balanced view or acquire the skills and confidence to cope more
effectively.

Objective and philosophy

The objective of the BST is to reduce chadjmg behaviour and increase skills and quality

of life for people referred, through the preien of advice and technical support based
upon an explicitly behavioural approach. The behavioural approach is adopted on the basis
that the available evidence suggests that interventions informed by applied behaviour
analysis are effective in reducing unweth behaviour and building up appropriate
alternatives (see for example Donnelletnal, 1988; Durand, 1990; Meyer and Evans,
1989). The service is available for any adult fulfilling the criteria stated above who lives in,
or is due to return to live in, the catchment area. This entails working in facilities run by
any agency and includes working with schaalers. The service is peripatetic and not

138




bed based. The team is an additional layesxplert advice and practical help for these
clients and not a substitute for the range of specialist and generic services available to
adults with learning disabilities. Thus, theam works in close conjunction with staff of
these other services.

The team adheres to the principles ppbviding a high quality service via the least
restrictive environment, using the least restrictive treatment methods compatible with
reducing the challenging behaviour and increaguraity of life. The values subscribed to

are those embodied in"The Five Accomplishted®'Brien 1987) and adopted by the local
service in general.

Staffing and organisation

The BST is managed by the Health Authoityd forms a part of the Department of
Clinical Psychology. It has its own budgetdais directly managed from within the
learning disability specialty of the psycbgy department. It has a two tier staffing
structure of Advisers and Technicians. Fuagdallows for a team leader, who is also the
head of the psychology specialty for learndigability, who gives 50% of their time to
being the team leader and acting as a Behaai Adviser. There are a further two full
time Behavioural Advisers. The Advisers mbate a relevant professional qualification
(e.g., Clinical or Educational Psychology, Nursing, Social Work, Teaching, Occupational
Therapy). In addition they must have exigerin applied behaviour analysis and have
experience of working with people with challenging behaviour. Five posts exist for
Behavioural Technicians who form a poolstéff who can be deployed flexibly by the
Advisers. Technicians generally have exgere of the client group but need not have
formal qualifications. They undertake amuetency based induction training on taking up
post.

In establishing the BST it was firmly felt that a behavioural approach is not the prerogative
of any particular professional group and th&key to success would be the appointment of
staff who brought with them a knowledge @ipaed behaviour analysis as well as their
own professional skills. This, of course, progld an immediate problem of how to grade
the team members since, as all advisob idantical roles it would be unacceptable to
grade and pay each member differently. Thalfsolution was to place all team members
on the Administrative and Clerical pay scale antietthe salaries of Advisers as closely as
possible to nurse behaviour therapists andettudsTechnicians to salaries of day centre
staff. In practice it has been difficult to mi@in parity over time with large pay awards
having been made to both nurses and day centre staff.

The Advisers began work in January 198l dhe five Behavioural Technicians were
appointed subsequently, with full strengthrigeieached in May 1990. It was necessary to
hold two rounds of interviews to appoint twalvisers and three rounds of interviews to
appoint five Technicians. All BST staff amecountable to the team leader no matter what
their professional background. This was falsential and has worked well in practice.
Staff turnover has been low in the first twaggewith only one person leaving (one of the
Technicians). Turnover of Technicians igpected as most of these staff intend to
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undertake professional training in due cour$ée first Adviser to leave spent two and a
guarter years with the team before taking promotion to a similar team.

The role of the Behavioural Adviser is to take on individual referrals for assessment,
analysis and intervention; to plan anghduct staff training courses and workshops; to
offer consultancy on challenging behaviourother staff; to plan and conduct relevant
service evaluation studies and contribute twise planning. The role of the Behavioural
Technician is to act as hands-on staff watlents referred to the team. This entails
assessment, direct observation, functional analysis, and implementing intervention
programmes with clients. They also playiamportant role in contributing to evaluation
studies and staff training. The technicians are supervised by the Behavioural Advisers.

ACTIVITIES OF THE BST

These will be described under separate Inggdi An approximate breakdown of time spent
under each heading taken from the annual statistics shows that case work occupies 45% of
Advisers' time, staff training 20%, corisuncy and service planning 20%, service
evaluation 15%. For Technician staff, most time is spent on case work (approximately
60%) with the rest of the time divided between service evaluation and staff training.

Case work methods

There are three broad types of case wanklertaken by the team, described below.
Referrals may come from any source and mugt beiting unless urgent. Each referral is
allocated to one of the Behavioural Adviset® will then initiate the case work according
to the agreed format.

Therapeutic work

Therapeutic work consists of three stagegiii ceasing at any stage according to need and
the co-operation received from carers. These stages are: a) initial screening by an Adviser
to assess suitability of the referral and feasibility of effecting change; b) detailed
assessment and analysis of the problem, o€ltbet's skills and of his/her quality of life

and general circumstances; c) interventiorettuce the problem/s and improve quality of

life and/or skills. At the end dhe second stage, a report is presented to the referrer/carers
and a meeting held to agree the next steps (e.g., full scale intervention by the team, written
advice only, modelling and training for carergrtgplement advice, refer elsewhere). The
format currently followed is that of the Bavioural Intervention System (BIS) developed

by McBrien and Felce (in press).

Intensive support
In addition to the above, the team canpoesl quickly to bolster the staffing levels

provided for a referred client. The Technicdrave a key role here and can go at short
notice to any residential home or day centradibas staff members for the referred client.
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Their role in these cases is carefully dgsmd with the manager tife home or centre to
ensure that it is purposeful (e.g., modellingstaff, further assessments). During 1990 this
kind of intensive support was provided for 12 migein residential homes and respite units.
The input has varied from three or fouepings (6pm to midnight) to several weeks of
full days, managed in rotation by all five Teatians. The team has the facility of placing
its members on call for a referred client through the use of a radio pager.

Assessments for purchasers and providers

Some referrals are made directly by purchasesrovider agencies. For example, where
an agency is asked to fund a placemenafperson with difficult behaviour, the BST may
be asked to assess level of difficulty, apprdpr&affing levels and so on. Other examples
include input to decisions regarding the amiing of scarce resources such as access to a
one to one staffed day centre place. kséhcases the BST has provided an objective
assessment of all candidates which canubed by managers to compare with the
recommendations of those more closelwolved. Meeting such requests entails
assessment and analysis, as for other cases, combined with theatpmepof a useful
report for the funding agency or provider. Amy well be imagined, this is a sensitive
task. The value of using the BST is thatobjective (and hopefully expert) opinion can be
given by staff who are at arm's length. Thia growing area of work as the splits between
purchasers and providers become a reality for both health and social services.

Priorities and conditions for case work

Priorities in accepting referrals have beerdenaxplicit in the Operational Policy (BST,
1991a) and Guide to Referrers (BST, 1991bhese centre on giving higher priority to
people whose residential placement is threatbgeteir behaviour, particularly those who
live with their parents. A second level of pity is to those with no day activity outside
the home or to those whose day placement might break down.

All professionals will be familiar with the fficulties of gaining the co-operation of staff
and carers to carry out assessments andsamgons. There can be much time wasting
when charts are not filleah,i staff do not keep appointments or fail to communicate with
one another. To try to offset this, the B8rings to bear a number of factors which
influence the acceptance of a referral andcth@inuation of case work. These include a
consideration of the degree of commitmembven by the carers and clear statements of
circumstances under which the BST cannot continue with a case (e.g., when action by
others is required first, such as nuadi assessment or suspension of unsuitable
management methods). In some circumstartbesliving or working environment of the
referred person may be so antithetical taraprovement in behaviour, that intervention
would be judged unethical without a changemfironment or drastic improvements in it.
In these cases, the BST would not undertdkect work with the client but would
endeavour to set in motion a change afatmn or the desired improvements. Such
situations are brought to the attention of the appropriate service managers.

Case work over the first two years
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Initially case work was divided into two distinct types -- community referrals and
pre-discharge hospital referrals. These will be described separately.

Over the first two years (1989 and 1990) 117 community referrals were accepted onto the
caseload of the BST (57 in 1989, 60 in 1990). rHbe of referral in year one averaged 4.2

per month (range 1--7) and in year twoewaged 5 per month (range 1--13). The
proportion of referrals of ex-hospital patients resettled to the area was 39% in year one,
35% in year two. Overall, there were 70mand 46 women, the average age of referrals
being 30 years with a range of 16--68 years. Analysis of the modal age for the men
referred in 1990, reveals a peak at 20 years confirming the impression that the BST is
increasingly dealing with the younger, schisalving age group. These are young people
who in the past may have been admitted to long stay institutions but who are now
remaining in the community. The types of challenges cited at the time of referral are
illustrated above in Figure 8.1.

[Figure 8.1 about here]

Over the first year the BST had an inpub8% of the existing private homes and 56% of

the voluntary sector homes. All the large daytresnbar one had an input as did most of

the smaller more specialised centres. The residential location of referrals received during
1990 is illustrated below in Figure 8.2.

[Figure 8.2 about here]

The source of referrals received during 1988 8990 is presented below in Figure 8.3 and
the nature of day service they received is presented below in Table 8.1.

[Figure 8.3 about here]
[Table 8.1 about here]

Inspection of Table 8.1 reveals that 43% of those referred in 1990 had no day care place, an
increase over 1989 when 35% had no day care. The increase for 1990 is accounted for
partly by over half of these people having beesettled to the area very recently. Within

local services, day placements are not nbynsmught until each person has a chance to
settle in their new home. However, there also exists a shortfall in day placements
providing intermediate levels of staffing ratiag. between 1:10 and 1:1, especially since
those places staffed at a 1:3 ratio argemneed for people with profound and multiple
disabilities. This has to be taken in ttentext, however, of the observation that many
people with a challenging behaviour are cateredhftarger groups with a staffing ratio of

1:10. There are a number of reasons for higtadf ratios sometimes being required. In
some cases, of course, the seriousness or fregoéthe behaviour itself dictates the need

for high staffing ratios. In other instancémwever, the tolerance of the carers or the
philosophy of the managers appears to be a mgrertant factor, tolerance being dictated,

at least to some degree, by the level ohing and experience ofadt. A full report was
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made to the management of Social Servamgerning those people with no day activity
outside the home. Whilst providing appropriate day time activity is a priority, it would be a
mistake to believe that merely providingwbuld serve to reduce the challenge posed.
Referrals by day centres for assistance witillehging clients made up 30% of the team's
referrals in the second year.

Case work stages

As regards the use of the three stagesasé work -- screening, assessment and analysis,
intervention -- of the 60 new referrals durit§90, five turned out to be inappropriate
(largely through having no challenging behavibut requiring other services, for example
psychological assessment, counselling) arel r'st moved on to the second stage of
detailed assessment and analysis. Of the 55 referrals passing to the second stage and for
whom the assessment process has been cod)pigiat ceased with the presentation of the
assessment and analysis for 19 cases, whilst agotinued into the intervention stage for

29 people. This distribution of activity is shown in Table 8.2.

[Table 8.2 about here]

Concerning those for whom input ceased feitg the assessment and analysis phase: two
died; for five the advice was that a chamjeesidence or day care should precede any
further involvement of the BST; one perseas referred on to the psychology service as
needing long term psychotherapy; in nine cases the initial agreement was to assess only (for
advice on future placement or suitability of catreituation or management); and finally,

for two people long delays on the part mafferrers or carers ensued following the
assessment which led to termination of case work.

Duration of case work and case work load

Data on the number of hours spent per caseoainely collected. Time spent varies
enormously. The most intensive interventi@s been five 6-hour days conducted in one
week by two Technicians, followed by daily itgsduring the week after and subsequently
case review follow ups. This had of coulsen preceded by a considerable amount of
assessment and analysis. In terms ofnim@ber of weeks or months over which the
contact is spread, this too is very vdrieLooking at completed cases in 1990, the time
span varies from four weeks to six montl#ss regards case work load, in a typical week
the team worked with an average of 19 different clients with a range of 13--25.

Termination of case work

An analysis of all 112 referrals to dateigthwent beyond the screening stage has been
made. As at the end of 1990, of the 11@pbe who had been taken on, 59 were no longer
being seen by the team, 22 were beiegnsfor follow up only (individual planning
meetings, case reviews), 31 were being seen regularly (i.e. once a fortnight or more often).

Re-referrals
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During 1990, nine clients were re-referred to the team after an interlude. In only two cases
was re-referral for the same or similar proldemwhich were again causing concern in the
same setting. In three cases the same proesroccurring but in a different setting (the
client having changed residence). In faases re-referral was for a different problem
(three of these occurring in the original setting and one in a changed setting).

Admissions to the Health Authority treatment clinic

The Clinic provides short term admission fbe treatment of psychiatric disorders in
adults with learning disability. Over titeo years 1989 and 1990, of 112 referrals to the
BST which went beyond screening, 12 people have been admitted to the Clinic following
or during involvement by the BST. Severtlwd 12 were admitted for problems other than
those for which the team was seeing themweler, five of the 12 were admitted for the
same problem. Two of these five were #thd to the Clinic not only because of their
behaviour and other problems but becausewsrg homeless. These two might have had
respite from Social Services had their hatvar not made this impossible under current
respite provision.

Types of assessment

Assessment always commences with detailgerviewing of all carers and, where
possible, the client. It then always incladbrect observation by BSstaff using a variety

of methods (e.g., time sampling, continuous rgdif behaviour by hand held computer).
The direct observation typically would includ®ding of levels ofengagement, staff
contact and the challenging behaviours in questiorhis way a picture of the individual's
quality of life and interaction ith others and their environment is built up. In many cases
the challenging behaviour itself is too infregu® be accessible to direct observation (e.g.,
occurring once or twice a week or less).slich instances, the BST will request carers to
complete charts of behaviour as an essentialgbdhe assessment process. This is most
commonly done through the use of ABC chatttsis incorporating the beginnings of a
functional analysis. Considerable trainingyigen to front line staff in the completion of
such charts. Video taping is frequenthyedgo provide opportunities for more detailed
observation of behaviour and to demonstrateaters conflicting or inconsistent practices
across groups of staff in the same or related settings. A major aim of assessment is to
attempt to analyse the function servedtim person's challenging behaviour (see Murphy,
this volume). Where ABC charts do nptovide sufficient information, analogue
assessment methods may be employed tdhygsitheses about the function of behaviour
which have been generated by interviewsgolaions or record keeping (see Emensbn
al., 1990; Oliver, 1991).

The case of Tom may help to illustrate a v@mple assessment process which led to a self
evident intervention. Tom lived in a group hoaiden residents with a total staff group of
16 working in shifts of three to four at time. Tom was referred for violent temper
outbursts whilst being shaved. He would sheateam, lash out at staff, hold on to the
basin and at times go quite rigid. Followingial interviews, a member of the BST staff
video taped each member of the day staff whilst they shaved Tom early in the morning.
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The tapes showed startling differences iacpce between staff -- some held Tom round

the neck in the crook of thearm whilst applying the electric shaver with the other hand;
some sat beside him and gently promptéd to shave himself using hand over hand
guidance. Some staff reacted to his tangrioy holding him tighter and reprimanding him,
some paused in their demands. Some staff gave much praise and helped him to look in the
mirror, others said little throughout. Thedeob tapes were watched by the whole staff
group at a staff meeting. It wahen straightforward to agree on best practice and to draw

up guidelines incorporating this to be usetsistently by all staff. However, follow up

some months later revealed Tom with a beard.

A more complex example is that of Bemhaa middle aged man with no mobility and no
sight who was referred for severe self injuryhts face. Neither clinical interviews nor
straightforward observation suggested any dlaastion for his self-injury. Consequently,

a full suite of analogue assessments wasechout in collaboration with the day centre
staff. These demonstrated that his sgifrinwas exacerbated by noise and by absence of
staff attention. Interestingly, the policy of tresidential staff was to respond to self injury

by placing him alone in his bedroom with" TBeund of Music' playing, as they felt this
calmed him. Despite the preparation of advice and many meetings, the residential home
could not be persuaded to implement anyngka in this practice. This latter point
illustrates a difficulty for any team in théteir role is one of providing advice without
being in a line management relationship to the service provider. In a multi-agency service
there will be times when advice is rejected and there may be little that can be done.

Types of intervention

The types of intervention developed by the B tap varied to enumerate in detail. All
are informed, however, by the rationales ofli@opbehaviour analysis be that applied to
the client's behaviour, the carers' behayvidbe organisation of the environment, or
whatever. The focus of the intervention miay skills training for the client to teach
functionally equivalent behaviour which caeplace the challenging behaviour with
something more acceptable but just as udefuhe individual; it may entail altering the
antecedents of the behaviour (e.qg., filling pesime more meaningfully, altering the way

in which demands are made); it may involve changing the consequences of the behaviour.
Some interventions centre on teaching selfrobmb the individual, some on teaching self
control to staff! Very often the focus becomes one of training carers in particular skills or
the passing on of explanations of behaviourca8e history is given after the next section

to illustrate the kind of input the BST has provided.

Hospital referrals

At its inception, the BST was asked to assespeziple living in out of district hospitals

who were thought to have challenging bebar and who had been scheduled for
resettlement. A suite of assessments waed which included direct observation,
standardised assessments of skills and problem behaviours, an intellectual assessment, a
staff questionnaire on the function of behaviurospective logs of behaviour problems

and off ward activities and a summary of thepitas file. These assessments were labour
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intensive taking on average ten hours per pgirsancounting considerable travelling time)
and had not been possible before the creatidhe team. The information was used in
three ways.

Firstly, it was used to advise thosep@ssible for finding accommodation and deciding on
groupings of people to live together. Secgndl was used to inform the staff of the
receiving homes about the needs and cheniatits of the residents. Following
resettlement, the usual referral service was offered. Of the 25, 13 (52%) had subsequently
been taken on as individual referrals a time of writing, with the rest having settled
satisfactorily to date. Thirdly, the assessments provided an excellent set of data on each
person before they left hospital. This isngeused to monitor and evaluate resettlement of
this group (see below).

Case history of Hannah

Hannah had lived in a long stay hospital fory2ars from the age of nine. Her learning
disability would be described as severghwmpaired mobility, no speech and minimal
communication skills. She was unable to lodkralfier personal needs but could eat with
some help. She had a histaf behaviour problems including faeces smearing, injury to
staff and residents, self injury, removingdatearing her own clothes and non-compliance.

It was reported, before her resettlement, that she had rarely exhibited these behaviours in
recent years. Indeed, Hannah had not reterred to the BST as one of the hospital
referrals, presumably on the assumption shat would resettle easily. Hospital notes and
some direct observation on the ward suggeshespent most of her time in the ward,
sitting in a chair, turning thpages of a catalogue. She was often dressed in an all in one
suit to prevent her from removing her clothes or injuring herself.

Hannah moved to a spacious, well designed dangaith high standards of furnishings
and decorations with five other ex-hospitaidents as part of the resettlement programme.
As noted above, difficulties were not anticgzht However, within two days Hannah was
refusing to go to bed, demanding constannate from the staff, grabbing and hurting
staff and residents, smearing faeces, refusisg tm the toilet, eating her meals separately
because of aggression to other residentsedatile and because of stripping off her clothes
at meal times. The other residents wandifig Hannah's behaviour unsettling. Staff were
finding that Hannah's demands coupled withdggression prevented them from involving
other residents in activities.

After a week of this behaviour, the BST svasked to visit to advise on management
strategies. It was agreed that the moshediate problem was Hannah's refusal to go to
bed, particularly as medication had alreadgrbused to no effect. Hannah was observed
by the Adviser that evening and a sleepingineudevised on the spot. Within three days
Hannah was settling at night and going to ske&pin an hour of staff implementing the
routine. This early success raised staff necaad allowed at least a peaceful evening and
night. It also increased staff confidence tlodlbwing management strategies consistently
could bring results.
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As Hannah was constantly demanding attendioring the day, it was agreed that a rota
should be organised so that staff werecalled to Hannah for 30--60 minute periods at a
time. Although staff were resistant to thiegree of structure, it meant they knew they
would only have Hannah for a set period befammeone else took over. This reduced staff
stress. It was then possible to analyse Halarishaviour and to assess her skills in more
detail so that longer term intervention could begin.

A Behavioural Technician from the BST waklocated to Hannah for two to three hours

each afternoon, seven days a week. The Technician went to the house and used the time to
explore new activities for Hannah, to asskss abilities and to monitor her aggression
(whilst providing regular respite for staff)Three weeks of this intensive input saw a
significant reduction in staff stress and anxiehd an increase in their confidence and
competence. Regular discussions took placedmetwtaff, the Adviser and the Technician

to look at ways of reducing the inappropribthaviours. The intensity and frequency of

the various behaviours reduced rapidly over the first six weeks.

Subsequently, a Technician visited Hannaltéva week for two to three hours with the
aim of completing a formal skills assessment prior to devising specific skill teaching
programmes for staff to carry out. The Agbkii visited weekly to monitor progress and
discuss new strategies as Hannah's behagltered. Ultimately Hannah was sitting with
other residents without injuring them, dmbt demand constant attention and was only
occasionally grabbing staff. She continueddtile well at night and to sleep through until
the morning.

Some months later she was re-referred byagre staff when she achieved a part time
day centre placement. At that stage mdstailed analysis of her self injury was
undertaken leading to further interventions.

Staff training and dissemination

High priority is placed within the seongs provided by the BST on training staff to
understand and deal with difficult behaviouk number of nationally recognised courses
are routinely offered to local staff and otlveurses are tailored to meet specific needs of
staff groups. Induction trainings given to staff recruited to care for clients with
challenging behaviour.

The BST disseminates its work to otherffstaoups of local and national agencies as
appropriate. This may take the form of réppseminars, conference presentations, etc.
Each year an annual report is written and circulated.

Consultancy and service planning

The BST offers periodic and regular consultattcother staff concerning named clients or
concerning more general issues of relevandkedalient group. For example, the two day
centres offering one to one staffed placegHose with challenging behaviour each receive
a half day per week from a Behavioural Adviser. The team contributes to multi-agency
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planning groups concerned with clients wathallenging behaviour. They initiate such
planning where service deficiencies are revealed by their other activities.

Evaluation and research
Aims and methods

The BST has a brief to evaluate its own actigiagd to research areas pertinent to clients
with challenging behaviour. The South $#&n Regional Health Authority group on
challenging behaviour has a sub group foal@ation studies which has provided an
essential forum for discussing region wide aatibn plans and for exchanging expertise in
research methods.

Case evaluation

Data on the intensity of the case work arel lthurs spent per case are routinely recorded
by all BST staff. Standard information oraciges in challenging behaviour and quality of

life is collected for all clients seen by the BSTo introduce the possibility of comparative
data with other teams, a suite of measurasblean put together (in collaboration with the
RHA core group) which are designed to evaldlhéimpact of a service on the individual
client and their carer. Client measures include: the nature, frequency and duration of
challenging behaviour, quality of life, engagemiandlaily activities. For carers measures

are taken of: attitude to the client pre/posernvention, satisfaction with the team's input
and perceptions of improvements post interagntilt will also include a measure of carer
stress.

As an illustration of individual case evaluatidhe work with Angela can be described.
Angela was referred for throwing objects at¢ ilay centre (e.g., laden trays, plates of
food). The instructor responsible for her eoted data on an ABC chart for three months
(direct observation failed to provide an exdenof throwing due to its relatively low
frequency). The data showed nine incidesftthrowing over these three months. During
this time information was also gathered on hangela spent her days at the centre and on
how her instructor reacted to throwing. eThstructor's response when Angela threw
something was first to tell her off and thertda&e her to a quiet room where he spent ten
minutes sitting silently beside her and themnréher twenty minutes engaging her in a one
to one activity of her choice. On occasionaaslternative, the instructor would telephone
her mother who then had to ask her fathdeawve his place of work and come and collect
her forthwith from the centre. Angela quiejoyed being at home with her mother on
these occasions as there was actually mod@otat home. At the start of the baseline
period the instructor completed an attitudale concerning his attitude towards Angela.
This scale, devised by the BST, is a fpeint Likert-type scale with nine polarised
statements with dimensions such as calngatwh, irritated/not irritated, 1 do know what to
do/l don't know what to do, | understand her behaviour/l do not understand her behaviour.

The intervention consisted of written guidelines on providing Angela with a more
meaningful timetable at the centre and anged consequence for throwing which centred
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on not giving undivided positive attention butju&ing her simply to pick up and clear
away the thrown items. No incidents ofaing occurred in the three months following
intervention. The instructor again contpl® the attitude scale which showed a 50%
improvement in his attitude towards Afge He also completed a Satisfaction
Questionnaire which asks a series of quoastiabout the BST's input. He rated his
satisfaction as 100%. Nevertheless, infthegth month following intervention, throwing
occurred three times and on investigation isvi@und the instructor had reverted to his
previous responses to throwing. Input then recommenced along the same lines but
including the involvement of the manager of the day centre.

Resettlement studies

The baseline measures collected on 25 people in hospital prior to resettlement are being
repeated at intervals. A six month follow uptba first eight is complete, as is a 12 month
follow up on a further six. Presentations a findings have been made to the provider
agency, regional research meetings and gosthff of the homes. The voluntary agency
which provides the staffed group homes, hasdéethe measures to be repeated for a
third time 18 months after resettlement.

CONCLUSIONS

Demand for the service

The referral rate has been fairly steady ovefitsetwo years, with large fluctuations from
month to month. There has been a graduatase in the demand for staff training. So far
demand has not outstripped available stafietimlthough there is always a danger of
decreasing the intensity of work and spreading the service too thinly. The main attraction
of the team for many service providers is thvel of intensity of individual case work
which has been offered to date. Careful attention must be paid to maintaining staff
numbers and the balance between the varidiigti@as. Some referrers request intensive
case work with people who have no ldvaging behaviour but who undoubtedly would
benefit from detailed one to one trainin§uch activity would undermine the purpose of
the team.

Some challenging behaviour teams adopt a more intensive model of case work than the
BST, carrying very small case loads at amg time and working virtually full time with

the referred person and their carers. An etarmof such an approach is the Intensive
Support Team in Kidderminster Healtuthority (Burchess, 1990; Burchesssal, 1991).

This team works with as few as five referratone time but offers very detailed input. A

30 page assessment report is prepared on each person, following which a contract is agreed
whereby the Intensive Support Team gains exclusive control over interventions (including
changes in medication, introduction of changekcation and so on). They can offer 24

hour support by moving a member of the teato the client's home. While there would
seem to be great advantages of suchpgmnoach in terms of maximising the chances of
success with any single individual, these minst balanced against the disadvantages
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inherent in a service that reaches very f@ople and is therefore relatively expensive and
restricted in impact.

The BST has found that many referrals do nequire this level of intensity but
nevertheless do require some input. Whenerawement can be gained by a brief input

this would seem worthwhile. One advamtag taking on many referrals is that the
availability of the service is more widetlispersed and more opportunities for spreading
good practice occur. It is an important tenet of the BST that carers should be enabled to
understand and manage behaviour themsehMdthough it can take longer to produce
change when working through front line carérss hoped that this will increase skills in

the long term and foster their application to future difficulties.

Monitoring and review, including the consumeréaperspective, is important to ensure
the right kind of service is offered by the teaifio this end a'road show' consisting of a
one hour presentation and discussion is rgikegularly by the team to parent groups,
homes and day centres to explain the methods of working and to solicit feedback.

Partnership with carers

The implication for the referrer of referring someone to the team is not always apparent to
them. It generally means extra time agifort required by the carers to complete
assessments, keep charts and in many cases devote extra time and energy to the referred
person, perhaps indefinitely. As one meainstemming referrals which are ill thought out

or not serious, written referrals only are accepted. This demonstrates at least a minimal
commitment on the part of the referrer. Witkthe BST, much debate has taken place on
whether or not to introduce contracts betweentétam and the referrer. Whilst a contract
seems a straightforward solution, in practic&ould mean introducing a foreign concept

not used by any other professional group providisgrvice to the same users. This might
result in a reluctance to refer and a tengletac use other options (e.g., exclusion or
medication), options which, in many instancéend to be preferred by some carers.
Continued use of the team will only be emsliby successful case work becoming the
norm.

The experience of the BST suggests that it is extremely important to bring to people's
attention the details of the practical mecharfiar achieving behaviour change, i.e. that it
may require detailed and carefully thought watk over a long time scale. In a widely
dispersed service with high staff turnover, timsans continual attention to staff induction
and in-service training. In addition, attentiomeds to be paid to maintaining changes in
staff practices which underlie successful im¢stions. Repeated experience has shown
that in many cases a successful intervention is allowed to slip, with a consequent
re-emergence of the challenging behaviaumce the team's input has ceased. The
availability of the technicians has meant tthaé danger has lessened as they are able to
spend extended periods of time in a set@mguring an intervention is acceptable and
effective. However, even where this input has been daily for three or more months and
been faded out very gradually, there hati# been cases where the intervention then
ceases to be used. This may arise througlelang that, since the difficult behaviour has
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reduced or disappeared, the intervention ifonger needed, or through a genuine lack of
staff within the establishment.

Advisers and Technicians

The positive impact of having a pool of hedian staff cannot be overrated. Their
flexible deployment with well designed briefs makes the advice offered by the qualified
team members far more effective thanwibuld otherwise be. There are, however,
attendant risks in technician use. For example, they may be seen as merely a source of
extra staffing and used to bolster poor staffing levels.

The balance of employing twaa@ a half Advisers and fiv&echnician staff has worked

well in practice. However this is a delichi@lance and was destroyed during the long term
absence on sick leave of one of the full tindviders. Technician aff tend to be people
preparing for admission to professionalrinag courses (e.g., clinical psychology, social
work) and the posts provide suitable experience for this. The posts do not, however,
provide scope for promotion within thBIHS without first gaining a professional
gualification. Adviser posts can serve as #ene experience as part of a longer term
career plan within psychology, social work,.etr for branching out into other specialist
forms of work with the client group.

A bed free service

It was an explicit intention from the outsetpimvide a peripatetic service and not to have

the team attached to any beds. This hakedwell in practice with the capacity to place
team members on call through a radio pagengthening the team's ability to respond in a
crisis to prevent placement breakdown. Anealigtit appears that several teams which
have been associated with a residential unit have suffered from becoming bogged down in
staffing the unit itself in times of staff shages and have, consequently, been unable to
provide the peripatetic outreach service in the way envisaged.

The success of a truly peripatetic team seliem part, on all other elements of a
comprehensive service for people with challenging behaviour being in place and
functioning adequately (see Mansell, McGitid Emerson, this volume). The weaknesses
in the respite service mentioned above have meant that periodically crises have occurred
and users with challenging behaviour hdeend themselves admitted to the health
authority's psychiatric treatment clinic. Mednle, two useful indicators of the extent to
which a’bed-free’ service is effective, dne number of referred cases who have been
sectioned and the number who have been sdnetoutside the district. Of 112 referrals
taken up by the BST in the first two yeaosly five were admitted to the psychiatric
treatment clinic for reasons solely to do wiieir challenging behaviour of whom only one
was placed on a section. Of these, all butretorned to their original address following

the admission. Only one person taken up by thé B£s been sent to live out of district
and this for two years residential schooling only.

Partnership with other professionals
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Although, in theory, the inter-relationships between the team, the treatment unit, the respite
units and the community team staff are cleapractice these are often blurred. The BST

is the newest element in service provisiow has yet to make its full impact on referral
habits. Meanwhile, there are homes or centres which have developed a tradition of
referring in a certain direction which is hdaaalter. Greater liaison between the various
elements of local services should help deercome this difficulty. Shortages in
Community Nurse and Social Work staff haweant that the team's intention of working
closely with these staff has often been frusttatFewer referrals than expected have been
made by Community Nurses and Social Workers (compared to residential homes and day
centres who refer directly to the team). Tiés led to a situation where parents have not
been as aware of the service as theghmhave been since the team had assumed
(wrongly) that parents would access the serthrough their Community Nurse or Social
Worker. Attempts have been made tatifedhis by the team addressing parent groups
directly and setting up a parent support group. The existence of professional jealousy also
needs to be acknowledged. Traditionally, certain professional groups guard their territory
and may act in their own interests rather than in those of the users.

Looking to the future and the likelihood of a maseverely rationed service, what chance
does a highly labour intensive service such aB8T have? It may be seen as cheaper to
herd difficult people together thus requiring fewer staff, less need for staff training across
the board and no need for a specialist teamintisiaing the attention of involved agencies
on quality and service philosophy are crucililservices are designed to promote quality
of life and are provided in integrated settirthen peripatetic support becomes an essential
part of the whole. Specialist teams must de tdodemonstrate effective help delivered to
those who need it. Such teams must also leetaldlemonstrate that they provide a service
which is complementary to, and not a duplicatioorcdubstitute for, services which are, or
should be, delivered by other groups.

Detailed evaluation including costings remains to be done to compare the efficacy of such
specialised teams with other models of merdelivery. In the meantime many such teams
have been set up and some have already callapises important to gather information on

their successes and failures before drawinglasimns as to their final place in the range

of services offered to thosew but significant people who present a major challenge to the
future of care in the community.
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Values, attitudes and service ideology

Eric Emerson, Richard Hastings and Peter McGill

INTRODUCTION

The role played by social values and culturabldgies in shaping the form of services for

people with disabilities has received exteasattention over the past two decades (e.g.,
Wolfensberger, 1972; 1975; 1980). Indeddnowadays appears to be accepted as
something of a truism that such a "vahese' underpins the very existence of welfare
services and exerts a pervasive and powerful influence upon their everyday practice.

As a result, service agencies have expendediderable effort in attempting to clarify

their value base, and hence the "theory of action' upon which they operate (Dowson, 1991;
Tyne, 1987). The concepts of normalisati (Nirje, 1980; Perrin and Nirje, 1985;
Wolfensberger, 1972; 1980), social role vesation (Wolfensberger, 1983) and service
accomplishments (O'Brien, 1987) appear to have been widely adopted by many service
agencies for people with a learning disabilitydeed, agency "mission statements' and job
adverts which doot make specific reference to at lease of these concepts have become
quite a rarity. In addition to clarifying undgrg values and agency goals, services have
also devoted considerable resources to tmigrstaff to these ideological ‘foundations' of
service provision.

There can be little doubt that these activihese had a profound impact upon the ways in
which we describe publicly the aims of sees for people with severe disabilities (e.g.,
Departments of Health and Social Seguritvelsh Office, Scottish Office, 1989). In
general, however, the assumptions that organisational values exert a powerful influence
over service quality, or that organisatioqmrformance may be effectively improved
through changing the attitudes of staff, haseeived little critical scrutiny. This may, in

part, be explained by the atmosphere within which these developments have taken place.
Indeed, attempts to orientate both orgaresatiand individuals towards specific service
ideologies have often taken a form akin to a religious crusade, in which challenging the
orthodox teachings of "Saint Wolfensberger' constitutes an unspeakable heresy.

In this chapter we will explore some of thvays in which values and staff attitudes may
relate to the quality of services for people with severe learning disabilities and challenging
behaviours. It is not our intention to provideeomprehensive analysis of all the possible
relationships between societal, personal and service values and service quality. Such an
aim would be far too ambitious. Rather, aen to point to some issues of potential
importance to managers and practitioners within services. In doing so we hope to provoke
discussion rather than resolve it. Specifically, we will address two main questions:

What influence do the personal beliefs and eslaf staff have on the quality of services
provided? What can be done to ease positive effects and reduce negative
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effects?

What influence do service beliefs and vallese on the quality of services provided?
What can be done to increase positive effects and reduce negative effects?

Prior to addressing these questions, howevés, inportant that we clarify the ways in
which we intend to use the terms values, attitudes and ideology, and that we make explicit
our assumptions concerning the types afffshnd organisational practices which we
believe to be characteristic of high quality services for members of this client group.

What constitutes "good practice’ within ®rvices for people with severe learning
disabilities and challenging behaviours?

For the purpose of the current chapter wik assume that services exemplifying "good
practice' will have two complementary aimsirstly, they will seek to enable users to
respond more constructively to the types sifuations which currently elicit their
challenging behaviours. Secondly, they will toy ensure that, to the greatest extent
possible, users maintain and/or developrtipairticipation in activities associated with
social roles which are valued within the mainstream culture of our society.

In order to achieve these aims we believe that staff will need to develop, consistently
implement, monitor and revise a logicallgherent plan for providing support to service
users which takes into account: (1) factors wiiave been shown to underlie the person's
challenging behaviours; (2) pragmatic issugating to the management of episodes of
disturbed and disturbing behavip(8) ethical considerations regarding the user's rights to
effective support and freedom from hanfd) the known effectiveness of specific
procedures for reducing challenging behawsoamd building up constructive alternatives;
and (5) the resources available to achieveottgall objectives of such a plan. This may,

at times, include the development, implementation and monitoring of technical
interventions to reduce or replace specifi@ligmging behaviours. In all situations,
however, it will include procedures to ensuratthktaff consistently establish the general
conditions which “set the occasion' for apprdpri@ alternative behaviours to emerge (see
McGill and Toogood, this volume).

What are values?

In the following discussion we will usg¢he terms values, attitudes and beliefs
interchangeably to refer to the set of beliefs held by an individual concerning

the social worth or value of anothidividual or group of individuals and,

the meaning or interpretation of their behavioire will use the term ideology to refer to a

set of values or attitudes which are characteridt& particular religious, social or ethnic

group.

In general, attitudes, values and beliefs cathbaght of as rules which enable individuals
to make sense of their world by predicting tikely consequences of their actions (cf.
Skinner, 1966). Thus, for example, a beli&it a person's challenging behaviours result
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from their negative life experiences (e.g., digtnuities in social relationships and/or

segregation from normative life experiences)y be thought of as a rule which suggests
that replacing such negative life experienagth more positive ones should lead to an
amelioration of such behaviours.

It is, of course, possible to classify the attiés or values held by individuals in a number

of ways. We will be concerned, however,distinguish between two broad classes of
values: generic values relating to appropr@ataduct within society and specific values
relating to the nature of learning disabilities and challenging behaviours. In addition, we
may consider each of these two classes ofegata be operating at three levels: within
society in general; within service agenciasg at the level of individuals employed by
service agencies.

Societal values

While values are, in the last analysis, hiidindividuals, certain values are of general
importance as they reflect either the ways/Imch resources are allocated within a society,
or represent a broad consensus of opinibouathe meaning or interpretation of an
individual's behaviour. As we noted abovep taspects of societal values will be of
importance to our discussion: general valuieated in the patterns of social organisation
evident in the UK and disability specific values.

In some ways it would appear inappropriatéydo identify general social values. Society
does, after all, contain a plethora of soaaltural, ethnic and religious groups embracing
a remarkable diversity of ideologies. Tihgortance of pluralism can, however, be taken
too far. Consideration of the ways in whioesources are allocated within society, the
values permeating the education of our yoand the values expressed within popular
media do reveal certain consistencies. British society does, in general, place greater value
on a number of inherited or acquired charactesistithese include such factors as gender,
ethnicity, wealth, power, intelligence, entrepgarial skills, beauty, youth and fitness.
While different social groupings may place diffiet emphasis upon such characteristics, it
would be inadvisable to neglect the impocaof such common values. The importance of
such values is reflected in the existencdoofnal and informal discriminatory practices
(identified by their various -isms, e.g., racjsaxism, ageism, handicapism) which operate
against individuals who do not belong to such valued groups.

The nature of societal values specific geople with a disability has received much
attention. In general, of course, mossatlilities are defined by their exclusion from
generally valued social groupings, e.g., the beduatiid/or fit or the entrepreneurial and/or
intelligent. Such exclusion is often assted with a range of formal and informal
discriminatory practices (Bogdan and Biklen, 1977).

In addition, however, Wolfensberger (1972; 19&% suggested that there exist a number
of more specific stereotypes or “deviancle rperceptions' which characterise a culture's
interpretation of, and response to, deviantjese stereotypes include the perceptions of
the disabled person as being subhuman, @acee sick, an object of pity, a burden on
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charity, an object of ridicule or an etelrchild (Wolfensberger, 1975; Wolfensberger and
Thomas, 1983).

Service values

Service agencies commonly espouse a specific set of values concerning the social worth of
the agency's clientele and the interpretatiqraindl appropriate response to, their disability.

The values reflected in the manifest ffibt the latent) aims of contemporary service
agencies are characterised by a commitrten equality, fairness and stewardship
(Bank-Mikkelsen, 1980; Departments of Hbeaand Social Security, Welsh Office,
Scottish Office, 1989; Committee of Enquirto Mental Handicap Nursing and Care,
1979; Nirje, 1980; Perrin and Nirje, 1985yne, 1987; Wolfensberger, 1972), although, it
should be noted this has not always bidencase (Hollander, 1989; Wolfensberger, 1981).

Service agencies do differ markedly, however, with regard to the more specific beliefs
relating to the ways in which they interpret, or make sense of, deviant behaviour. Thus, for
example, in different agencies a person's challenging behaviour may be interpreted as being
the result of such varied factors as lfigumetabolism, adaptation to a dysfunctional
environment, negative life experiences or diabolic possession. Such interpretations are, of
course, likely to be associated with diffiet ways of responding to the person (e.g.,
treatment, care, prayer).

Over recent years, Wolfensberger's conadsation of normalisation (Wolfensberger,
1972; 1980) and social role valorisation (Yéakberger, 1983) has had a powerful impact
within the UK upon the ways in which services interpret and respond to challenging
behaviours (e.g., Blunden and Allen, 1987). ‘®he=cent developments appear to have
displaced, at least in part, more specifiehavioural or medical models which had
previously provided the main framework#hin which challenging behaviours had been
formally interpreted.

Personal values

It would be naive to assume, of course, that either the general or disability specific values
held by individual members of staff within arganisation are consistent with the agency's
manifest ideology. Indeed, it is likely that gpersonal values held by individuals within an
organisation will reflect a broad mix of societal and service related values. But in what
general proportion? A number of factors may sdosdetermine the spread of values held

by individuals within an organisation anethcongruence with organisational aims.

Firstly, the range and strength of societal galpertaining to a specific disability will vary
over time and across cultures. Such variai®tikely to be reflected in the general
socialisation processes to which all membersoafety are subjected. Thus, for example,
in contemporary society the role of peoplgh learning disabilities as objects of (mild)
ridicule or pity is closely woven ia the fabric of popular culture (Bogdanal, 1982).
For example, incompetence often serves asrain vehicle for much TV comedy. These
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socialising processes, along with actual aontith members of the disabled group, may
be expected to help shape both the natndes&rength of disability related values held by
members of society, including potential employees of service providing agencies.

Secondly, the extent to which agency pcas embody the values reflected in the
organisation's manifest aims will influence this relationship between agency and personal
values. Agencies with a highly diqgit value based "mission’ whichadsoreflected in day

to day practices are unlikely to either atty recruit or retain staff holding markedly
different values. There are, for exampbepbably few Satanists in most Franciscan
monasteries. Few human service agencies, however, have such explicit value based
missions or, more importantly, such a close correspondence between their mission and
everyday practice. As a result the natwelection and "weeding out' processes which
operate within organisations are much lesslyiko be effective than those found in, for
example, ecclesiastical orders. As a resuletitelikely to exist a much poorer fit between
agency values and the personal values held by individual members of staff.

Such correspondence as does exist mayxpeceed to decrease as we examine the
relationship between personal and agency vatueseas more peripheral to the agency's
mission. Thus, for example, while there nhe&yclose correspondence between agency and
personal values about the meaning of riggy disability within an agency providing
residential provision, poorer correspondence neayiiowith regards tthe interpretation of
challenging behaviours shown by residents. Wiereturn to the relationship between
agency and personal values in the sections below.

IN WHAT WAYS DO PERSONAL VALUES INFLUENCE STAFF
PERFORMANCE (AND CONSEQUENTLY SERVICE QUALITY)?

As we noted above, we will address two maindssn this chapter. Firstly, we will focus

on the influence which the personal beliefstaiff may have on service quality. We will

then, attempt to draw out some suggestions for practice.

Staff performance in services for peophéth challenging behaviour may be most
appropriately viewed as the result of compiateractions between a number of factors.
These include:

the behaviours and characteristics of service users;

the formal or planned rules and contingea®perating within the setting (e.g., operational
policies, shift plans);

the informal or unplanned rules operating within the setting (e.g., peer pressure);
and the resources available to staff.

The behaviours and characteristics of serusers may influence staff performance in a
number of ways. In general, the persomgdemrance and behaviours of users may set the
occasion for either staff approach or avoidance (Dailey}, 1974). More specifically, the
challenging behaviours shown by service users may produce a number of emotional
reactions among staff includinggdr, irritation, anger and disgust. In general, those
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individuals within a setting who show the sherious challenging behaviours are also
likely to receive the greatest amount of staff attention (e.g., Emetsan 1992). Such
attention, however, may be disproportionatedgative in character (Grant and Moores,
1977; Moores and Grant, 1977), involve lowates and different types of supportive
contact (Carret al, 1991) and may even be abusive (Rustlal, 1986). Challenging
behaviours elicited by staff contact or staffrdeds may deter staff approaching the person
in the future (Caret al, 1991). Thus, the challenging behaviours shown by service users
may have a pervasive negative influence on staff performance and hence service quality.
Unfortunately, there is little corresponding evidemo suggest that positive changes in user
behaviour act as effective reinforcers faflsand hence promote future contact (Woods
and Cullen, 1983).

A variety of formal or planed rules and contingencies operate within any workplace (see
McGill and Toogood, this volume). These involve the explicit aims of the agency, the
roles it assigns to staff and systems for gnguthat actual performance meets with the
agency's expectations. They may be divitdal performance expectations regarding what
staff should be doing, systems for monitoringiatperformance against such expectations
and providing feedback to staff regarding dpgropriateness (or not) of their performance.
Within many human services, of course, these systems are often fragmented and
ineffectual. Staff often have little specificem of what is expected of them, are rarely
monitored in any reliable way and even maoaeely receive effective or constructive
feedback.

In the absence of formal systems, a rangafofmal rules and contingencies often exert a
powerful influence over staff performance. aths, peer groups define what should be
done, monitor each other's performance agémesie (often implicit or unstated aims) and
provide effective (if not always construativfeedback. Unfortunately, however, these
informal rules and contingencies may supporttares at odds with thexplicit aims of the

service itself (Ryan and Thomas, 1987).hug, for example, it is not uncommon in
residential services for these informal sulend contingencies to constitute a powerful
barrier against initiatives which involve ftaassisting residents to perform activities
themselves, rather than staff completing these activities (in a shorter time) for them.

These three dimensions of environmental deimateract with staff resources to produce
specific patterns of staff performance. Sta$orgces in this context refers not only to the
numbers of staff available and access to natessources but also to such resources as
skills, knowledge, attitudes and beliefs.

It is, of course, extremely common for problenithin services to be explained in terms of
resource deficiency. Increasing staff numberskdls have come to be seen as a panacea
for solving virtually all service related diffitties. Sufficient resources, however, must be
seen as a necessary but certainly notaeifi condition for ensuring quality in service
provision. Indeed, the available evidence suggests that increasing staffing levels has little
impact on either the extent or natwfesupport received by service users (Haetisl,

1974; Manselet al, 1982; Seys and Duker, 1988) and that trairpegse has little lasting

impact on staff performance (Reztlal, 1989; Ziarnik and Bernstein, 1982).
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Within this framework the personal valueattitudes and beliefs held by individual
members of staff constitute some of the inguatr resources available within the setting.
Below we will examine in more detail thetnee of these resources and the conditions
under which they are likely to have an aetimfluence on staff behaviour and, hence,
service quality.

In general, we tend to view people asamadil creatures whose behaviour is guided by the
beliefs they hold about the world around themndeed, most of us feel rather
uncomfortable if we cannot find a reason famsthing important that has happened in our
environment. Based upon such a premiseman, therefore, expect care staff's responses
to challenging behaviours to be consistent with their beliefs about such behaviours.

This notion of ‘reasoned action' has beemeltped into a formal theory by social
psychologists who have been concerned \tlith relationships between attitudes and
behaviour (Ajzen and Fishlmei1980; Fishbein, 1979). At a basic level this model states
that the intention to perform a particular bebaviis the best prediatof the occurrence of

that behaviour. This self-reported intention to do something is, in turn, influenced by (1)
the subject's attitude towards that behaviour and (2) what is termed the subjective norm.
Attitudes towards a behaviour combine beliefs concerning the likely outcomes of different
courses of action and the evaluation of ttaue of such outcomes. Similarly, the
subjective norm combines the subject's Iel@bout how others would interpret the
possible courses of action open to him/heretf the subject's own motivation to comply
with these normative beliefs.

Thus, for example, the model suggests that #@orese of a member of staff to a particular
episode of challenging behaviour will be infieed by: (1) their subjective evaluation of

the likely consequences of possible cosirskaction (e.g., ignoring it may decrease the
behaviour over time, shouting at the persoty stap the behaviour); (2) the value they
place on these potential outcomes (e.g., the rekadile of short and longer term effects);

(3) their beliefs about how others (e.g., other members of staff, managers, the public) may
react to the possible courses of action opgh@éanember of staff (e.g., open support, peer
hostility, dismissal); and (4) the extent to whibe person is motivated by the reactions of
others. From this perspective, therefore, both care staff's personal beliefs about challenging
behaviours, and their interpretation of wider abiifluences (other care staff's beliefs, the
service's beliefs and society's beliefs) wifeet their response, different components of

this equation becoming dominant for different people in different contexts.

As we have noted above, these basiccgsses can also be encompassed within a
behavioural framework which emphasises the of the verbal rules which govern
behaviour. Society in general, the servexeq colleagues provide various rules that staff
may follow when dealing with people willarning disabilities and challenging behaviours
(e.g., the law, service policies, behavioural programmes). Care staff also use their own
personal rules to guide their behaviour, commonly called “experience'.

We can easily find out what the serviceattdeal with challenging behaviours believe
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about such behaviours and the naturetlddir policy on intervention. Similarly,
professional staff have ideas and recomuations based on their perceptions of
challenging behaviours. Finally, it is possilib identify written and unwritten beliefs in
society at large relevant to the treatmentdafviant' behaviours. However, we know very
little about the beliefs of individual staff member the extent to which these beliefs are
influenced by others. This must be coesatl a major omission given the importance of
care staff in providing the ongoing daily support to people with severe learning disabilities.

A preliminary interview study designed took at such issues (Hastings and Remington,
submitted for publication) suggested that, asilel be expected, care staff have divergent
views on the reasons for the occurrencetadllenging behaviours. These ranged from
medical or biological determinants toethseeking of attention and communication
difficulties. Most respondents reported tiohgllenging behaviours are (at least to some
extent) ‘intentional’, although this did not nexarily mean that they considered that
service users were personally responsible for their behaviour.

A small number of studies have attemptediétermine the typical responses of staff in
residential services to episodesabiallenging behaviours. Bruininles al. (1988) asked

care staff in community and public residentadilities how they responded to incidents of
challenging behaviour. Seventy three pertcsaid that they responded verbally or
physically to such behaviours, rather tHanencouraging other behaviours or ignoring
incidents.  Similarly, respondents in the Hastings and Remington (submitted for
publication) study also reported thisndency to stop challenging behaviours by
intervening physically or verbally. A commonly cited reason for this response was to
protect people engaging in the behavioursahdr people and property. Finally, Maurice
and Trudel (1982) asked the staff of 3 lamg&itutions how they typically responded to
self-injurious behaviour. The results indicatediversity of reactions including verbally
reprimanding users in 45% of instances, reassuring the user in 12% of instances and hitting
the client in 2.5% (or 1 in 40) of cases. $Btvational studies of the behaviours to which
care staff respond support the above resuitsymg that challenging behaviours, and not
more socially acceptable behaviours, draw the attention of staff @eltel987).

Although care must be taken in making congmans across studies conducted in differing
contexts, the above results do suggest exangblesnflicts between different sources of
values. Care staff's reported beliefs alibet reasons for challenging behaviours match
closely those suggested by professionals asehrehers. However, these beliefs alone do
not seem to guide their actions. Ratherpeelicted by the notion of ‘reasoned action’,
individual responses to challenging behawotgflect the interaction between personal
beliefs regarding the meaning of behaviour atteér beliefs, for example, the valuation of
outcomes (e.g., concerns for the protectiofellbw human beings overriding longer term
reductions in challenging behaviour).

Services have often emphasised the caring oegqtre¢ aspects of the role of care staff.
Staff, of course, often feel responsible for whappens to clients and this may lead to the
emphasis on terminating episodes of challendelgaviours as soon as they occur. The
choice of a method for terminating a persochallenging behaviour appears, in many
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instances, to be determined by persondiefse (or experience) regarding the likely

effectiveness of different strategies, e.grbaereprimands, punishment. They may also,
however, reflect “lay' beliefs regarding tteasons for challenging behaviour. Thus, for
example, reassuring a person who is selfdingumay constitute either a pragmatic strategy
for terminating the episode and/or a respdmased on the belief that self-injury is the
external manifestation of inner torment.

Whatever the exact relationship between Belend staff performance their influence
cannot be denied. Furthermore, in manyasitms this influence may serve to undermine
planned responses to challenging behavidunus, for example, behavioural programmes
and other policies commonly describe how pesplauld respond (reactively) to episodes

of challenging behaviours. However, oueyous discussion suggests that immediate
responses to incidents of challenging betwara may not be driven by technical beliefs
about the reasons behind such behaviour. dratihey appear to be determined by more
general beliefs about what@uld be done when people engage in challenging behaviours
(e.g., protect them from harm).

Like all resources, however, the impact olidde may be modified by a number of other
factors. These include the emotional reactf people to challenging behaviours and the
formal and informal rules and contingencies operating within a setting.

Care staff report strong and upsetting readtito self-injurious behaviour, including
disgust, despair and sadness (Hastings and Remington, submitted for publication).
Similarly, aggressive behaviour elicits feand stereotypy is commonly reported as being
annoying. It is possible that such emotionapomses “set the occasion' for staff responses.
Thus, for example, disgust may set theaston for responses focusing on the immediate
termination of the behaviour or withdrawal frahe vicinity of the sevice user. Fear may
set the occasion for avoidance. Angerroragyance may set the occasion for abuse. Such
emotional responses may, of course, eifaeilitate responses congruent with personal
beliefs or not. Fear in response to aggoessiay well aid compliance with an intervention
programme based upon the withdrawfstaff from the vicinityof the person, but is likely

to act as an impediment to the implem#ataof a programme based on calmly redirecting
the person back to the activity at hand.

The determining effects of beliefs may atsooverridden by the formal and informal rules
and contingencies operating in a setting. washave noted above, however, the formal
rules and contingencies which operate within services are often rather ineffectual in
determining staff performance. Expeaias may be unclear, monitoring unreliable and
feedback ineffective. The informal rules armhtingencies, which are usually considerably
more powerful, constitute the subjective nomvithin settings. Again, these may or may
not be consistent with the personal beliefd attitudes of individual members of staff.
However, a marked disparity between a pe's beliefs and the beliefs and actions of
others in the setting may lead to the per@osenting themselves from the setting possibly
by seeking alternative employment.

Given these considerations, what can be donenaximise the beneficial effects that

163




personal beliefs may have on staff perfanc&and minimise any untoward effects? A
number of possibilities arise from consideration of the above framework.

The beneficial effects of beliefs become appawhen they are consistent with service
beliefs and values. In such instances, indididuembers of staff may be expected to act in

ways consistent with organisational aimgrewnder conditions in which the formal rules

and contingencies are ineffective or absent. Ensuring as close a match as possible between
individual and service values may b@peoached through staff selection, training,
supervision and retention.

Staff selectionprocedures would, therefore, needital more accurate ways of assessing
applicants' beliefs concerning the "'meaning' or reasons for challenging behaviour and
beliefs about what should be done when someone displays such behaviours. Traditional
interview practices are, of course, rather ieetif’e in this area as the applicant's behaviour

is likely to be primarily determined by the demda of the interview situation itself. If the
selection of individuals whose personalidfe mirror the prevailing service ideology
appears impossible, then consideration shouldiven to the selection of staff from as
broad a mix of backgrounds as possible in order to minimise the chances of a powerful
informal staff counter-culture which may erge more readily within a staff group of
similar ages, backgrounds and experienc&imilarly, congruence between organisational
expectations and staff behaviour may bedased by the selection of individuals with a
history of rule-following, i.e. individuals whesbehaviour appears to, in general, be more
effectively controlled by external, rather than by internal, rules.

Staff training has frequently been employed in an attempt to change the beliefs upon
which members of staff operate. Unfortungtebwever, evidence from such diverse areas
as health education and race relations sstggthat information and training may be
ineffectual in changing personal beliefdtitades or behaviour. This should not be
surprising given the competing influenceeafucation, everyday "experience' and popular
culture in shaping our beliefs. The effeetress of training may be enhanced, however, by
basing it upon an analysis of the individualsrent beliefs, increasing its intensity and
linking it to practical experience (e.g., through-the-job training). Thus, for example,
while the types of full time intensiveraining over extended periods which are
characteristic of professional training maprg&t some chance of changing participants'
values, much in-service training is likely tepresent an ineffective use of service
resources, especially given the high stafhawer rates evident in many services. Staff
training orcounsellingmay have an important role taagl| however, in situations in which
the emotional reactions of staff to episedef challenging behaviour are serving to
undermine planned responses or, even, rapopriate responses determined by the
individuals beliefs. As noted above, for exde) fear in response to an episode of
aggression may set the occasion for staffidveiwal rather than any response based upon
calmly redirecting the person back to the teskand. In such instances training staff in
the skills required to manage aggression mamner consistent with service values may
have a significant beneficial impt upon future staff performance.

Staff supervisionand retention procedures may play an important role in maximising the
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congruence between personal and service valGsff supervision may be considered a
more effective approach to attitude chasgee it is, by definition, individualised, occurs
over extended periods and is linked to practice. Perhaps more importantly, however,
effective supervisory practice should ensure seatice values are reliably translated into
everyday practice in terms of generating clear performance expectations, reliable
monitoring and effective feedback. While such procedures should serve to override the
influence of personal beliefs which are incotesis with service aims, they are also likely
to "weed out' members of staff whose belief systems are at odds with service ideology.

There are, of course, potential drawbacksntximising the congruence either between
individual beliefs and service values orteeen service expectations and individual
behaviour. While such a situation may helpwa that organisational aims are achieved, it
is also likely to diminish th capacity of an organisation to self-critically reflect upon its
own goals and procedures. There may, thezetme a case for explicitly recruiting staff
who hold a variety of personal beliefs (witlwartain boundaries) and to support staff who
will, in a constructive way, challengeetlorganisation's prevailing orthodoxy. Through
such processes a creative tension may bélissiad in which the chances of constructive
self-scrutiny are maximised. Attaining appeopriate balance in this area does, however,
represent a formidable task.

IN WHAT WAYS DOES SERVICE IDEOLOGY INFLUENCE STAFF
PERFORMANCE (AND HENCE SERVICE QUALITY)?

While the personal values of members @iffsmay have a direct influence upon staff
performance, the impact of service ideologsn@e indirect. Service values may set limits

of action surrounding managerial decisionscewning service organisation in relation to,

for example, size and groupings, the manifdsadt latent) "mission’ of services and the
acceptability of procedures employed to achigency goals. These may all be (partially
and with corruption) translated into the f@inand informal expectations, monitoring and
feedback operating within service settings. Below, we will explore in more detail these
modes of influence, especially as they relate to the introduction of the notions of
normalisation and social role valorization into services.

Service ideology and the agency "mission’

One of the most obvious manifestationsexdfant developments has been the explosion in

the number of agency "mission statementkimgaspecific reference to the value base
upon which services are purported to operatevifi¢htion of an agency's mission may, of
course, have some considerable benefits in providing a clear pointer to service aims and the
types of activity which may legitimately bendertaken in pursuance of these aims.
"Mission statements' in and of themselves, however, are unlikely to have an impact upon
staff performance unless they are translatéal pmactical aspects of service organisation

and management. An agency's noigsieeds to be made manifesaihaspects of service
activity.
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There are, of course, some considerablecditfes associated with attempts to introduce
new ‘missions' into old services. Servises/e a multiplicity of important functions, many
of which may bear only a tangential relationdfaighe explicit aims of the service. Thus,
for example, while the aims or missiondzy services are commonly (and appropriately)
phrased in terms of outcomes or benefitssienvice users, one of their most important
functions lies in providing daytime respite foarers. The effective translation of an
agency's mission into everyday activity will néedake into account these latent functions
of services if opposition from important sédlolders is to be avoided. Somewhat
unfortunately, however, the recent empbagpon clarifying the manifest mission of
services has, if anything, drawattention away from the analysis of its latent functions. As
a result the potential impact of such activity is placed in jeopardy.

Service ideology and service organisation

The values held by an organisation are angce of influence which help determine the

ways in which its services are structured @mployees deployed. This influence may be
seen most clearly when organisations dgvelew types of service activity. Thus, for

example, service ideology appears to havegalan important role in the development of
supported employment as an alternative aolitional centre based day care. Similarly,
changes in service ideology may be infludntiaestablishing the boundaries of what is

considered an acceptable form of serviganisation (e.g., the maximum advisable size of
residential facilities). As noted above, howesarvice ideology is only one factor in a

complex field of forces which shape servicaéway. As a consequence, the translation of
ideology into practice needs to be approachikdin the context of a detailed analysis of

the various forces shaping service develogmémgain, the recent emphasis upon "values'
may have had the effect of drawing attention away from such a pragmatic process.

Service ideology may also have a pervasive impact in determining broad aspects of
employees' roles within organisations. Thusgikample, over recent years the role of care
staff within community-based services has been redefined in an attempt to avoid the
impersonal or paternal/maternal models typical within many institutions. Unfortunately,
however, such attempts may have hadegative impact upon staff performance by
reducing the clarity ofnformal performance expectations through the abandonment of
more clearly understood staff roles. Mangffstvorking with people who present major
challenges now find themselves (in the absence of clear direction -- or even sometimes with
it) cast into the multiple conflicting roles fifend, enabler, advocate, teacher, jailor, home
maker, carer and therapist. The conflicting expectations of these amorphous roles often
serve to paralyse effective action andynset the occasion for (possibly unhelpful)
personal beliefs to shape actual performance.

Service ideology and service activity

Similarly, service ideology may help fiee the boundaries around what should be
considered legitimate activity within an ongsation. Normalisation, for example, pays
considerable attention to the means used hyices as well as the ends to which these
means are aimed. Thus, for examples thcent controversy surrounding the use of
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“aversive' methods in the treatment or control of seriously challenging behaviours appears
to be guided more by ideology than by evide (Mulick, 1990). The risk involved, of
course, is that, as service ideology is givgneater emphasis, service activity may come to

be determined by moral principle rather than by evidence. Indeed, the impact of
normalisation as a service ideology has besticised on the grounds of its failure to
evaluate the veracity of its own propositions (Emerson, 1992).

Service ideology and staff management

In order to have a significant impact uporffgb@rformance, service ideology will need to
be translated into routine procedures fdtirsg performance expectations for staff activity,
monitoring actual activity and using the resultsho$ to give effective feedback to staff
based on the relationship between expectetaatual performance. Service ideology is
likely to have an influence on both the contentl style of staff management procedures.
Clearly, the nature of performance expectations should reflect the aims of the service and
service beliefs regarding what may be considéegitimate and effective means to achieve
such aims. Service ideology may also har@mpact upon the style of staff management
practised within an organisation (e.g., Dowsi®#91). Thus, for example, service ideology
may help determine the actual proceduresmych performance expectations are set,
performance is monitored and feedback givEffective management need not, of course,
be associated with a hierarchical bureaucracy.

The translation of service ideology into theyda-day practices of staff management is
clearly essential if service values are Have an impact upon service activity. The
influence which service ideology may havedsiining service models and broad aspects

of service organisation provides a framework of opportunities. Taking advantage of these
opportunities requires effective staff management.

Unfortunately, however, the impact of nmlisation as a service ideology upon staff
management procedures has left much tdds&red. As we noted above, in many services
effective management procedures simply doexast. Staff are unclear regarding their
general roles and specific duties, are not mogukdn a reliable fashion and rarely receive
effective feedback which may sustain "good ficat Such a pattern is also evident in
services driven by normalisation related values. Indeed, such values appear in some
instances to be associated with a distinct tzfcklarity and resistance to (at least formal)
methods of staff management along with aegal atmosphere of anti-professionalism.
Such services commonly place a strong ersishan selection, orientation and training
methods in an attempt to ensure that st@dphagency values at a personal level and hence
act as a guide to staff action in the absesfoexternal controls. We have argued above,
however, that such an approach is unlikelypeceffective when considered in the context
of our limited effectiveness in changing ttygpes of personal values and beliefs which
underlie action and the ever changing natafethe workforce in community-based
services.

CONCLUSIONS
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The control of the social and physical eowment provided by services constitutes the
main means by which services can improveliblaviour and lifestyle of service users.
The task is no less than the design of a rifivthich will support clients in living quality
lifestyles. Much attention has been paid @rible of staff behavioun such a culture and,
similarly, though to a lesser extent, to the role of the physical and programmatic
environments. Such work has often foundevada failure to maintain appropriate staff
behaviour or appropriate environments in lhveger term. Short term change, usually in
the context of close supervision and leadershkirelatively straightforward but longer term
maintenance is more problematic. Servicas, and have, responded to this problem in
several ways. They can endeavour to proexldicit supervision and control over staff
behaviour through the kind of organisatiotethnology described elsewhere in this book
(McGill and Toogood, this volume). Alternatively;, additionally, they can try to generate
a self-sustaining culture which is mediatéttie by the personal values of staff or by the
broader values of the organisation. In thenker approach, the assumption is made that by
recruiting staff that care enough about the rigimgeh ("committed' staff) they will directly
maintain and develop the culture experienceddnyice users. In the latter, the assumption
is made that the organisation controls staffoylcating (or indoctrinating) them with its
values. In a sense the outcomes of thesestiategies are likely to be similar, though the
locus of control remains different.

In this chapter we have attempted to revieewthlue of these strategies. While this review
has pointed to the limitations of such agmioes it has also sought to identify how, given
what we currently know, their effects can be maximised.

We have argued that service ideology andqgmetisbeliefs are important factors influencing
staff performance and, consequently, servicditgueService ideology may help define the
agency's mission’, the legitimacy of different ways of approaching these aims and the
day-to-day framework within which staff witlperate. We have suggested, however, that
within current services the ideologies magplieit in agency "mission statements' have, to
date, been ineffectively translated intoveme activity. In addition, the ideology of
normalisation or social role valorization ynhave had some unhelpful consequences in
generating confusion concerning staff roles dedaluing the importance of effective staff
management procedures.

In the absence of formal procedures for aeteing staff activity the personal values and
emotional responses of individual members aff shay come to play an important role in
shaping their actions. We have provideffaanework for conceptualising the ways in
which attitudes and beliefs may be relatethébaviour and made suggestions concerning
strategies for ensuring consistency between service ideology and personal beliefs.

Failure to attend to these issues will meaat fartile ground will continue to exist for the
growth of informal staff cultures that mayther subvert or impede the attainment of
service aims. The task ahead may be cdoekped as one in which both the informal
staff culture operating within services aneé thersonal beliefs of individual members of
staff are either consistent with or, whém conflict with notions of good practice,
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overridden by service ideology.
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Organising community placements

Peter McGill and Sandy Toogood

INTRODUCTION

This chapter will first point to the ways wmhich placements for people with challenging
behaviour often fail to deliver a satisfactory sev It will be argued that this failure is
directly related to the occurrence and exacerbation of challenging behaviour. The
characteristics of a more successful servicebeillescribed. The main part of the chapter
will consider the ways in which servicesmn organise themselves to produce such
characteristics. Finally the chapter will comsithe arguments often used against such an
organisational technology and point to soroé the requirements for successful
implementation.

THE ENVIRONMENTAL CONTEXT OF CHALLENGING
BEHAVIOUR

While very little is known about the factosorrelated with the original onset of
challenging behaviour (see Qureshi, this voluine) becoming increasingly clear that, to
explain already existing chafiging behaviour, we need to look both at individuals and at
the environments with which they interégsée Murphy, this volume). Thus, there is good
evidence (Duker and Remington, 1991) tpabr communication skills (an individual
factor) are correlated with challenging behaviour and this has led to the development of
intervention strategies which stress theellgpment of functional communication abilities
(Carr and Durand, 1985). Similarly, it is clear that challenging behaviour may be
correlated with an absence of social contachaterials with which to interact (Durand and
Crimmins, 1987; Horner, 1980). We are concelinetthis chapter particularly with these
sorts of environmental factors and with tkiads of intervention strategies which may
redress them. There is no doubt that the kaiddgrategies described here will often need
to be complemented by intervention stragsgivhich focus on changing the individual's
behaviour.

Recent advances in our understanding of amgithgy behaviour have come primarily from

a conceptualisation of challenging behaviour as functional (see Murphy, this volume). In
other words, it usually can be understood as a way in which the individual succeeds in
controlling their environment. This, of course in the context of individuals who often
have no other effective ways of controllitigeir environments or communicating their
needs.

Functional analysis (see Murphy, this volume) has stressed the importance of individual
assessment to determine the function or fonstiserved by a particular behaviour of a
particular individual in a particular envirommt. This process usually involves collecting
detailed information about the person's behavémat the circumstances in which it occurs.
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Such analyses, despite their individual orientation, have tended to produce explanations for
particular challenging behaviours, which, whiléfering in their detail, have focused on
certain common functions (O'Nedt al, 1990):

(1)escape or avoidance of aversive situatierier example, where the behaviour appears
to produce the effect of helping thergen escape from demands to do things
(activities etc) or avoid being asked totdem altogether. Loosely put, people are
left to their own devices if they kick upfass when an attempt is made to get them
to do something.

(2)increased social contact -- where the beha appears to be an effective way of
obtaining social contact (e.g., from staffnfortunately, the notion of "attention
seeking' behaviour has become jusbther way of dismissing an individual's
behaviour as not worthy of attention.

(3)adjustment of levels of sensory stimuati-- there are a number of variations here.
Most importantly there is evidence thedme challenging behaviour serves the
function of increasing the general lévef sensory stimulation (perhaps
self-injurious behaviour in a very bam@r unstimulating environment); there is
also evidence that some challenging be@ha is maintained by specific sensory
consequences e.g., the visual stimatatihat it produces (Rincover and Devany,
1982); finally there is some suggestioattichallenging behaviour may serve the
function of reducing the general level of sensory stimulation when it may be
equivalent to escaping from an aversive situation (Donnellah 1984).

(4)increased access to preferred objectsadivities (tangible reinforcement) -- for
example, food, a bath, new clothes etc.

[Figure 10.1 about here]

In considering these functions it is very impattio be conscious of the context in which

they often arise (see Figure 10.1). It does se#m coincidental that services, both

institutional and community-based, for pemplith severe learning disabilities are
frequently characterised by:

(1)intermittently high levels of overt and covert social control (Koegell, 1987) and
abuse (Zirpoliet al, 1987) i.e. there are plenty ofemsive events to escape from
especially if clients are not very good at understanding or doing what is required;

(2)low levels of social contact (Mansell and Beasley, in press);

(3)barren, unstimulating environments (Horner, 1980);

(4)and regimes which rigidly control accesspteferred objects and activities or which
have very few of either (Kingt al, 1971).
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In other words the functions which challemgibehaviour appears to most commonly serve
should not surprise us and perhaps tell usetbing about the nature of service provision
as well as the nature of challenging behaviour or severe learning disabilities.

This leads to the conclusion that these mmwnental characteristics are, in a sense,
“challenging’. While there is no doubt thabple with severe learning disabilities have
challenging needs -- personal characteristies thake it more likely they will display
challenging behaviour -- challenging belwawi does seem to be more likely in
“challenging’ environments. More technically, the common characteristics of services for
people with challenging behaviour can benceptualised as “establishing operations'
(Michael, 1982; Murphy, this volume) in thatthincrease the reinforcing value of certain
events e.g., a low level, or deprivation, otiab contact may establish attention as an
effective reinforcer for challenging behaviour.

PROVIDING HELPFUL ENVIRONMENTS

One of the tasks facing services, then, is to provide a helpful or supportive environment
which will reduce the likelihood of challenginghaviour. This will not, of course, “cure'
challenging behaviour. Rather, it will act akird of prosthesis (Lindsley, 1964). In the
same way that a wheelchair can promote ititplvithout curing paralysis or spasticity a
helpful environment can encourage adaptive rather than challenging behaviour.

Helpful environments are characterisedtly opposites of what are found in challenging
environments:

(1)support and assistance instead of demand and control;

(2)high levels of social contact, mainly contingent on adaptive behaviour;
(3)meaningful activities instead of a lack of stimulation;

(4)materials and activities which are readily and predictably available.

Such environments are, however, very rafelynd in services for people with severe
learning disabilities. They appear to be uniikiel develop "naturally’ i.e. without special
organisation or design. Where they exist theyoften very difficult to maintain -- natural
contingencies seem to support a return to ahlelgdul environment. We need, therefore, a
conscious, systematic approach to service design.

What can be done to ensure the provisaina helpful rather than a challenging
environment? One answer is to devedwporganisational technology which determines
what will happen to whom under what conditions and to what degree of success. To take
an analogy from the world of education --avlwould it be like if children or students
turned up whenever they liked for whateukrsses and were met by teachers who decided
on the spot what to teach and how to teachnid later decided spontaneously that it was
now time for an examination?n fact, of course, educational services do not (usually)
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operate in this way. They have a set of systematic procedures for achieving their goals (an
organisational technology) that include a number of components:

(2)the curriculum -- which determines what will be taught;
(2)the timetable -- which determines who will teach whom, where, and when;
(3)lesson plans -- which determine how students will be taught;

(4)an assessment system -- which determines how well students have learned.
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Determining what will happen

What sorts of activities and interactior®sld be going on in placements? This depends
on both individual and environmental requiremerfisom the environment's point of view
there will be certain activities that needle done. If the environment is a house than
clearly it will need to be cleaned, food wileed to be prepared and so on. Ifitis a
sheltered workshop there will be contracts tdutidled. Within these limitations there is
considerable scope for individual variatiohwo people living in the same house are likely
to spend their time differently on the basishofv they like to spend their time and what
they are good at. The person who likes cookmay spend a lot of time preparing a meal
from the raw ingredients. The person whiaot so good at cooking but likes gardening
may heat something up in the microwave so that they can spend more time weeding.

[Figure 10.2 about here]

In looking at this in more detail let us tatke example of a staffed house. Figure 10.2 lists
the activities required by such an environment, the “routines and rhythms' of everyday life.
This is obviously a summary of the majoungval’ activities required in a residential
service. Figure 10.3 lists the activities whiaed to be considered from the individual's
point of view. Two clients living in thesame staffed house might end up with quite
different patterns of activities because of difigrabilities and interests. In the same way a
couple living together might have quite distinct, though overlapping, patterns of activity
and two children attending school might studyedent, but overlapping, combinations of
subjects.

[Figure 10.3 about here]

In this context the curriculum is the pattern of activities and interactions which are
supported for individuals by the service. donsidering how such curricula can be
developed for people with severe learning dig@s it is worth looking at the situations of
people without learning disabilities. Many peogpend large parts of their lives in routine
activities over which they may have little comtr@uch activities include work, childcare,
maintenance of the environment (housewggtdening etc), body maintenance (sleeping,
washing, dressing etc). Themay or may not be choices about the exact kind of work, or
about the quality of the product (e.g., how nbatgarden is). Whatever, such activities
still take up large proportions of most peoples' available time. More choice may be
exercised or at least felt in respect of soaral leisure activities. Thus, while most people
spend a proportion of their time in such atg this may mean watching T.V. for one
person and abseiling for another. Within thesnfines people may have certain aims e.g.,
to give up smoking, to spend more time wité dhildren, to write a novel, and so on. Such
aims are a crucial part of most peoples' livethat they provide a sense of purpose and
control. Their achievement may, howevexdlve changing the pattern of their activities

in a way which turns out to be very difficldecause of the constraints exercised by their
more mundane but necessary routines. Iteardrom this discussion that my curriculum,
your curriculum, are likely to be determinéatgely by our current life circumstances
(which, hopefully, we will have chosen sometime in the past) with a relatively small
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proportion of our time being available for new atitag or directions. It is interesting to
compare this pattern with hgueople with severe learning disabilities typically spend their
time. Four differences seem particularly notable:

(1)instead of having too much to do they often have too little to do;

(2)instead of being subject to the demand&eif current life circumstances they are often
“protected' from these by staff or carers who deal with such things for them;

(3)there may be a complete absence of cestaits of activities, e.g., work, which normally
occupy a great deal ofur time;

(4)in so far as the pattern of their activities is defined by procedures such as individual
programme planning they are often expected to spenddfwgity of their time in
new activities and directions e.g., leagninew skills, losing problem behaviours
and so on.

If individual programme planng is to effectively function as a mechanism for defining
individual curricula it perhaps needs to change its emphasis in a number of ways:

()it should seek to develop a curriculum which is relatively full and includes the range of
activities (work, leisure, maintenance etc) present in the non-disabled person's life;

(2)it should emphasise the requirementstie# environment in which the service is
provided e.g., if this is a house, the curriculum should typically include some
housework;

(3)it should allow the person (within the constraints of typicality and environmental
requirements) to choose their own pattern of activities.

The product of such a planning process isyikelinclude a list of the mundane activities

of everyday life, a set of relationships to be maintained and/or createdsiauadl aumber

of goals or changes to be sought (e.g., new s&ilie learned). There is growing evidence
that the kind and mix of activities provided for individuals has a considerable effect on the
level of challenging behaviour likely to be displayed. Challenging behaviour is less likely
when clients are engaged in preferred activities (Koegell, 1987), when they have
chosen from the range of activitiesaffer at any particular time (Dunlag al, 1991), and
when activities that require learning are mixdgth ones that have already been mastered
(Winterlinget al, 1987).

Determining when, where and with whom it will happen

If, as a student, you were told that yaeuld study Maths, Physics and Astronomy but
weren't told when or where the classesey®r who were the teachers you would be
naturally aggrieved and might well display soomallenging behaviour. Yet this is often
what happens in services for people wsivere learning disabilities. Some kind of
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individual plan specifies what the client will be learning or what activities they will be
doing but the details of this are left up talividual staff so that, all too often, when the
plan is reviewed, we find that many of the objectives have not been achieved.

A curriculum cannot be implemented with@utimetable which determines when, where

and with whom activities will takplace. The nature of the timetable depends on the nature
of the service. In a day service, for exden there may be a fairly rigid repetition of
activities from week to week dbat it is possible to specify that, for example, John does
pottery on Wednesday afternoon. Even in redideservices such a pattern is likely to
apply to at least some extent. For example many people do their main shopping or clothes
washing on the same day each week. Fewdmmlds go to the extent of writing these
patterns down since there are generahly a few people sharing resources and
contributing to the completion of household atiég, most contributors have the capacity

to carry the information with them, and there are adequate feedback loops and correction
systems operating in the natural environmehén the routines are not done or not done
properly ("Where's my shorts, Mum?").

Routines received bad press in the early sy@rcommunity care, mainly because they
were seen as one of the worst featafaastitutional life. But it was thegidity of routine

(King et al, 1971) that was problematic not routine itself. Routines, are in fact, functional
in a number of important ways e.g., creatirggase of security, providing a measure of the
passing of time and making time to do other, moi@resting activities. The desirability of
routine is attested to by the extent to whicks present, explicitly or implicitly, in the
majority of our everyday lives. But routinespecially in shared service environments,
serves another important function -- its capatityliberate. Where clear routines are
absent, people who rely on services usualtyobee prompt dependent ("it's time to go to
bed now'), are more likely to be correctedsitgff for “getting it mht -- but at the wrong

time' and are less likely to be rewarded byrtheiral contingencies that should apply when
they take the initiative. On the other hgmebple with learning disabilities can exercise
real autonomy within the boundaries of safe pratlictable routines. If sensibly handled,
routines can provide a structure or pfesm which deviation can safely be maaled a
structure to return to later. For examplvhen planning a weekend away someone who
normally washes their clothes on Sunday may choose to do them on the preceding Friday
or to leave it until after their trip. Theréaf they may resume washing on Sundays until
the next preferred activity interrupts the pattern. If the weekend routines were consistently
interrupted then they may decide to hesgule their routines to accommodate other
demands. Routine in services should feature this degree of flexibility.

Such routines, while useful and necessamg not, however, the whole story. What does it
mean to say that "John does pottery on Wednesday afternoons'? Unfortunately, when John
has severe learning disabilities and challengid@bieur it often means that he sits in the
pottery room doing nothing for most of the &m In this case the timetable has not
succeeded in delivering the curriculum. Theetiabling approach, therefore, needs to be
extended to cover how staff are deployed withishift or period otime (Felce and de

Kock, 1983). Staff--client ratios are usually sticat they will not always be able to work
individually with every client. They need,etefore, to systematically share themselves
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across individuals and groups of clients. One parallel to this in the family setting might be
the discussions which take place over dinfguawho is going to what, when, and what
sorts of allowances are required to make things happen. The result of these types of
discussion is usually an activity plan e.g., ‘Dad will run Kate to the skating rink and drop
Alex off at his friend's house after theykaeach done their homework. Mum will pick
them up on her way back from evening classenrbad gets that long standing job done'.

In this example, people are allocated to tasks to be with others for defined periods of
time. Some activities are contingent upoa tompletion of others, each knows what the
others are doing and where they will be, actisitlgat do not start and end at the same time
are brought together in a coherent plan ferdaliening. People who need help (e.g., to get
from A to B) get it and time to attend to thev@onmental necessities is created. In service
arrangements, where people may have substantial communication and skill deficits, the
need for this type of planning is even more crucial. The need is heightened further where
support is provided by staff whawe present for only part of each day and who may not see
each other for many days at a time. An exangblthis kind of more detailed timetable, or
“shift plan' is given in Figure 10.4. Noticeathactivities do not start and stop at the same
times, everyone is accounted for throughout thimgealternative strategies are planned in

at some stages of the day, and staff wath different clients throughout the day -- which

may be important when working with peopléavare difficult to be with. If things go
wrong at some stage the entire day is not throtenconfusion as there is a plan to return

to. Opportunity plans and skill teachingpgrammes are scheduled into the plan, the
balance between chores and leisure activitiebearhecked at a glance and environmental
requirements for food preparation, cleaning etc are fully met.

[Figure 10.4 about here]

The plan is prepared at the beginning of the session and its detail and complexity depend on
what is required. In working with someomwbose behaviour is very challenging it may be
necessary to change activities and/or staff Waguently and to have contingency plans
available for those situations where the ioad)plan cannot be followed, perhaps because

the client has refused to participate in the activity. Figure 10.4 includes such an example.

Determining how it will happen

The presentation of activities is often agger for challenging behaviour. It is very
important, therefore, that the manner of preation is not left to chance and individual
variation. The degree of detail will dependtbe activity and the individual. Preferred
activities, for example, may require lesegaration than nonpreferred activities. The
member of staff will often, however, need to know the following:

The "way' in which the activity is to be done

If you take six people and ask them to makked the chances are that you will see six
different ways to make a bed. If these six pedpén each try to help the client make a bed
in their own way the client is likely to bao@ unnecessarily reliant on prompts, risks being
corrected by one person for doing the task someone else's way, and, at worst, will become
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confused and demotivated. All those supportimg client in an activity need to have
agreed on the way in which the activity will ber@ad out with this client. This will mean

staff relearning well-practised skills but itessier for six able people to learn one new
method than for a person with severe lgagniisabilities to learn six new methods. In
practice staff should identify all the majortigities that will occur on a regular basis,
conduct a task analysis of each, write downaie agreed way of doing each task in the
form of a manual and stick to that way of doing it. The manual serves as a useful job aid
for new staff teams. As staff teams becamare experienced they will internalise the
client's way of doing things. As turnover occnesv staff can be asked to learn the client's
way of doing tasks according to the manual.

At times task analysis has been taken toeexes e.g., Gold (1980) includes sample task
analyses of vocational tasks having up tos@ps. A much more global approach is
usually all that is required. An example is given in Figure 10.5.

[Figure 10.5 about here]
The kind of assistance required

Gaining the client's participation in the task is the first and, often the most difficult, step.
As discussed above such participation wilttlpadepend on the task having been selected
appropriately. It is still often necessary to define clearly how the task will be introduced to
the client as a mistake at this stage wilenfset up a battle of wills which will inevitably
result in challenging behaviour. Useful approaches to this problem include the use of
“pretask requests' -- requests to the clienthvare highly likely to be followed -- as a way

of establishing 'momentum' which can carrywiard into participation in the task itself
(Horneret al, 1991). Similarly, where a very active dlies being requested to participate

in a task which requires them to sit still farperiod of time, the task may usefully be
preceded by a period of physical exercis¢hi§ reduces the subsequent likelihood of
challenging behaviour (Keret al, 1984).

The client may be able to do some bits eftidisk entirely independently while others have
to be done by the member of staff. In kedw, a range of assistance is likely to be
required. More generally the helper needskrnow the kind of assistance that is most
useful to the individual and the kind that isshikely to set off difficult behaviour. It is

very common, for example, to find staff mgi complex verbal instructions that are
completely beyond the understanding of the cliémtsuch circumstances, where the client
does not understand what (s)he is beasied to do, escape-motivated challenging
behaviour is very likely. An example of #ten guidance for staff is given in Figure 10.6.

[Figure 10.6 about here]
The kind of reinforcement required

The almost stereotypical use of praise faktaompletion or on task behaviour is often
neither necessary nor useful. Reinforcers shagldiar as possible, be natural (so that they
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are obtained irrespective of theesence of a member of staff), intrinsic (so that the person
does not need to stop doing the task in otd@onsume them), chosen by the individual
(Dyeret al, 1990) and based on a systematic assessihemat events are reinforcing for
the person (Berg and Wacker, 1991) (so that #ctyally do work as reinforcers). What is
required will, then, depend on the individuatahe activity. The activity may well have
been selected because it contains intrinsidareers for the individual e.g., the completed
sandwich, the T.V. switched on and so onith'ome clients compromises may have to
be made in respect of these guidelines beaaiue paucity of events which appear to be
reinforcing for the individual. Such a situatishould, however, also prompt staff to try to
extend the range of events which operate as reinforcers.
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The way in which challenging behaviour is to be handled
[Figure 10.7 about here]

Much of the above is intended to preventfaasas possible, challenging behaviour. When

it does occur, however, staff need to resporaldonsistent manner which takes account of
what is known about the function of the beébar. An example of written guidance for
staff is given in Figure 10.7. There are twamrfactors which should influence the way in
which staff respond to challenging behaviour. The first is the need to contain the behaviour
in a way which, as far as possible, avoigarinto anyone or damage to the environment
and which gets the incident over with as quicdypossible so that concentration can again
be given to delivering the curriculum. i$hrequires a ‘reactive strategy' (LaVigetaal,

1989) (such as ignoring the behaviour andnatteng to redirect the person back to the
activity) which is essentially about damage limitation. Staff need to be careful, however,
that their reaction does not inadvertentlipi@ce the person's challenging behaviour and
that they take advantage of the behavsooccurrence to respond in a way which will
reduce its future probability. Seclusion, for exdemnis often used in institutional settings

as a reactive strategy and may well be effe@tv@me kinds of damage limitation. If the
person's challenging behaviour is motivaltgdescape from demands, however, this may
also reinforce the behaviour and make it nmlikely to occur the next time demands are
placed on the individual. In such a situation it is more appropriate to try to get the person to
continue participating if only for a short time at,the very least, to ensure that the person
participates in completing the task lat@ihe repeated occurrence of challenging behaviour
in response to demands should prompt stafétonsider the support they are providing to
the person and to look at the possibilitieseaiching the person a more appropriate way to
escape, or take a break from, activities.

Determining how it will be evaluated

Recording what happens serves a numbetuottions. It tells us what the service is
“doing' with an individual and enables, #fere, a judgement about the match between the
plan and the result. If arstce says that it provides a 2 hour activity session every morning
for clients but the records suggest thatsesion only happens 50% of the time because of
staff shortages we have learned somethingpitant. Such information about occurrence
of activities, teaching sessions and so on cem adovide an early warning about decay of
quality. Figure 10.8 provides an example wherds kept of participation in activities
show a decline over time. The service thouigivas still doing well, the records suggested
otherwise.

[Figure 10.8 about here]

More detailed recording can provide importariormation about the achievements of the
service and the need to make changes to thyatwsaprovided. This will be crucial if, for
example, the client is being taught a skill and there is a need to adjust the teaching method
because of lack of progress.
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Recording is often seen as a chore and is dondypdbrs crucial that the service builds in
procedures for quickly summarising recordstisat staff can see their work being used.
This will often involve certain staff taking responsibility for producing and updating graphs
which can be used at the staff meeting and other such fora to evaluate progress.

Putting it all together

[Table 10.1 about here]

It has been suggested above that a seréedsprocedures to determine what will happen
(the curriculum), where, when and withhem it will happen (its timetable), how it will
happen (its guide to activity and interactioahd how it will be recorded (its evaluation
system). A wide variety of procedures €x@ achieving such outcomes as listed in Table
10.1. In selecting procedures for a particidarvice it is important to combine them
efficiently and coherently. One possible camaltion of procedures is shown in Figure
10.9. The system shown has a range of sstesys which are functionally separate but
complementary. For example, the IPP systntributes to the development of the
curriculum by identifying a range of mediumtegoals for the individual client. These
goals are likely to be timetabled throughaff meetings and the time planning and
management system. As required, more &8 tetailed strategies for how goals will be
achieved will depend on the availability of planned opportunities, precision teaching
strategies or specific behavioural interventioiibe impact of the service on the client can
be evaluated by using the information getegtdy the system e.g., number of IPP goals
achieved, level of client participation in hobetl routines and so on. Arrows indicate the
flow of such information.

[Figure 10.9 about here]

Placements also need efficient ways of camitating their working practices to new or
temporary staff. One way to do this is tovelep one file for each client -- the individual
service specification -- and one file for thevese as a whole -- the service maintenance
specification. The structure of an individ&rvice specification is based on the list of
activities given in Figure 10.3. The file comsiup to date accounts of how the person
spends their time, the support they need énwhole range of their activities, the way in
which their behaviour is managed, and any spee@rds that need to be kept. The file is
a kind of a script (Saunders and Spradlin, 198dXhe service provided to the client --
what is required of the service in order to niketclient's needs. An example of a partially
completed specification is given in Figure 10.10.

[Figure 10.10 about here]

The structure of the service maintenaspecification is shown in Figure 10.11. This
contains all the necessary procedures thahatrepecific to an individual client e.g., shift
planning. An example of a partially completed specification is given in Figure 10.12.
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By reviewing and practising the contentstloése files new staff can be rapidly inducted
into the service and all interested parties caidiasee what it is that this service seeks to
do for its clients.

[Figure 10.11 about here]
[Figure 10.12 about here]

What sort of impact would we expect suah approach to have on the environment
experienced by clients? Properly used, éhsgstems serve very well to modify the
potentially challenging environment:

(Dthey provide carefully tailored amounts s&tance to clients making it less likely that
demand-avoiding challenging behaviour will occur;

(2)they increase the amount of social comtdath clients get -- making it less likely that
social contact-seeking challenging behaviour will occur;

(3)they increase the amount and variety of activities (engagement opportunities) making it
less likely that stimulation-seeking challenging behaviour will occur;

(4)and they make materials and activities readily and predictably available making it less
likely that tangible reinforcer-seeking challenging behaviour will occur.

There is good evidence that the oésuch an approach is associated with reduced rates of
challenging behaviour, increased rates of participation in activity and skill development in
clients (Felce, 1989; McGill, Emerson and Mansell, this volume).

SUCCESSFUL IMPLEMENTATION

Despite its apparent benefits it is a commgrpeeience to find resistance to the use of the
above approach. The resistance seems to occur for a number of reasons:

(1)The approach is seen as reducing the amount of choice and increasing the amount of
control over clients' lives.

While this is an understandable objection it is usually false. Returning to the educational
analogy, is it easier for students to choase exert control in a chaotic or a
structured environment? Chaotic envir@mis are extremely difficult to control as
they do not operate according to easily seen rules. Structured environments,
because of their predictability, allow greatdoice and control. As the student |
can choose not to take the examinatiory @inl know when it is. | can complain
that the examination does not match the curriculum only if there is a
well-recognised curriculum.
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Procedures are also increasingly being develdbat allow clients more participation in
the use of the organisational technology fisdtor example the use of pictorial
timetables (LaVignat al, 1989) potentially allows clients to participate in making
up their own timetable; the use of pictorial representations of activities (Wilcox and
Bellamy, 1987) potentially allows clients participate in the development of the
curriculum.

(2)The approach is seen as reducing the amount of choice and increasing the amount of
control over staff behaviour.

To some extent this is true but the choices which are reduced are, generally speaking, not
legitimate anyway. In many servicesaff can choose to do nothing or do
something for themselves rather thanrtbe Such choices are illegitimate but in
an unstructured service there is usualtyway of saying what the staff should be
doing instead. Helping people live "an ordinéfe' is sometimes an excuse for
leaving people alone to do what theyike', however destructive and
self-destructive this is. There are sothégs over which staff delivering the
service do not have legitimate contralo return to the educational analogy, the
nature of the curriculum is not under tlentrol of the teacher. We might disagree
with the current political view on what that curriculum should be but we are
unlikely to believe that what students are taught should depend on the whim of the
individual teacher. Teachers do, however, have a great deal of control and choice
over the manner in which the curriculum is presented. This is possible in services
also, though it should be noted that the teach usually a "lone wolf* while staff
teams have to ensure consistency. Ithis staff team that should exercise a
considerable amount of control and choice not the individual staff member.

(3)The approach is imposed without consultation with users.

Just as with the implementation of othehtgmlogies this, unfortunately, is often true and
such an imposition encourages staff to Ineilarly autocratic in their interactions
with service users. The discussion in the previous section has tried to stress the
functions of the various procedures (e.gddétermine the timetable) rather than the
actual procedures themselves (e.g., shiftrplag). It is important that staff are
given the opportunity to participate in tdesign of the system and their ideas used
to develop better procedures rather tisndard procedures being introduced
without consultation. Such opportunities, lewer, should not be carte blanche. It
Is crucial that the service organisatiaccepts its responsibility to develop policy
and monitor its implementation. This may mean that the goals of placements (the
general direction of the “curriculumgre not under the immediate control of
placement staff. The organisation needs to combine clear expectations regarding
the kind of service which should be delivetectlients together with effective and
sensitive management of the staff who will deliver such services.

The authors' experience in the face of #imve resistances suggests that successful
implementation is most likely when the procedures and materials used are:
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(Dinformative and easy to use: providing clgaidance to staff and service users through
their use of text and schematic representations;

(2)accessible: easily available to staff as required rather than being locked in the bottom
drawer of the filing cabinet;

(3)kept and used discreetly: not usually being visible to a casual visitor;
(4)efficient: taking the minimum of time away from direct client support;

(5)designed and redesigned as far as possible in partnership with staff and service users.

CONCLUDING COMMENTS

Community placements for people with challengbehaviour face a difficult task. They
have to deal with potentially dangerous dituas in contexts of limited managerial and
professional support (see McGill, Emerson andah&éd, this volume), often without being

part of a comprehensive service strate@g (8lansell, McGill and Emerson, this volume),
employing staff who are often young, inexperiehead likely to stay for relatively short
periods of time. If such placements are tiivdea good quality of life to clients they must

be organised robustly to protect good ficac from decay. The kind of technology
described in this chapter provides one way of doing this. Placements which lack such a
technology are likely to be characterised layfsiehaviour determined by uncontrolled and
uncontrollable factors -- such as what theyalig do in their own homes, the way in which

they interact with their children, and sm (see Emerson, Hastings and McGill, this
volume). While such unpredictable behaviour sometimes produces apparently good results
(for example, a close and facilitative relatiopsbetween a member of staff and a client) it
cannot consistently produce the sorts of mments which are necessary to prevent,
reduce and avoid exacerbating challenging behaviour.
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Maintaining local residential placements

Jim Mansell, Heather Hughes and Peter McGill

INTRODUCTION

A characteristic of community-based residerg&lices set up to replace institutions is the
breakdown of some placements and the re-sglom of individuals to institutional care.

The most commonly cited reason for placenieaakdown given in studies of community
services is challenging behaviour (Pagel and Whitling, 1978; Saittak 1980; Thiel,

1981; Intagliata and Willer, 1982). Breakdown incurs costs for service agencies in finding
new placements, often at short notice, as well as in dealing with the crisis and its aftermath.
Alternative placements are usually hospitals, which impose costs on the individual person
with learning disabilities in terms of fewepportunities for meaningful activity, less staff
help available and greater restrictiveness (Fedad, 1980a; Felcet al, 1980b; Felcet

al., 1986; Emerson, Felce, McGill and Manselis tolume) as well as the practical and
emotional disruption involved. Family membend staff may also experience placement
breakdown as failure.

People at risk of placement breakdown becafishallenging behaviour are not a clearly
delimited group. Studies of population charadiessshow marked variation in the overall
rates of challenging behaviour, not least bseaof the variations in definition and
methodology, and rates vary widely betweeralsmreas (see Qureshi, this volume) and
probably reflect different expectations and tatee of staff as well as real variation in
characteristics. Agencies providing community&es must therefore meet the needs of a
group of people, some of whawill present a clear and continuing challenge but others of
whom will have less obvious or less difficult probkeat this point in tira. The size of the
group who might potentially produce a chatie to services will be a significant
proportion of the whole client group.

Expectations that simply transferring pepftom institutions to community placements
will lead to reductions in challenging behawi may be overoptimistic. Some studies
tracking individuals from institutions to conumity placements show no change in level of
challenging behaviour (e.g., Conr@ al, 1982) or even higher rates of challenging
behaviour after transfer (de Paiva and Lowe, 1990; &tirad, 1990; Felce, Lowe and de
Paiva, this volume). Since the function mfich challenging behaviour appears to be
demand avoidance (see Murphy, this volume&jckad environments may set the occasion
for more problems than the barren, undemanding regime of many institutions.

Nor can treatment interventions yet play much part in responding to the needs of people
with challenging behaviour. Although there iseatensive literature demonstrating at least
short-term effectiveness of treatmentht@ques (particularly behavioural techniques),
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many problems remain intractable because of insufficient knowledge (see for example the
discussion of covariation by Schroeder didcLean, 1987). Just as important, most
services are not in practice able to deliversbphisticated intervention necessary to apply
what knowledge there is. A recent survey by Oleteal, (1987) of people with self injury

as well as learning disability in the SotEast of Englandolund only 2% had written
psychological treatment programmes. Neorit the case that when programmes are
developed that they are used by staff:dherevidence (Emerson and Emerson 1987) that
staff do not understand the methods involved, dehsohselves feel part of the programme
design process and do not believe that asult® would be sustained because of other
problems in their service.

Since challenging behaviours are unlikely to spoebusly disappear after transfer to care

in the community, nor to be readily resoledough short term treatment programmes, the
task facing services is in practice thatoftinuing management, in the sense of supporting
the individual in achieving as good a quality oé lds possible in spite of their problems.
While some individuals may show less serious problems at some times, the services which
support them will always need to be ale respond to recurrence of the problem
behaviour. This is not to rule out the prospect of genuine reductions in challenging
behaviour through better treatment or betigpliaations of existing treatments, but to
acknowledge the practical task services need to address now.

The challenge facing community services atdhganisational level is to maintain enough
capacity in the whole service system to cepi widely differing levels of challenging
behaviour presented by differantividuals in different places at different times. Far from
being a discrete problem affecting a smalhonity of people, to be dealt with by making
special provision without reference to the migation of other services, difficult behaviour
is a system-wide challenge to the capabilitys@ivice agencies (cf. Mansell, McGill and
Emerson, this volume).

This chapter uses a project carried ont partnership with a whole system of
community-based services to illustrate hgacement breakdowns are a symptom of wider
problems of organisation and competencahi@ agency. It builds on Chapter 10 by
relating placement organisation to the managj@nd organisational framework within
which placements exist.

In 1989 the authors began to work withe Learning Difficulties Care Group of
Camberwell Health Authority in London. The Care Group provided about 100 residential
places in a mixture of staffed housestl® community and a 40-place campus-style
residential centre (about 20 homes in all)tla services had been provided since 1983 as
part of a large-scale de-institutionalisatiproject (Korman and Glennerster 1990). By
mid-1989 the Care Group reported major difflies maintaining placements for people
with challenging behaviour. Increasinglydaunpredictably, crises were occurring in
residential placements which led to the renh@fzan individual due to their challenging
behaviour, usually to a private institution miuch higher cost than all but the most
expensive local services.
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WHAT CAUSES PLACEMENT BREAKDOWN? A CASE STUDY

Despite believing at first that breakdown wiae to challenging behaviour which was itself
entirely unpredictable, detailed review of séngases with a cross-section of Care Group
staff showed that there were clear predismgpactors which involved the planning of the
service and the way it was currently manageel they did not just reflect problems
between the staff and residents in the house concerned).

For example, in one instance the placenéatyoung woman with a history of aggression
failed despite meticulous preparation, includingtay in a special assessment unit where a
successful approach to working with her during difficult periods had been developed. The
breakdown occurred at a weekend, when palieee called to remove the woman, initially
to a ward in a local psychiatric hospitaithin 24 hours the woman had been transferred
to a large private hospital in another RegidReview of this event (over a year later)
identified factors predisposing towards breakdown (summarised in Figure 11.1).

When the service was first planned to bring Wwoman out of a closing long-stay hospital,

the Care Group operated a general recruitrpelity for all houses together, which failed

to give specific information about the indivals being served. Staff were therefore
recruited without knowing what to expeabdamanagers reported that staff had been
anxious from the moment they discovered that they were to serve someone with problems.

The model of staffed housing used antthime focused on stated adherence to
normalisation principles by staff.e. what staff say) rather than on how these principles
were carried through into practice (whatffstéo). Training for staff was not followed
through to make sure that it was put into practice once the house had opened, so that even
though there was very specific and testeddguce for staff as to how to respond to
particular challenges the main focus of tnagnivas outside the real work situation -- the

“train and hope' model of generalisation (Stokes and Baer, 1977).

[Figure 11.1 about here]

When staff repeatedly argued that the yowwamnan's transfer to the house should be
delayed because they were not yet ready, managerpreted this as lack of motivation
rather than lack of skill and eventually insisted that the move take place.

After a month, the professional support pded from the special assessment unit was
withdrawn as planned (the unitldnot offer an outreach service). In this first month there
had been just one instance of the mogtartant challenging behaviour, which had been
successfully managed by staff in the house.

Although the whole responsibility for maimang good working practices now devolved
on the Care Group, managers agreed that liaglyreally offered staff ground-rules for
working with people with challenging behaviour @rtake it or leave it' basis. In practice,
the staff team were not well organisedppOrtunities for participation in household and
community activities were not systematicallpated by staff and service users were often
left with relatively little to do. After workg very long hours for many weeks since the
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transfer, the home leader (with managemenberagement) took a month's leave. This
coincided with the withdrawal of specialist support.

It was during this period that the placemended in crisis. The young woman became
aggressive but, instead of following the guidelines agreed, the staff on duty (neither of
whom had actually dealt with the problem befdoeked themselves into an upstairs room.
After calling for help from a window, police were called and the woman was removed,
first to the local psychiatric hospital and then to the private hospital.

Managers agreed that they had not known wiaet happening in the house, either in terms
of day-to-day practice over the period beftre crisis or when it occurred. Their first
involvement was after the police had arriveglen if they had known, they felt that they
would not have had any options availabledopporting staff on the spot nor for respite in
or out of the home, although they had found mydonepay for a place in an institution once
the placement had broken down. They sperg twunselling staff immediately after the
breakdown, but felt after the event that thegd inadvertently confirmed the staff
assessment that the woman could not live in the community.

The consequences of this breakdown for thenaro concerned had been transfer to a large
private hospital a long way from her familthe break-up of the staff team and the
resignation within a year of most of theamd much higher revenue costs for the Care
Group. This had led to increased pressardevelop a local institution which made no
pretence of treatment or high quality of care but which was cheap.

The striking feature of this kindf review is that it so readily identifies factors which led,
more or less directly, to the placement kdmavn. The challenging behaviour is not, in
itself, the reason for breakdown (in thexample the most difficult behaviour was
understood and could be managed); rathempiesents extra vulnerability to problems of
service (dis)organisation. Since staff wapgpointed without knowing the kind of work

they would be expected to do, were givea thoice of whether or not to use the only
effective management technique and werewdtiout their leader at a key point in the

transition from external support to localspensibility, it is hardly surprising that the

placement should break down.

A SYSTEMS PERSPECTIVE ON PLACEMENT BREAKDOWN

In Chapter 4, Mansell, McGill and Emersonggest that it is useful to conceptualise
service provision as it relates to challenging b&ha as four sub-systems, concerned with
prevention, specialised long-term support, eddyection and crisis management. Using
this perspective, a programme of work ygéanned by Camberwell to tackle the problems
faced by the residential service. Thigye with an external evaluation (Hughes and
Mansell, 1990) and was followed up by a widege of interventions across the whole
service (Hughes and Mansell 1992).
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In terms ofprevention, almost all the services in the care group were providing "minding'
rather than active support. Despite adequdtiglly staffing levels and much investment of
training in "normalisation’ the common pictuvas that staff did not know how to help the
people they served participate in everydaividies, gain independence and overcome their
problems. Levels of client participation activities of everyday living inside the home,
and the help and other contact received fstaif, were low by comparison with exemplary
services (Figure 11.2), and staff themselves ¢aimgd of false impressions being given in
recruitment and training of the needgha people with whom they would work.

This meant that challenging behaviour was nlikely to arise anywhere in the service
because of unskilled support, more likelyb® a problem when it did occur, and more
likely to become more serious over time.aldo meant that those houses providing more
sophisticated help for people with seriousl @ersistent challenging behaviour were more
isolated and less able to call on help or understanding from the rest of the service when they
experienced particular periods of stress.

[Figure 11.2 about here]

Early detection of problems was made less likely besameither managers nor front-line
staff discriminated between "minding' andti\ae support' models of care. The evaluation
showed that very little useful infoation about how each placement was doing
week-by-week got to decision-makers imise positions in the care group. Despite many
meetings, neither first-line nor middle managgpent much time in services where they
might gain direct experience for themselvedeskls of performance. The only formal
information about performance came ire tform of individual programme planning
reviews, but these were so time-consunaing complex that not many happened and there
were in any case no mechanisms for aggregating information to look at service-wide
management issues.

This meant that emerging crises took manalggrsurprise, so that they were ill-prepared,
but it also meant that the organisation'sotiief action' (Patton 1986) -- its understanding
of the links between what was done in anea and what happened elsewhere -- was poor,
as for example in arranging that the hoeeder should go on a month's leave just when
the placement might be most vulnerable to the withdrawal of specialist support.

This service agency had invested in develojpong-term specialised supporfor people

with the most serious and persistent challegdpehaviour known to the service. Using the
resources of two Regional Health Authorititiatives, the Special Development Team (see
McGill, Emerson and Mansell, this volumaid the Mental Impairment Evaluation and
Treatment Service (Murplst al, 1991; Murphy and Clare, 1991), several placements had
been set up where much more attentiod been given to good practice in face-to-face
work with clients and the managerial goldnning background to support this quality of
service. But as the example above illustrates,different perspective of local managers
and staff from those of the specialist agencies made it hard for them to take the required
methods on board, and the specialised placememained rather isolated from the
mainstream of community services, makiti;em more vulnerable than they might
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otherwise have been. Both placements set up with the help of the Special Development
Team broke down, although one has since been successfully re-established.

When major problems did occur, the care group's approachiste managementwas

largely reactive. There were no arrangements already worked out to supply the extra
practical and emotional support people wouleed to cope with a problem in the
placement, and in particular there was no aapée sustain this kind of support over the
days and weeks it might take to develop troiesive responses to problems. Whereas a
crisis in some areas of public life (such as transport disasters) is addressed by (i) putting
into action well-rehearsed and understoodtingency plans, (ii) gathering resources
needed and putting extra resources on standby and (iii) bringing in the most senior and
experienced decision-makers to manage the response, in this situation it was met with no
plans, no reserves and the only option whiehctire group could deliver was transfer to an
expensive private institution.
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SHAPING UP THE SERVICE SYSTEM

The intervention adopted by Camberwell toak its initial focus the model of care
provided in all of the houses. The aim wasriprove the quality of care in each house, by
replacing "minding’ with skilled support to facilitate the involvement and independence of
service users, and thereby to increase thiiergce of the whole service and reduce the
likelihood of placement breakdowns.

The “active support’ model of care was derived from earlier work in services for people
with challenging behaviour (Emersat al, 1987; McGill, Emerson and Mansell, this
volume), and on staff training (Brown wiBailey, 1986; Brown and Bailey, 1986; Brown
et al, 1987; Brown and Brown, 1989; ®&wvn with Brown, 1989; Browret al, 1988;
Brown et al, 1990a; Browret al, 1990b), building on work by Manseit al. (1987a) and
Felce (1989). The key characteristics of thalel are that service users experience a rich
and varied lifestyle in which their particigen and independence is directly facilitated by
the help and encouragement provided by staffivell as skills in facilitating participation

in activity, incidental teaching and the ctrastive management of challenging behaviour
staff work is characterised by being carefudiganised to provide choice and minimise
times when users are unable to do anythiinig; is accomplished both through individual
programme planning mechanisms and alsmugh planning work as a group on a
shift-by-shift basis (see McGill and Toogood, this volume).

Often there are major obstacles to providing thodel of care because services are poorly
designed (too institutional) or under-resourced {evo staff). In this case, all the houses
(even on the campus unit) met minimum criteria for introducing the model: the resources
were available but were not being properly used.

The introduction of the new model of care waganised as a 'whole environment training'
intervention (Whiffen, 1984; Mansedit al, 1987b), in which 12 days hands-on training
was given to each staff team in working viftle people they served. The authors and their
colleagues took the lead in designing thisnireg and in delivering it to the first eight
houses, although training was jointly provided with the middle managers of the service in
order to strengthen their competence and iroleroviding practice leadership. A second
group of eight houses received training frornagers with support and advice from the
consultants and then managers took responsibility for completing the training in all houses
in the Care Group.

This approach was chosen because pradtigamling has consistently been shown to be
superior to classroom training in produgichanged performance on the job (Anderson,
1987); trainingin situ should increase the likelihood of maintenance and generalisation;
and supporting managers to do the training rattem using external trainers exclusively
was intended to strengthen the managers' rggeowiding leadership in quality of care and
their ownership of the intervention.

In addition there were many administrativeustes to emphasise the importance of active
support by care staff and leadership in qualitgare by first-line and middle managers.
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These dealt with issues likearuitment practice, the content of induction training, the job
descriptions used and the way staff wdeployed. The whole environment training
programme was backed up by a series @éntmtion workshops on issues such as
challenging behaviour, communication skills @aeaching; sending folkey care staff on a
University Diploma course in working witbeople who have challenging behaviour, two
staff on a Trainers' Development Programamel one trainer on an MA programme in
learning disability.

The third component of the intervention itoprove services in the Care Group was
improvement in information about the quality service received by clients and those
features of the care group's organisation wiiehe most directly related to quality. The

aim here was to correct the imbalance in management information that existed because
there was so much less information about qutidy finance or personnel, and to increase

the extent to which management decisions were evaluated against their impact on quality.

The basic building block of the Quality Mageament Information System was information
collected by front-line staff as a routine part of their work with the people they served. This
covered participation in household andmneounity activities; the holding of monthly
keyworker reviews; and samples of direct eslaation of client engagement in activity
using the method adopted (Beashtyal, 1989) in the earlier evaluation. As well as being
used by the staff team in reviewing andnplag their work, this information was collated
centrally each month. To it was added sonfiermation about the number of staff who
had received training and a "Quality Capabllitgtex’ -- a rating of whether each house had

in place five key features needed to provide "active support’ model, based on earlier
work by Boles and Bible (1978).

Finally the Care Group reviewed how it marmdgeises which did occur. The aim here
was to develop a process for predicting whialrises were most vulnerable, for gathering

the resources necessary to help people gaatfaough a difficult period and for avoiding
emergency transfers to institutional care. The products were written procedures for use
within the service and initiatives to explain clearly what the Care Group wanted from the
two other agencies most involved when crdigsoccur -- the mental health services and

the police.

THE IMPACT OF THE INTERVENTION

The impact of whole environment trainindoaved dramatic improvements to be made
with existing resources. Many service usexxe assisted to participate in everyday
activities for the first time since their movetke Care Group. In seven of the eight houses
where whole-environment-training was firsarried out, the trainers' report indicated
greater levels of involvement in a wider rarfeactivities by service users. Staff became
more skilled at sharing activities and respondedusmstically to the extra help they were
getting. For some of the house managers,clbar priority given to achieving client
outcomes and the leadership role taken by then managers made them more confident
in asking for help.
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One result of the training was a marked tshif reputation for a small but significant
number of individuals with special needs. For example, a deaf and blind client in one
house with whom staff had been at a los&rtow how to work was, by the end of the
training period, being helped to prepare reealn another house a person with severe
self-injury defeated most attempts by staff to involve her in any activity. The training
helped introduce a number of reactive managerstategies to enable staff to work
through difficult situations and also a “positive programming' intervention which made the
young woman's environment more prediatabhd understandable to her through the
presentation of similar requests and activitiepratarranged times. The outcome of this
was that for the first time, staff could interact with her in such a way that she would not
injure herself. This allowed her to go @lopping and to cafes, activities she particularly
enjoyed, as well as participate in everyday activities around the house.

These individual examples challenged any complacency about previously acceptable levels
of staff and managers' performance and aeliewide currency in the service as they
happened, producing optimism and enthusiasm in the Care Group's managers.

The number of people in the Care Group wheehi@ken part in the whole-environment
training has steadily increased (Figure 11a3)have the number of houses meeting the
criteria of the Quality Capability Index (Figure 11.4).

[Figures 11.3 about here]
[Figure 11.4 about here]

Figure 11.5 shows the number of placement breakddwfore and after the intervention.
There have been no out-of-area placementseshugust 1990. The last four people who
were transferred out of area have been brouggh to local services. In the main, this has
been achieved by making within-agency trarsf so it is too soon to say that the
competence of services has increasaolugh to avoid placement breakdowns. Rather,
what seems to have happened is that chapgreeptions by managers and staff have made
them take different decisions in adeanof sufficiently improved front-line staff
performance. Managers of the service gt the knowledge that there is a workable
alternative to the "‘minding' model of careupled with the evidence of what was achieved
in the whole-environment-training, has madenthdetermined to develop better services
and not necessarily to respond to crises by seeking out-of-area placements.

[Figure 11.5 about here]

In terms of the outcomes experienced byntfiethe Quality Management Information
System shows mixed results. There has la@emcrease in community contacts (Figure
11.6) but the Care Group's management Hawuad it impossible to establish sufficient
collection of observational information to arine levels of client engagement or
staff--client contact. Independently collectefbrmation on two occasions since the initial
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evaluation shows no change in these areas.inpleation of this is that the achievements
of the whole environment training have not been maintained.

[Figure 11.6 about here]

In terms of attributing those changes that haseurred in the perfarance of this service

to particular interventions it is important to recognise that the project took place against a
background of wider change. There have ls®ne new senior and middle managers and
increased staff turnover, which have probdi#iped the process of change as people who
were not prepared to take part left the org@tion. Less helpful changes have been cuts in
staffing as the Care Group has borne aesb&iNational Health Service underfunding and

the uncertainty generated by the reorganisaifdmealth and social services following the
1989 NHS and Community Care Act. The extent to which managers have been able to
maintain a clear focus on quality has reflected the relative lack of priority given by their
superiors to improving quality compared wilttending to the competing demands of
reorganisation. Finally, the unbending bureauctddgrge organisations has also played

its part: compared with the kind of employment practice which underpins much American
work on staff performance, these managixsed very time-consuming and difficult
procedures to deal with middle managerstaff who failed to improve their performance,

and extremely limited opportunities for differentially rewarding and supporting good work.

Nevertheless, the service has learned to cope with the problems posed by challenging
behaviour without recourse to expensive placements in institutional surroundings, and it
has embarked on a process which should ymesiovements in quality for all the people it
serves. The “blame' for placement breakdown is now taken by the managers of the service
rather than by the service user.

IMPLICATIONS FOR SERVICE ORGANISATION

This concluding section aims to draw out some of the implications for service organisation
of the approach described above. These fase, implications for the model of care
adopted throughout the residential service; second, implications for training and the role of
front-line and middle managers; and finalitgplications for decision-making by senior
managers.

The first point which needs to be drawn outhiat the fortunes of special placements for
people with challenging behaviour are closehkdid to the way other residential services
are organised. Although often set up with spaeisburces and attention to their planning
and management, they should not be seerpasate or fundamentally different from other
residential services. They should attend tdfulieange of needs of the people they serve,
so that in many respects they will be orgadi like other placements (paying as much
attention to participation in household and community activities, to personal growth and
development, to friendship and networks, aadn). Other placements should at least not
exacerbate the less serious challenging behavmiusome of the people they serve, and
should have the capability to manage and wr&ugh most of these problems when they
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become more serious (lest everyone end upimgedspecialised service). And if these
things are true, then when an individualggdment enters a period of exceptional difficulty,
where the practical, technical and emotionabugces of the staff are insufficient, other
services can help because they share enough of the model of care to be able to do so.

Perhaps the most fundamental common eléroérservices for people with learning
disabilities in this respect is that theliould embrace a model of care which provides
“active support', rather than "‘minding’. Téhevill be many ways of conceptualising the
processes which achieve important outcomesdorice users, so the precise specification

of a model of care is no more than a starting poitie important issue is that staff, and the
managers and professionals who support theauld recognise that they bear the primary
responsibility for enabling or facilitating trechievement of desired outcomes by service
users. Good results are not accidental; nor, for many people with learning disabilities, will
they be achieved by giving people a placéghm community and leaving them to get on
with it (see also McGill and Toogood, this volume).

The second implication is that, as the propescribed above shows, adopting the "active
support' model has major implications for traghend management. In this example, even
to introduce the basic approach, organisirgyities and staff allocation at the group level
in order to achieve individual goals, requirettaming of the workforce. This was partly
because the content of induction and in-service training had focused on philosophy and
principles without helping people turn theswioperational practice at the level of direct
work with service users, and partly becao$ahe use of classroom-based training by
specialist training staff to the exclusion ldnds-on practice supervised by more skilled
practitioners. The induction training of #ten the Andover project took only two weeks
(Mansellet al, 1987a) but met these criteria and undedlytcontributed to the very good
results achieved in this project (Felce 1989).

Perhaps the most difficult part of thetarvention was redefining the role of house
managers and patch managers as primarilgaroed with “practice leadership' rather than
administration. Felcest al (1980b) found that, in somef the first attempts at
community-based residential services fpeople with severe or profound learning
disabilities in Wessex, senior staff spent muaabre time in administration than in work
with service users compared with those inpitat  The wider range of demands, and the
higher standards of care usually aspired toommunity services, make greater demands
on managers. If the effect of this is tonwve the most skilled, most experienced resource
from unqualified staff and the people beingved then perhaps the organisation of
administrative work needs review. But theerience of this project suggests that even
more important than re-examining admiratibn are the two areas of improving the
expertise of first-line and middle managerdtsat they have the knowledge and skill base
to provide practice-leadership, and re-valuihg achievement of client outcomes as the
most important activity in the organisation.

This is but one example of how service providers have to tackle organisational muddle, in
which activities like staff recruitment or tramg, or the selection of issues to which to
devote management attention, or the staff notase in each house, have to be evaluated

200




in terms of their impact on service usararers and staff and re-shaped and coordinated
towards the goal of achieving good outcomesilufeato do this is sometimes at root a
reflection of the problem of “technological indeterminacy' (Perrow 1967) -- the lack of
knowledge about the precise relationshigwieen inputs, process and outcome in
organisations. Thus, for example, in thisjpct the Care Group had invested a great deal
of staff time and effort imlebating, designing and implementing an individual programme
planning system; yet, as de Kaoetkal (1988) point out, there is no clear evidence that such
systems result in improved client outcomes -rtlevelopment rests on a belief that this is
so. ltis very difficult, therefore, to skew the managers of the Care Group could make a
well-founded decision to invest resourcesndividual programme planning rather than
(say) organisation of staff as a group.

The problem of developing ways of working whigctually turn out to be less than optimal

in terms of achieving desired outcomes be@mere complicated in large organisations
which have standardised (or institutionalised) procedures, especially in areas like
recruitment practice or financial management, developed in response to other concerns.
The example from the project that illustrates th the way in which managers could find
extra money for out-of-area placements but notidoal initiatives; in part, at least, this
reflected the health authority's policy of tiglaist control combined with special funds only

for the most serious emergencies (of coursead also due to lack of understanding of the
possibilities).

Finally, it may also be important to considee extent to which this kind of mismatch
between what the organisation says it wantdo and how it actually conducts itself is
functional for decision-makers (especially the nsastior managers in the organisation). It
allows them to espouse progressive valuesgarads and to state these as expectations of
staff without necessarily providing the managerial support and resources needed to realise
them in practice. This may not be an expfolicy, in that it may reflect the once widely

held view that general managers do not rieddhow anything about the working methods

of the people they manage. Bust as it is important to understand what function is served

by the behaviour of individualients who challenge services, so it should not be assumed
that weaknesses in the way services work are accidental or simply the result of ignorance.

If this is an important part of the problenethit is not likely to be sustainable strategy by
decision-makers. In the short term, sigithigh ideals without ensuring staff have the
support and skill to deliver them might Isestained by quietly placing people whose
services can no longer cope in out-of-area placements. Over time, the lack of competence
in local services will manufacture moradamore placement breakdowns and the trickle

will become a rush which threatens the viability of all community-based services.
Designing community-based service systems lwbhan meet the needs of everyone in the
client group is therefore the appropriate goal.
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Assessing costs and benefits

Martin Knapp and Jim Mansell

INTRODUCTION

For most of the period in which communligsed services have been proposed as
complete alternatives to institutional care, the main focus of debate has been their
feasibility. With the widespread development of supported housing in the 1980s, attention
has been concentrated on people with speceeds, and particularly people with
challenging behaviour. Even here, the dgwment of working models of supported
housing has gone a long way to demonstiiat, given adequate commitment and
investment of time and effort, these serviees a feasible and desirable alternative to
hospital care (see Felce, Lowe and de Paiva; McGill, Emerson and Mansell, this volume).

But while experience and confidence abouwsikility has grown, cost constraints have
become more important. It could be arguedef@mple, that local and central government
expenditure on health and social servicesnoakept pace with need in learning disability
services (for example in the under-fundingpaly awards and the pursuit of “efficiency
savings'), and that, within health authorities aodal services departments, priorities have
shifted away from learning disability to hatr services. The introduction of general
managers in the health service and the growth of the 'new managerialism' in social services
(involving heightened resource consciousnpsdprmance reviews and devolved budgets)
have introduced more “business-like' attisjdand the encouragement of a mixed economy

of community care has ushered in contracts of greater specificity.

These factors may have encouraged policy-nsa&ed practitioners to pay more attention
to costs, but they are not the only reasonslfing so. Increasing expectations mean that
there have never been, and will never be, enolwgglurees to meet all of society's wants or
needs, so that choices must always be maitién a cost constraint. Making the best use
of resources therefore requires careful eveloaof both the beng§ and the costs of
particular policy decisions and practice decisions. As Griffiths (1988) remarked:

"To talk of policy in matters of care except in the context of available resources and
timescales for action owes more to tlogyl than to the purposeful delivery of a
caring service'dp.cit, para 9)

For all these reasons, decisions about ngaldommunity-based services available to
people with challenging behaviour in theture are increasingly likely to involve

arguments about what these services costvmather the benefits they provide justify the
cost. This need not engender pessimisrmorgnhe proponents of community services; the
American experience shows that, when batl expected to achieve the same quality
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standards, community services can demomstifagir cost effectiveness compared with
institutions (e.g., Conroy and Bradley, 1985). eTimportant issue is not whether a cost
focus is justified, but whether costs are appropriately defined and utilised.

This chapter therefore introduces the basic piesiof applied cost analysis in social and
health care contexts, and then employs thienexamine some of the key cost issues
concerning provision for people with seselearning disabilities and challenging
behaviours. The research, and indeed the service development which it would require,
remains to be done to provide anything apphing definitive answers about the costs and
benefits of services for people with learning disabilities and challenging behaviours: the
purpose of this chapter is rather to clatife arguments and issues which need to be
considered and, where possible, to illustrate them in so far as evidence makes that possible.

THE PRINCIPLES OF APPLIED COST ANALYSIS

In costing health and social care, whetfar research, policy formulation or practice
guidance, there are four main principtesemploy (Knapp, 1992; Knapp and Beecham,
1990). These are that (i) costs should be oredscomprehensively, (ii) cost variation
should be explored for the insights it offeagsher than ignored through averaging costs,
(iii) the effect of confoundindactors in cost comparisons should be minimised and (iv)
outcomes for users and carers should be considered at the same time as costs.

Costs should be measured comprehensively

This means that all relevant service companehtare "packages’ will need to be included.
Most discussions of the costs of seed deal with the costs actually reported by
service-providing agencies, typically as cpst place. These costs are likely to need
adjusting to reflect indirect and hidden resource implications. For example, the unit costs
of residential and day services should not overlook the costs of the service agency
bureaucracy, the capital investment, and theices provided by other agencies, most
notably social security, day care, generalthezare and adult education. Where services
are supported by specialist teams, the costhesie need to be included. Similarly, the
additional cost to generic services of meetimg needs of particular individuals should be
taken into account (for example, there may be a special dental health clinic for people with
challenging behaviour, or the training of orally health, education and social welfare
professionals may need to be adaptedreftect the needs of people with learning
disabilities). In the context of increasing numbers of adults with learning disabilities and
challenging behaviour continuing to live at home with their families it is also important to
include the costs falling on carers, difficult though they may be to measure in practice.

Cost variation should be explored for the insights it offers
Quite wide variations in cost between ustasilities and areas of the country are likely to

be revealed in any examination of theseisess The second principle is not to ignore
them by restricting discussion to averages,tbuxamine the policy and practice insights
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which they can offer. As services become more closely tailored to individual needs,
policy-makers and practitioners need to know, siotply that one service is cheaper (or
more cost-effective) than another, but whom andin what circumstances Of course,
average costs help assess the resourcecatiphs of different options, but there is
generally a need to go beyond them in discussing and assessing policies and practices.

The effect of confounding factors in cost comparisons should be minimised

In making comparisons between policies, ussesyices or facilities, only like-with-like
matches have full validity. Although insightsin usually be retrieved from less than
perfect comparisons, policy prescriptions tm@ often built on erroneous deduction. This

is a familiar problem in the comparison tbe costs of hospital and other provision, for
often the residents of the former are comsbly more disabled, so that any cost
differences reflect both individual disability levels as well as place of residence;
disentangling the two is possible, though not straightforward.

Outcomes for users and carers should be considered at the same time

Finally, cost information should not be ployed in isolation from information on
outcomes for users and carers. Since the afaddcision-making should be to secure the
best value for money, information about tfile@s of services on those they are supposed

to help needs to be weighed against informadlmout the costs of those services. This task

is not made any easier by the multidimensional nature of outcomes and the impossibility of
reducing most of them to monetary magdés. Note that in considering outcomes
negative effects might just as well be relevant as perceived improvements: in general in the
field of community care there is evidence of increasing burdens being placed on carers, for
example (see Dalley 1988, ppebseg), as well as of some improvements for clients in
community services.

These four principles are widely acceptasl the basic requirements for constructing,
employing and interpreting costs. In the ramdar of this chapter they will be used to
examine four of the resource questionsicwhsurface with some regularity in the
discussion of services for people wilevere learning disabilities and challenging
behaviours:

What is the cost of community care?

How large are hospital--community cost differences?
Will community care costs decrease over time?

Are higher costs explained by better outcomes?

WHAT IS THE COST OF COMMUNITY CARE?

There were 18,000 fewer in-patient bedsupaed by people with learning disabilities in
England in 1989 than ten years earlier. The scale of this exodus is such that it includes
many people with severe learning disabiliti@sd in the attempt to develop high quality
alternatives ‘in the community’, much of the debate concerning support of people with
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severe learning disabilities and challengindpebs@ours has focused on costs. Agencies
responsible for the support of people i tbommunity need to know their own and
(perhaps with less urgency) other people'sscobthis shift in tle balance of provision.
This is partly so that they can budget propéosk what might be needed and demonstrate
their good management of resources. But @l$® necessary to estimate likely costs in
order to devolve some spending powers t@ caanagers, and to inform any decisions
about contracting-out services to other aggwith an accurate understanding of their
own expenditure patterns.

In moving to a broad view of costs -- the shaior comprehensiveness as urged by the first
principle -- it is not expected or even necessary that each agency involved in the care of
people with learning disabilities will use these comprehensive costs in their decisions, but
they need some appreciation of them in otdeinderstand the incentives and disincentives

at work within the care system. Most cagencies will find it hard to expand provision
without financial compensation, and it svarguably the inability and unwillingness of
health authorities to transfer some of theds tied up in hospitals to local authorities and
voluntary organisations which delayed the rundai/long stay provision for many years.
Failure to recognise and act upon the costsfofmal care has resulted in a shift in the
balance of care towards sometimes inapprppaivate and voluntary sector residential
placements, facilitated by the availability otsd security funding. The joint community

care planning and joint working required tyzg 1989 NHS and Community Care Act may

not be enough to persuade many statutory baaliestablish single budgets for services for
people with learning disabilities (or morgpecifically for those with challenging
behaviours) but it demands a broader view of costs than has been conventional practice.

The cost figures most readily obtained are accounting costs based on reported, audited
expenditures. These do not necessarily give all the information needed for the evaluation
or planning of health or social care pragraes. Economic theory would advocate using
long-run marginal opportunity costs, which are not necessarily the same as accounting
costs. Bymarginal is meant the change in total cost attributable only to the policy or
practice change under consideration. For ganif six people leave long-term hospital

for community-based accommodation, the reduatiohospital cost will be less than the
average cost per in-patient because the steatiease in in-patient numbers will not allow
much or any reduction in staffing or overhead costs. loBg-run is meant the move
beyond the small scale and immediate devetognf community care (which might be
achieved by using present services more intensively at very low marginal cost) to take
account of the need for sustainable patterrsenfice. Since national policy intentions are

to substitute community services for mdéshg-term hospital beds, it would hardly be
credible to measure only short-run cost implications. opgortunity cost is meant the
measurement of opportunities forgone rathi®n amounts spent. Opportunity cost
measures the true private or social value of a resource or service, based upon its value in its
best alternative use. In a freely operating metartkis "best alternative use value' would be
identical to the price paid, but for most seed@ rather different measure is needed. For
example, capital may be zero-priced or muead by the recorded depreciation payments,
which will not usually reflect the opportunity costs of using them. The (zero) payments to
volunteers and informal carers do not usuallydat# their social value. This is not the
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place to delve further into these topics; itsimply enough to recognise that the costs
appearing in an agency's annual accounts reag to be adjusted and employed cautiously
(for further explanation and discussion tbese points see Allen and Beecham, 1992;
Knapp, 1992).

The evaluation of the Care in the r@munity demonstration programme (Knagipal,

1992) illustrates the range of costs to be covered. In 1983, the then Department of Health
and Social Security announced a fund of £25 million (at today's prices) for a programme of
pilot projects to explore different waysf moving people and resources into the
community. Twenty-eight pilot projectsere launched under the initiative, each funded

for three years, eleven of them for peoplth learning disabilities (a small proportion of
whom exhibited challenging behaviours). Hospital and community costs were examined in
the evaluation. The former were based on average revenue expenditures for whole
establishments, disaggregated down to waed level where possible, plus a capital
element based on an annuitised valuation of site and durable resources, and an element for
service inputs from outside the hospital budgieth as social work, education or volunteer
visiting. The costs of community care were calculated from information on service
utilization gathered in interviews with staff (often case managers) nine months after each
client was discharged from hospital. Sodaturity payments were used as proxies for
living expenses (a common assumption), and were of direct interest in the examination of
the distributional consequences and funding of community care.

Comprehensive community care costs, arranged by type of accommodation, are
summarized in Table 12.1. The largest simgieponent of cost is accommodation, which
often includes much of the staff support needed by clients. But as the Table illustrates,
‘community care' does not stop with the plateesidence. Comprehensive costing is
needed to gauge the respective implicatiohsommunity care for public, voluntary and
private agencies and for the personal resowtebents: the Table shows that significant
costs would be overlooked by a narrower approdichiso helps illustrate how consistency

of definition is needed when making compains with long-stay hospitals, since most of

the community services have already been subsumed within hospital budgets (the third
principle identified at the beginning of thisagter). Finally, it is worth emphasising that
comprehensive costing is feasible; thaisitpossible by the methods used to identify
reasonably accurately the real costs falling endifferent participants in the provision of
services.

[Table 12.1 about here]

Applying the fourth principle of applied costadysis, it is relevant to ask what did these
costs buy? Improvements in quality of life afeaving hospital were very marked for most

of the people with learning disabilities the demonstration programme (Knagipal,

1992). Statistically significant improvemenivere found along many dimensions. The
cost of community care was higher than the cost of hospital for more than half the sample,
but higher costs bought better quality care and better quality of life (see below). Smaller
and more domestic accommodation in the comiyumas associated with better client
outcomes: in other words, there was some support for services based on ideas of
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normalisation. The policy question raised bgsth results is whether local agencies are
able or prepared to incur the higher costsashmunity care in order to reap these marked
improvements in client outcomes; this question is returned to later in the chapter.

A good community care plan will include a comprehensive range of services targeted at the
needs and wants of users and families; a good communitgasineg should be similarly
comprehensive. In this way, the full resmineeds of policy options can be recognised,
and the combination of services used Imy @ne person can be carefully and jointly
planned by case managers, users and others in cognisance of their funding implications.

HOW LARGE ARE HOSPITAL--COMMUNITY COST
DIFFERENCES?

An immediate corollary is to ask whethiémre costs of community care are "too high',
particularly in relation to the costs of hospital accommodation. Two common arguments
which regularly peppered policy debates m 1970s and early 1980s were that community
care is either more or less expensive thapitedgprovision of equivalent standard. These
simple, and usually untested, comparativest carguments have given way to more
complex, searching and -- eventually -- illmaiiing questions concerning the distribution

of the community and hospital cost burdems] #he incentives and disincentives therein to
well-funded, high quality provision.

One approach has been to present costs for alternatives to hospital which are incomplete.
These are employed to appeal to local or natideeision-makers so as to substitute for or
bolster other arguments for shifting the loofisare from institutions. The obvious danger
inherent in this well-meaning ploy is self-fulfilment: so successfully is the case made that
community care is allocated exactly thew) costs which its proponents claim. The
consequences of such under-funding followtémms of poor facilities, non-existent
support, empty lives for people denied accesslay care or education classes, and
under-supervision.

The under-estimation of community care costsamby results from omitting some indirect
or hidden components -- it has beemmomn to overlook the housing, personal and
informal care costs of families caring for disabtetitives as an alternative to hospital or
residential accommodation -- but also stenesnfithe comparison of two quite different
populations. The costs of service packages rarely invariant with respect to the
characteristics of service users, and smparisons between care settings should take
account of any differences between client pafoihs. For example, the first groups of
people to leave hospital under closure programmes are generally less "dependent' in terms
of skills, challenging behaviours and other elagaristics than those who remain behind.
Their hospital care will therefore be costing eaitless than the hospital average, yet they
are probably more costly to support than §@ctl client living with their family. An
important task in the examination of commuratsts, therefore, is to make like-with-like
comparisons.
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Most proponents of community-based servifas people with learning disability and
challenging behaviour recognise their high cdst$,claim that a true estimate of the costs

of institutional care would show that thdfelience between institutional and community
care is not as great as is often believeds @tgument depends on correctly attributing the
costs of caring for individuals with challengi behaviour within institutions and also on
identifying other costs which arise as a consequefthis model. It is assumed that the
correct attribution of costs would show tltla¢ expense of higher staffing and equipment
costs associated with caring for peopl#hvehallenging behaviour are hidden by being
averaged across ward or hospital costs tlehtide the much lower costs associated with
people of lower dependency. Inpatient hiadpcosts are known to vary with patient
characteristics. Wright andaycox (1984), for example, reported wide cost differences
between wards, and Johnes and Haycox (19&8) teese same data to demonstrate links
between costs and levels of disability. Thasecertainly not isolated findings, nor would

one expect them to be. The reduction in hospital inpatient numbers has been accompanied
by a rapid increase in average hospital cos®3(per cent increase in the ten years since
1979), predominantly because it is usuallyrtiere dependent/disabled people who remain

to be resettled in the community towards the end of hospital closure programmes (for
example, see Korman and Glennerster, 1990; Kagph 1992).

Other costs which might need to be included, for example, the costs of placement
breakdown in mainstream services. Here theeigsthat if the wholeange of services is
divided into community services which are not organised to cope with challenging
behaviour and institutions which are, costill arise from the care of people whose
problems are no longer severe in the instinal settings and from the breakdown of
community services as people enter criSisice the population of people with challenging
behaviour is not clearly delimited (up to gér cent of the population in residential care
having potentially serious challenging behaviour) these costs might not be insignificant.

A major policy challenge is therefore to enstirat the fragmentation of responsibility and
funding in the support of people with challamgibehaviour does not create incentives for
decision-makers to choose options which minimise their own costs whilst raising other
peoples'. This was, of course, precisedyitisue which so exercised the Audit Commission
(1986) in its influential report, Making a Rida of Community Care. The slow progress
towards a consolidated community care systemany parts of the country, and the failure

to deal with uncontrolled social security fungliwith the speed really needed have meant
that those perverse incentives remain. Families facing the discharge from hospital of a
disabled relative, and with little idea how local health authorities are going to provide
support in the community, have strong incentiesncourage the development of village
communities without information about the full costs and benefits involved.

WILL COMMUNITY CARE COSTS DECREASE OVER TIME?

Proponents of community-based services geople with challenging behaviour have
argued that higher costs of community care reduce as the results of better care in the
community change individual client behavipand that once novel service models are set

up among more supportive ‘mainstream’ servites; costs will reduce. The claim that
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community care costs will fall because betteecaill change individual client behaviour
reflects beliefs about the general therapeuteceof better quality otare as well as the
impact of specific treatment or therapy, where this is provided.

The main problem with finding evidence for this assertion is that services for people with
challenging behaviour are still sufficiently nevattihere are not yet studies of costs and
benefits which would link any reduction in cotischanges in client characteristics, rather
than to reduced quality of carén the "Care in the Community' study already cited, it was
found that for nearly 400 people with learning disabilities, leaving long-stay hospitals to
move into a variety of planned and wslipported community settings, community care
improved their quality of life in the first yeaeduced skills deficits and demonstrated how
staffing levels and cost®uld fall as a result (Knapgt al, 1992, Chapter 13). However,
only a small number of these people had chaltepgehaviour: in general, there is not yet
the same evidence for services which include substantial numbers of people with
challenging behaviour.

However the provision of community servicdses not, in itself, appear to reduce the
incidence of challenging behaviour. Theperience of the NIMROD service was that
levels of challenging behaviour did not reduaiter transfer to community settings (see
Felce, Lowe and de Paiva, this volume). €heralso evidence to suggest that community
services are often not yet well enough aiged or resourced to deliver anything
resembling treatment. For example, irithstudy of self-injury among people with
learning disabilities in south-east England, Olie¢ral, (1987) found that only 2% of
people had written psychological treatmermgoammes. An evaluation of community
services in south-east London (Hughes and Mansell, 1990; Mansell, Hughes and McGill,
this volume) found that typically staff andethmanagers did not knolow to work with

the people they served to promote client gegzent in meaningful activity. Against this,
though, is the evidence from the Special Dewment Team project (see McGill, Emerson
and Mansell, this volume) of reduced levelsmajor and minor problem behaviours.
These differing findings emphasise the impact of distinguishing between services
which, though they are of broadly the satyyge, are organised differently and produce
different results.

The related question is to what extent higt@sts of community services for people who
have challenging behaviour are due to the nowdlthe service model. Once established
among more supportive “mainstream’ learning digabervices, it may be that their costs

will fall. For example, the Special Developm Team project involved extra training for
staff, extra specialist input and extra mamaget support, all provided by the Team. At
least part of this extra support was necessitated because the "mainstream’ learning disability
services were not nearly geared up to protiderequired levels of input. If all learning
disability services were better organised to meet the needs of their own clients, the gap
between them and specialist services for people with challenging behaviour would be less
and the cost of providing the extra help ttizdllenging behaviour requires would be less.

In the long term, “steady state' situatioshen new community services have worked
through the transitional phase and are estallighiiin local service systems, costs should

be significantly lower than in the transition period itself.

213




ARE HIGHER COSTS EXPLAINED BY BETTER OUTCOMES?

Community--hospital cost differences might not be as great as some people have
maintained, and community care costs may welbliheir users attain a greater degree of
independence and as agencies learn from their innovative programmes, but it seems
unlikely that community care will in pracg ever cost less than long-stay hospital
provision. Higher quality community careilwbe demanded by users, relatives and
providing agencies in order to achieve some of the improvements in quality of life which
have been denied long-stay hospital res&jertd local and central government politicians,
even if they wanted to, will find it impossible resist the well-organised lobbying of user
groups, parents and voluntary agencies workinthis field. Are, then, higher costs of
community care explained by better outcomes?

Insofar as community-based services faogbe with challenging behaviour do cost more
than institutions it may be argued that this is because they both provide a wider range of
services than hospitals and because theieelinigher quality than hospitals. The range

of services may include education or warkere none was provided before (a significant
minority of the hospital population in Englaneceives no day care, see also Allen, this
volume) as well as treatment and care abfams of physical and mental health (e.g.,
remedial intervention on sensory handicdpsieavement counselling, psychological or
psychiatric treatment, mobility aids) which apparently went unrecognised in hospital. The
higher quality of services includes principalhe kind of extra assistance and facilitation
described elsewhere in this volume, providedenable client participation in everyday
household and community activities in spofepeople’'s problem behaviours (see McGilll
and Toogood, this volume). Some authors argatenipractice it would not be possible to
provide these services in institutions andtttihe argument over the relative benefits of
community versus institutional servicesiis practice resolved (Conroy and Feinstein,
1990).

These arguments point to the need to examairwider range of costs and benefits than
often considered, the correct attribution o$tsato the care of individual with challenging
behaviour, and the closeness of the relationship between costs and benefits. Again, the
evaluation of the Care in the Community demonstration programme, whilst not focused on
people with challenging behaviour, does prowed&ence of a positive link between costs

and outcomes: other things being equal, higlwst community care “packages' result in
better outcomes for users.

The second relevant issue is that of thdent to which the cost-incurring service
components in each model are essential. For example, there is some suggestion from the
study of houses supported by the Special Development Team that placements in private
institutions achieve no better outcomes than placements on the wards of long-stay NHS
learning disability hospitals yet cost as ahuas specialised placements in community
group homes; one might therefore imagine thaketdorces are more responsible for their
prices than any therapeutic component of their service.
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CONCLUSION

From the earliest beginnings of the post-war development of community care, assertions
about the relative costs of hospital and community services have been based largely on
over-simple and untested assumptions. Inntegears there has been a much greater
attempt to unravel and clarify the relationshgiween costs and benefits in all health and
social services, and the new purchaseswiger split resulting from the community care
reforms is an attempt to institutionalise te@utiny in the process of service provision.

This process should begin to yield more &etter information with which to assess the
propositions explored in this chapter.
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Policy and policy implications

Jim Mansell

The purpose of this final chapter is to eaisome of the policy implications of the
approach set out in the earlier part of teek, drawing particularly on the recent report of
a Department of Health Project Group (Dépent of Health, 1992). After explaining the
context in which this latest policy initiative widoped, the main features of the report are
described (with emphasis on severe learnisgldiity) and its implementation discussed.
The report refers only to England: theagtgy for service development in learning
disabilities is different in Wales (see Wel©ffice, 1991) and there is no comparable
Scottish guidance, and of course the strucama organisation of services in Britain is
quite different from the other countries whibbhve set out to replace institutional care.
Nevertheless, visits to services in these coemsuggest that the main issues raised in the
English report are probably present in all these service systems.

THE POLICY CONTEXT

The making of policy in learning disabilities byetEnglish Department of Health has been
dominated since the Second World War by tlgemeral contextual factors. First, the
structural split between nationally-funded asahtrolled hospitals and local government
social services has led to repeated @ilattempts to divide people with learning
disabilities into separate groups who couldthee primary responsibility of each agency.
Second, professional, parental, and loliginion has been split between pro- and
anti-hospital positions, particularly since 1970 when the then Campaign for the Mentally
Handicapped was set up to promote community services for everyone, whatever their level
of disability (Campaign for the Mentallandicapped, 1972). Third, the Department of
Health has, compared with other central Goreent departments, adopted a “laissez-faire'
model in its relationship with local authority social services authorities, so that most
guidance is permissive; apart from a shorigoein the early nineteen-seventies no serious
attempt has been made to shape local action into a national strategy.

Most recently, these factors found expressiotha health service and community care
reforms of 1989--93. The White Papers assbaiated documents restated the separation
of health care and social care roles, ignotirggpractical difficulties this separation brings

for people with long-term disabilities where healtid social care needs seem inextricably
intertwined. In learning disability, this distiman was partly elaborated in special guidance
(Department of Health, 1991), though with #weception clause which has appeared in
some form in all policy since 1970: that evh the degree and complexity of individual
social care needs make it reasonable, ttattheervice can take over the social care
function. The groups of people specifically mentioned in this connection are those with
major multiple handicaps or behaviour disturbance.

217




The split between those who favour retaining hospital provision (often in some other guise,
such as ‘village communities’) and those whatita orderly replacement with small-scale
services in the community, coupled with thepBement's laissez-faire style, has led to a
pluralist framework in which hospital-type sees have continued to be developed in both
public and independent sectors while elsewhespitals have been closed down and there
are large-scale developments of community services.

In addition to these general issues, the othémn santextual factor of the nineteen-eighties

and nineties has been the sustained attempt to use costs, or ‘value for money’, as the
yardstick by which policy measures should li#dged. One of the main ways of doing this

has been to stimulate the delivery of erigtpublic services by independent and therefore
commercially accountable, providers.

Within this broad framework, policy-makinglaéng to people with challenging behaviour
or mental health needs at the beginningth@ nineteen-nineties faced some specific
constraints and opportunities. The constsamére that new guidance should not re-open
the policy debate about models of care, bhoufd live within the framework offered in the
most recent advice; that the style of agwidance should be minimalist rather than
comprehensive (in the reported words of a jev Secretary of State, it should not be
"nannying field agencies’); and that it shootat require extra money. Failure to work
within these limits would have made any réparnerable to pressure within and outside
the Department of Health and would have risked having it "buried'.

There were, however, also important opportusiti®Vithin the Department, there was a
long-standing recognition that services foople with challenging behaviour or mental
health needs were problematic for local service agencies. There were problems of very
poor quality provision, of expensive arrangemdygmg resorted to in crises and of the
general policy of developing community-based services being put at risk by weak
management of this issue. Among people #igtuarking in services there was expressed
demand for guidance and fear that serviceghierclient group were likely to slip between

their respective responsibilities as perceived by health and social services authorities.

The Department had already recognised smmhe health authorities appeared to have
misunderstood the community care reformsnan that they would have no continuing

role in the care of people with learningailities beyond what they provided in general
and psychiatric hospitals: and that as a result no further investment (perhaps even
asset-stripping) was taking place in healttharity learning disability services. Specific
guidance had been issued to correct any misunderstanding (Department of Health, 1991):

"There has been much concern that, witbaloauthority social services departments
becoming the main statutory agency faryuding services for people with learning
disabilities, the NHS would have noleo This would be a complete
misunderstanding. We see the NHS havingrgortant long-term role, as well as
what is best viewed as the transitibresponsibility for the remaining specialist
mental handicap hospitalp(cit.,para 26)
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In terms of the style of any policy guidance, opportunities were also presented by the
community care reforms and by the Departm@nésious experience. The reforms placed

a clear emphasis on the individual and on thditguaf service the individual receives.
Since quality and individualisation are also tcainthemes in the recent development of
learning disability services there were clpassibilities for linking specific guidance about
challenging behaviour to the main policyitimtive. The Department had made two
previous attempts to issue guidance in tresgDepartment of Health and Social Security,
1984; 1989). In both cases they had produestews of all possible options without
drawing any conclusions. Perhaps not sgsigly, therefore, these reports had sunk
without trace. Now the Department was ready for a more direct approach.

KEY THEMES IN THE REPORT
In setting up the Project Group, the Department of Health framed its task in these terms:

"We believe that the time has come to offealth authorities and social services authorities
something more specific in the way of guidance, and we propose to do this by
seeking to build on the achievements of a very small number of local services we
judge to be operating with some successesbence, the aim is to analyse how four
local services approach the task, andsymthesise the findings into practical
guidance from which local services mighé constructed elsewhere, with the
likelihood that they too will be successfi@Department of Health, 1992, section 1)

The four services were the Atidnal Support Team, Exeter (Williangt al, 1991); the
Special Projects Team, Sunderlandolf@@son, 1990; Johnson and Cooper, 1991); the
Mental Impairment Evaluation and TreatmheService, South East Thames Region
(Dockrell et al, 1990; 1992; Murphy an@lare, 1991; Murphyet al, 1991); and the
Special Development Team, also for treuth East Thames Region (McGill et al., 1991;
Emerson and McGill, in press; Mansell andaBley, in press; see also McGill, Emerson
and Mansell, this volume).

The Report considers the definition of themigroup, their numbers and needs; describes
the key elements of the exemplary servicesnments on the most appropriate models of
care; and then details guidance for comrargsig authorities, contrasting examples of
good with weak practice. Rather than summatsseontent in this chapter, five themes
which pervade the Report are discussed below.

The social context of challenging behaviour

In common with several contributions to thisok (see, for example, Mansell, McGill and
Emerson; McGill and Toogood; Murphy; Qureshi, all this volume), the Report emphasises
the social context of challenging behavioustth is the product of both individual factors

and the circumstances in which the person lives (see Figure 13.1, reproduced from the
Report).
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[Figure 13.1 about here]

One implication of this is that peopleitiv learning disabilities who have challenging
behaviour form an extremely diverse groupcluding individuals with all levels of
learning disability, many different sensory hysical impairments and presenting quite
different kinds of challenges, ranging frochronic self-injury by people with profound
learning disability to law-breaking by peopléttwmild learning disability but who have
mental health problems. Services themsethiesefore need to be highly individualised.
Although acknowledging that people have special sigbé point is made at the outset that
people with challenging behaviour have the saeeds as anyone else and that issues of
“double discrimination' on grounds of racadagender are likely to be particularly
important. The Report also identifies timeeds of carers and staff as important
considerations. Noting that the failure ofreounity services to keep pace with hospital
closure is imposing a greater burden on famiaesl, that working with people who present
major challenges involves a great deal of sttbesReport says that services should not be
provided by exploiting the personal commitment and dedication of carers and staff.

The other major implication of recognisingatichallenging behaviour is the product of a
complex mix of individual and environmentgctors is that an exclusive focus on the
people who have the most challenging problems is not likely to be sufficient:

"the proper role and characteristics of specialist services can only be achieved by attending
to the competence of ‘'mainstream’ learnirgalility services. The priority is to
improve the capability of mainstream sees to prevent problems arising in the
first place, to manage them wheneyhoccur and to implement relatively
sophisticated long-term arrangements fonaggement, treatment and care. In so
far as this can be achieved, specialistiseswwill be able to concentrate on people
with the most complex and difficult need&t the moment, even moderate levels of
challenging behaviour are not being appiaipty managed in mainstream learning
disability services and specialist sers (including some of dubious quality) face
apparently unlimited demand.' (Department of Health, 1992, covering letter)

In this way the Report identifies the costgnce or capability of local "mainstream’
services for people with learning disabilitiesaasimportant factor determining the number
of people defined as presenting a serious challenge:

"Whether these services continue to get better depends in part on how they respond to
challenging behaviour, not just in the small number of people who present
exceptional problems at any one time, bubdighout their service. If they develop
the capacity to work with people who peas challenges in small, local services
they will keep the size of the problema minimum and they will provide a good
service to individuals in both their mainstream and specialised services ... If local
services are not developed then a trickle of expensive out-of-area placements will
become a rush as more people are exdldidiean mainstream community services
by being defined as unmanageable ia tommunity. Large amounts of money
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will be tied up in buying less good servicekhe policy of community care will be
said to have failed.bp.cit.,section 6)

Importance of management commitment

The second strand in the Report is the belief that, in policy terms in the middle part of the
nineteen-nineties, weakness of management commitment may be a more important limiting
factor in improving services than knowledgedaxperience of models of service. A key
observation made to the Project Group was thatsenior managers of local service
agencies could be classified by their intemsi in relation to services for people with
challenging behaviour, and that this helpexplain different approaches to service
development for this client group.

"Removers' do not wish to develop locally the competence to serve people with
challenging behaviour (perhaps because theseper the task as too difficult, or not worth
the effort). Instead, they seek to place peegho cannot be served locally in out-of-area
residential placements, often at considerable expeBmtainers' do attempt to provide
local services (perhaps because of the obsiut-of-area placements) but seek only to
contain people in low-cost (andetiefore poorly-staffed) settings.Developers'try to
provide local services which really do adsirendividual needs, and therefore give higher
priority to funding services which, with me staff and more training and management
input, are more expensive than ordinary community services.

The Report suggests that reasons for this include beliefs that nothing much can be achieved
and so it is not worth spending the money, at the numbers concerned are so small that

the effort of developing services is not watttor that cheap, low-staffed institutional care

is really providing the quality its proponents oiai It restates the reasons why priority
should be given to these services:

(1) People with challenging behaviour have the greatest needs;

"People with learning disabilities and challemgbehaviour present the most complex and
difficult problems, both at clinical andrsee organisation levels. Although their
numbers may be relatively small, unless services respond well they occupy
disproportionate amounts of time and mon@p!dit.,section 5.1.1)

(2) Good quality services achieve results;

"Current research suggests that good qualityicEnalready make a substantial difference
to the quality of life of individuals ith challenging behaviour, and therefore by
implication to their carers and staff. tife characteristics that make these services
work were more widespread and betseipported by management it would be
possible to apply even more of the ava#aknowledge at the clinical level and to
achieve even better results for individuatgp.€it, section 5.1.2)

(3) Failure to develop services threatens the policy of community care.
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"Doing nothing locally is not an option.Out-of-area placements will “silt up' and
reinstitutionalisation (through emergency admissions to psychiatric hospitals or via
the prisons) will occur. Special institois and residential homes for people with
challenging behaviour will be expensive lofipoor quality and will attract public
criticism.  Overall, the efficiency okervices will decrease because of the
widespread lack of competence in working with people who have challenging
behaviour. Commissioners will have less control over and choice of services.
Individual service users, carers and staff will be hurt and some individuals with
challenging behaviour will be at increased risk of abuse. Staff will be at increased
risk from the consequences of devehgptheir own strategies and responses and
managers will be held accountable whesdl-intentioned staff operate illegal or
inappropriate proceduresoycit, section 5.1.3)
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This leads to the conclusion that:

"the key to the development of better services is management commitment. We are
confident that there is now sufficielknowledge and practical experience to
substantially improve services, givéhe kind of sustained commitment from
policy-makers and managers that the services we studied had enjoyed. Many
people we met expressed anxiety that ¢bhimmitment was diminishing. We think
that the Department of Health couldefigly re-emphasise the priority these
services should commanapcit.,covering letter)

The service development process

The Project Group faced the problem of howetspond to demands for clarity in dividing
responsibility between health and social services authorities and in choosing between
community or institution-based models of Ialegm care, given the constraints of wider
national policy. The main vehicle it usesaddress these problems is the idea that the
development of services is a process in whiifferent arrangements might be justified at
different stages.

Constrained by the wider framework of defigineeds as either health or social care
responsibilities, the Report does not attempddfine a boundary. It offers chapter and
verse to correct any misapprehension amoegtih authorities that the community care
reforms may mean that they would hawe continuing responsibility for services for
people with learning disabilities (DepartmerftHealth, 1991)), and suggests that where
the boundary between different agencies tisvledepend more on the relative skills and
experience of each agency locally than oniadilf definitions of what tasks might be
health or social care. It offers the expade of the Special Development Team in South
East Thames Regional Health Authority (8&Gill, Emerson and Mansell, this volume),
where the same type of highly staffed anghoised houses are provided in some places by
local authority social services departmemd & others by health authorities, depending on
the stage of service development reached locally.

Although the Report is clear that community-bassidential and day care services are the
option preferred by members of the Proj&mbup, the guidance to health and social
services authorities commissioning services for their local populations recognises that some
will continue to need to use poorer-qualiservices while they develop the local
infrastructure and expertise needed:

"Commissioners with no experience of locammunity-based services for people with
challenging behaviour should begin deyghg these to gain information about
local need and the expertise to impraavices; continued use of poor quality
services (usually large institutions ogesidential homes) to provide long-term
residential and day care should only comdi to give a breathing-space for local
service development. Service develemtnshould be planned on an iterative,
incremental basis so that plans can kegptetl in response to individual needs and
as local expertise and confidence groy®epartment of Health, 1992, section 5.3)
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This is also the place where the Report $esuon staffing, sayingdhif the opportunities
provided by community-based models of caretatge realised in practice, commissioners
should have clear strategies for ensuring pnatiders have adequate numbers of suitably
trained staff over the longer term, avoiding therverse incentive for individual providers
to rely on “poaching’ staff.

Empiricism and cost constraints

Having recognised that one motive for comnaissrs to purchase poorer quality services
was their lower cost, the Project Groupdha produce a Report which addressed the
problem of resources. It approached theegsartly by looking at resources as a question
of priorities, partly by taking into accountader range of costs and partly by focusing on
“value for money' as the yardstick by which service development choices should be made.

The Report points out that the services represd on the Project Group were all developed
within the existing resource framework avai@lb their host agencies and suggests that
resources are therefore as much a quesifopriorities as of the amount of money
available.

Turning to costs, the Report says that cossioners should take care to identify all the
current expenditure. The Report says ##tough adequate services for people with
challenging behaviour will probably take maesources than currently allocated (since
there is no logical basis to existing resourcel®, there are probably more resources in
use than is apparent at first. It givesdélample of some agencies which spend substantial
amounts of contingency reserves held at egésvel on this group, while failing for want

of money to develop the local capacity to serve.

Commissioners are also advised to take account of the hidden costs of failure to develop
local services (see Figure 13.2, reproduced ttmrReport), such as the costs of handling
crises and placement breakdowns, and thendiahand other costs borne by carers, to
avoid increasing the burden on carers by regut2vels of service. Echoing Knapp and
Mansell (this volume), the Report calls for ieasingly individualised costs to remove the
confounding effect of averaging across clieamsl settings. In the short-term, the Report
suggests commissioners should certainly Idokredirect resources from relatively
expensive out-of-area placements to losaErvice development, although it also
acknowledges that a very small number of viatlials will be very expensive to serve
wherever they live and it would be naive to expect cost savings as a matter of course.

[Figure 13.2 about here]
The Report also focuses on “value for mormyiiting out that value for money cannot be

judged solely on the basis of costs but reguane assessment of the benefits and outcomes
produced:
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"commissioners should have equal regard fovtilee of services (the benefits they offer
to the service user) as for their co3they should attend to the general quality of
life ... in addition to the specific treatmteof challenging behaviour. At service
system level, value for money needsb® demonstrated by the low number of
placement breakdowns and of out-of-area placemesgstit(,section 5.4)

Taken with the comments about modelscafe made elsewhere in the Report, this
embodies the assumption that if all costs and benefits are taken into account
community-based services are likely to prove the best choice. For example, in relation to
residential care the Report says:

"members of the Committee are themselvesuagled that the best model of residential
care is likely to be the supported ordinligusing model. The available research
evidence shows consistently poor qualitylitef in hospital (whether old or new
campus-style hospitals); on other lagyeup models of care there is little
guantitative research but since they share many of the resource and organisational
characteristics of hospitals there are no grounds for believing they will achieve very
different results...Of course some oé thewer supported housing services are not
yet much better: but the best do offer a gditierent quality of life. The key to the
difference between good and indifferent camnity services lies not in resources,
but in the quality of management (especially first-line managemeop)cit(
section 4.1)

In this sense the Report adopts a confidently empiricist approach to the debate about
models of care. This reflects somethingaofhange in the debate over models of care,
which was characterised in the nineteewesties and early nineteen-eighties by the
guestion "are community services feasible?'; with more widespread development and clear
demonstrations of success in communityvises, there is now more pressure for
institutional models to demonstrate what they really achieve.

In this last connection the Report calls fariéical appraisal by those purchasing services;
referring to the example of the services represented on the Project Group, it says:

"... a crucial difference between these servama$ some others is that management can
evaluate whether what the service claimddat really achieves. Since virtually all
services claim to provide individuadd care based on the latest assessment
methods it is essential that service marmgead purchasers can really discriminate
between good and mediocre performandéiis can be a particular problem for
services providing long-term residential or day care, where a successful service
looks like an ordinary home or occupatievhen in fact it is a carefully designed
and organised service dependent oneatgleal of skill and managementp Cit.,
section 3.4)

Comprehensiveness
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The fifth strand which runs through the Reporalso one which figures largely in this
book. It is that individual components or gaot the whole service system often depend on
the existence of many other components working well, and that good services for
individuals require the integran of different aspects or parts of services into an effective
whole.

At the broadest level, this is a point thepBe makes in considering relationships between
different agencies. It suggests joint comnoissig as a possible way for health and social
services to work together, but also cétisgood working relationships between these and
other agencies such as housing, education and the police.

At the service system level, the Report cldisthe required range of service types (for
example, for the provision of good quality wankeducation placements as well as support
for life at home) as well as the differeninttional elements needed (for prevention of
challenging behaviour, its identification, assment and treatment: see Mansell, McGill
and Emerson, this volume).

Finally, within the individual components eérvices the Report emphasises the planning
and management needed to routinely deliver high quality service to people:

"good understanding of the reasons for anviddial's challenging behaviour and of how
this interacts with the everyday orgatisa of the service ... requires a greater
degree of skill among staff and particularly good management (especially first-line
management) to keep the service on track. Management is also crucial in ensuring
that professional specialists and front-line staff work together; that specialist advice
is practicable and sensible and that stdfbfoit ... In particular, managers need to
distinguish the middle ground between pessimabout models of care ("you can't
do anything with these people’) and namisinterpretations about normalisation
("only values matter -- all structure @ppressive’); life for people with major
disabilities in good services will often lookitguordinary, but this ordinariness will
be the product of a great deal of careful planning and manageioertit.f

IMPLEMENTATION

The task facing those responsible for servioepeople who have learning disabilities and
challenging behaviour is clear, if difficult. @ have to build on the work they did to
introduce new values into services by turnihgse values into practice i.e. they have to
bring "mainstream' community services up to the level of the models which inspired their
development. They have to do this whintnuing to make an orderly transition from
institutional to community-based serviceaels, and against a background of many other
claims on their time and resources (whetheregated directly by the needs of clients or
due to administrative change and reorganisation).

A report alone, even if backed up through officatulars, is not likely to produce change
on the required scale, primarily because management attention and commitment from all
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members of the local service-providing coalition will need to be sustained beyond the
period surrounding publication to carry oue timprovements required. Commitment is
required from managers of different agencres, all of whom come into the category of
“developers'; new services and new wayswvofking have to be introduced and then
sustained throughout learning disability seeg and beyond, among those generic services
which include people with learning disabilities among their clients; and this will require
strategic planning, especially in relation to developing a skilled workforce, as well as the
diversity and competition a mixed economy of welfare is supposed to bring.

If this is left to the formal review ethanisms which operate through Regional Health
Authorities and the Social Services Inspectotiagee is the risk that poor performance in
this area will be “traded-off' against work other issues, since these reviews necessarily
focus on a very small number of major priorities. What is needed is a process of
implementation which targets the operational managers responsible for commissioning
local services and their counterparts in pleviagencies: a process which can facilitate
local action without obstructing the main prigisetting pathway (which is often likely to

be preoccupied with other matters).

There is a parallel here with hospital clos as in the well-documented example of
Darenth Park. There, little progress was miaddeveloping local replacement services
while the formal relationships between thegi®eal and District Health Authorities were
used; it was only when the Regional Healththauity developed new links directly with
local operational managers that real progbegsgn to be made (Korman and Glennerster,
1990; Mansell, 1988a). These included forgomeork collaboratively and to bring people
together to learn from each other and a centsélftarce which acted in part as interpreters
and facilitators of local action within the framework of a Regional project.

One example of this way of working was the aba “learning set' to enable local teams to
develop staffed housing as their main formesfidential care at a time when the prevailing
climate had favoured institutional solutiofidansell, 1988b; 1989). The teams, drawn
from health and social services (and sometithess/oluntary sector too), met every 6 to 8
weeks over a period of 18 months to rikwothrough the practical problems of
implementation. As well as effective disseation of the best available knowledge and
experience, they derived support and credibility from working together and they produced a
rapid expansion in community-based services.

A similar model is needed here. A national initiative, embracing enough field authorities to
make a significant impact in services, throwdtich the experience of existing examples of
good practice can be securely put into practice. Regional initiatives like that in the South
East and national publications and netwgrt@mulgated by the Kings Fund have made a
start, but these have mainly focused on an already committed, and largely professional
rather than managerial, audience. The cdmant required of senior managers can only

be sustained by Government leadership.

REFERENCES

227




Campaign for the Mentally Handicapped (19E2en Better Services for the Mentally
HandicappedCampaign for the Mentally Handicapped, London.

Department of Health (1989)eeds and Responses: Services for Adults with Mental
Handicap who are Mentally Ill, whbave Behaviour Problems or who OffemtMSO,
London.

Department of Health (1998tephen Dorrell's Mencap Speech: Statement on Services for
People with Learning Disabilities -- Tuesday 25 June 19%epartment of Health,
London.

Department of Health (1992pervices for People with Learning Disabilities and
Challenging Behaviour or Mental Health Needs: Report of a Project G{@igirman:
Prof J L Mansell), HMSO, London.

Department of Health and Social Security (1984)ping Mentally Handicapped People
with Special Problems: Report of a DHSS Study Tefm§O, London.

Dockrell, J., Gaskell, G. and Rehman, @990) Challenging behaviours: Problems,
provisions and “solutions', ifreatment of Mental lllness arkhavioural Disorder in the
Mentally Retarded (eds A. Dosen, A. Van Genmmeand G.J. Zwanikken), Logon
Publications, Leiden.

Dockrell, J., Gaskell, G. and Rehman, H. (1989Breliminary Report of the Evaluation of
the Mental Impairment Evaluath and Treatment Service (MIETSpepartmental
Research Report 92--42, Department of Social Psychology, London School of Economics.

Emerson, E. and McGilll, P. (in press) Deyghg services for people with severe learning
disabilities and seriously challenging behavioubouth East Thames Regional Health
Authority, 1985--1991, inPeople with Severe Learningifitulties who also Display
Challenging Behaviour (eds I. Fleming and B. Sterif&roese), Manchester University
Press, Manchester.

Johnson, D. (1990) Steps to a better sertealth Service Journa¥, June, 844--5.

Johnson, D. and Cooper, B. (1991) Bpecial Projects Team, Sunderlandyieeting the
Challenge: Some U.K. Perspectives on ConitywBervices for People with Learning
Difficulties and Challenging Behaviqu(eds D. Allen, R. Banks and S. Staite), King's
Fund Centre, London, pp. 36--40.

Korman, N. and Glennerster, H. (199®)spital ClosureOpen University Press, Milton
Keynes.

228




Mansell, J. (1988a) Training for service developmentmnOrdinary Life in Practice:
Lessons from the Experience of Developinghy@@hensive Community-based Services for
People with Learning Disabilitieged D. Towell), Kings Fund Centre, London.

Mansell, J. (1988b)Staffed Housing for People with Mental Handicaps: Achieving
Widespread Disseminatip8outh East Thames Regional Health Authority, Bexhill.

Mansell, J. (1989) Evaluation of trainingtime development of staffed housing for people
with mental handicaps4ental Handicap Research, 137--51.

Mansell, J. and Beasley, F. (in press) Small staffed houses for people with a severe
mental handicap and challenging behavi@&uitish Journal of Social Work

McGill, P., Hawkins, C. and Hughes, H. (1991) The Special Development Team, South
East Thames, iMeeting the Challenge: Some U.K. Perspectives on Community
Services for People with Learning Difficulties and Challenging Behavi(ads D.

Allen, R. Banks and S. Staite), King's Fund Centre, London, pp. 7--13.

Murphy, G. and Clare, I. (1991) MIETS: A service option for people with mild mental
handicaps and challenging behaviour or psychiatric problems -- 2. Assessment,
treatment and outcome for service users and service effectivbtegal Handicap
Research4, 180--206.

Murphy, G., Holland, A., Fowler, P. and Reep, J. (1991) MIETS: A service option for
people with mild mental handicaps and lidvaging behaviour or psychiatric problems
-- 1. Philosophy, service and service usktsntal Handicap Research, 41--66.

Welsh Office (1991Challenges and Responses: A Report on Services in Support of
Adults with Mental Handicaps with Exceptionally Challenging Behaviours, Mental
llinesses, or who Offentilyelsh Office, Cardiff.

Williams, C., Hewitt, P. and Bratt, A. (1991) Responding to the needs of people with
learning difficulties whose behaviour we peive as challenging. The past, present and
future: A perspective from Exeter Health Authority Sarvice Responses to People
with Learning Difficulties and Challenging Behavio(ed J. Harris), BIMH,
Kidderminster, pp. 20--4.

229




Afterword

The central argument of this book has been that it is a mistake to construe challenging
behaviour as an entirely clinical problem. Instead, it is a complex phenomenon which
has to be addressed as the outcome of many individual and environmental factors,
including, amongst others, the biological effects of specific syndromes, the detailed
organisation of support for the person, and the way service systems are set up and run.

Once such a conceptualisation is accepted, the task of providing services for people
with challenging behaviour becomes both more difficult and more interesting. It cannot
be left in the hands of "specialists' such as psychologists or psychiatrists, since even
their best efforts will be limited by the contexts within which they work. Rather the
entire system of supports surrounding the individual needs to be developed and
designed using the best knowledge we hahaut their effects, both generally, and
specifically for the individual concerned. A decision by a senior manager who has
never met the person may have more impact on the latter's quality of life than anything
that the "specialist' can do.

Service managers, then, have a powerful and important role. By the kinds of services
which they purchase, by the parameters they set for the operation of existing services,
by the attention they give to staff training and support, and so on, managers can have a
major impact on outcomes for people with challenging behaviour and their carers. If
the potential of their role is to be fulfilledey need both an understanding of the nature

of challenging behaviour and a commitment to providing quality services to those with
the greatest needs.

They cannot do this, however, by decree. Good serdmedopand it is crucial that
managers provide the necessary culture for this to happen. There is a danger that the
attention given to service development in recent years may wither as new
community-based services become established and less susceptible to scrutiny. Asin
the best commercial organisations the manager's role here is to facilitate and sustain the
pursuit of excellence.

Of course, managers can only develop services in the context of cost evaluation and
control. Such a context should not be seen as necessarily constraining but rather as
providing an incentive to carefully evaluate both the costs and benefits of services and
to strive towards better services. Tight cost control is only a problem when outcomes
are ignored.

Finally, for all of this to happen, it is crucial to take a systemic view of the inputs,
processes, outputs and outcomes of services for people with challenging behaviour.
Such services are complex systems in which change at one point can have unpredicted
effects on change at another. While we do not yet understand the system fully it is clear
from the chapters in this book that we know something about the most important
variables and their interrelationships. By using what we know, we can create better
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services for people with severe learning disabilities and challenging behaviours.
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Figure 10.2Routine activities in a residential placement
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other studies
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training

Figure 11.4Mean score on Quality Capability Index

Figure 11.5Placement breakdowns

Figure 11.6Mean number of community contacts per month
Figure 13.1Factors contributing to challenging behaviour

Figure 13.2The hidden cost of failing to develop local services
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This service was set up as an alternative to the only other
available provision which was within a local hospital in a
neighbouring health district. The aim of the service was not
to provide permanent places but, via the use of specialized
training techniques, to produce sufficient improvements in
the behaviour of service users to enable them to move on to
less structured settings. Users attended the unit on four and
a half days per week, one of which was spent in community
settings. The days at the unit were divided into 30-minute
sessions, each of which was occupied by a different training
activity. A structured, behavioural approach was utilized,
employing techniques such as differential reinforcement of
other behaviour, time-out from positive reinforcement and
over-correction. Other key features of the service were hy-
pothesized to be a 1:1 staffing ratio, weekly progress re-
views, competence in applying behavioural methods and
staff training. The unit was staffed by nurses.

Figure 7.1 The Haytor Unit, Plymouth.



This scheme invoived people with learning disabilities being
taught to assemble marketable goods in a small factory unit
within the grounds of a hospital. Ten ‘more difficult’ hospital
residents were provided with a service five days a week
between the hours of 9.00 am and 3.30 pm. The people
concerned had been excluded from other day services be-
cause of the challenges which they presented. The project
was based on the premise that these behaviours had been
generated to some extent by the inactivity and lack of pur-
poseful tasks within the environments concerned. Meeting
the needs of the identified individuals was therefore felt to
depend on providing personally meaningful activities within
a supportive environment. Four staff were trained in preci-
sion teaching techniques (after Bellamy et al., 1981) and
some ‘high-status’ assembly work was found. Job trainers
provided users with approximately two hours’ individual
training and support each day within the context of a room
management approach. (Coles and Blunden, 1979)

Figure 7.2 The Rivermead Project, Sheffield.



The centres concerned offered four places with 1:1 staffing
ratios for users with challenging behaviour. They operated
on a behavioural model, and users were provided with a
structured time-table which included a mixture of community
opportunities and skill training programmes. All challenging
behaviours were functionally assessed and written manage-
ment guidelines were produced. Weekly consultancy visits
were provided by a member of the Behavioural Services
Team (Chapter 8) employed by Plymouth Health Authority,
during which individual user programmes were reviewed.
The BST was also involved in the selection of clients and in
the selection and induction of staff.

Figure 7.3 Centre-based services, Plymouth and West Devon.



A new day service package was put together initially involv-
ing daily 1:1 activity sessions within the centre. These were
of one hour duration and focused on providing high-fre-
quency opportunities for participation in potentially reward-
ing activities. No attempts were made to enforce compliance
with these activities, the user concerned being able to
choose when to participate. A video record of these sessions
was kept as a means of monitoring progress. Within three
months, full participation for the duration of the sessions was
reported. Building on the success of this intervention, a
| range of activities was gradually developed within ordinary
| community settings.

Figure 7.4 Centre-based service, Mid Glamorgan.
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The aim of the service was to provide a variety of reliable
and appropriate daytime activities for an identified group of
individuals who had been unable to access or been ex-
cluded from existing services. The service was built around
two staff teams of three workers operating from different
geographical patches. Each team had access to additional
resources which enabled them to vary the support available
to each user as required. This was at minimum 1:1, but
would be increased for high-risk or demand situations. One
staff team worked from a base which also served as a venue
for a limited number of sessional activities. The second team
worked on a totally peripatetic basis, making use solely of
facilities available to the general public; this team shared an
office base with their local CMHT. Users spent varying
amounts of time with the service ranging from three half
days to five full days each week. Professional advice was
available from clinical psychologists and other therapists
Lattached to the local CMHTSs.

Figure 7.5 Community day service, South Glamorgan.



Since 1987, Sunderland Health Authority has run a small
alternative day service for people who were felt to challenge
normal day service provision. The project is jointly funded
and serves 12 users. Individual weekly timetables offer a
mixture of activities including work, college sessions (wood-
work, dance, use of computers etc.), outdoor sessions (in-
cluding skiing and abseiling), and personal development.
Service users either walk or use public transport or private
cars for travelling between locations. The two-room service
base provides a venue for specific activities or short breaks
only.

Figure 7.6 Special Projects Team, Sunderland.
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Figure 7.7 [lustrative changes in one person’s behaviour following the
involvement of the Special Projects Team.

Sheffield’s Intowork service grew out of the pilot work under-
taken in the Rivermead Employment Project. It was influ-
enced substantially by systematic instruction (Gold, 1980).
As with Bellamy’s approach (Bellamy et al., 1981), system-
atic instruction is based on the use of behavioural teaching
strategies. In contrast with Bellamy, however, Gold stressed
their use in natural work settings. The focus of the Intowork
project was therefore on taking people with severe learning
disabilities and challenging behaviour directly into employ-
ment settings.

Figure 7.8 Intowork, Sheffield.
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Figure 8.3 Source of referrals to the BST.



B Behaviour maintained by W H Environment characterized by lT

Escape or avoidance of aversive Intermittently high levels of overt
situations and covert social control and abuse

Increased social contact Low levels of social contact

Adjustment of levels of sensory Barren, unstimulating environments
stimulation

Increased access to preferred ob-  Regimes which rigidly control ac-
jects and activities (tangible rein-  cess to preferred objects/activities

forcement) J

Figure 10.1 Functional characteristics of the environments in which
challenging behaviours occur.




TIME AND ACTIVITY PLANNER

H

r; Support person 1 Support person 2 Support person 3

—Jé\/w\ + Sam : |

Ml gus oy awd, (apt| (0GEMwY - e

- wod

SO = Wogeatnds + (o7~ useTheme )

G AWISE Joun

0e8 Wis 104N o) [t hoe Drale

Pop iy = Pter - — -
P oy e bod @[S OIS

1t-30
Meal | =

Prrer las g Bible | o %m - fohets.

2 N U 1l Sa
letr loble + . W uy  am < bkt S
hdu Wt By M | oy witn Rty

pUPnf resdy St
at X Fo s
oWk | aouwbit | oyt fer
Wot uiie]
Puut o Wit boke

Wl TV
W etV
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Figure 10.5 Task analysis of filling a vending machine (after Brown
et al., 1988).



John can perform some parts of the task independently,
though they may take him a long time. He will often continue
with one part of the task when it is really finished so needs
encouragement to move on. With some parts of the task he
will need physical assistance, particularly lining up the nails
and screws in the right positions and gluing in the right
places. When using the hammer he may need some physi-
cal help until the nail is sufficiently deep in the wood. Simi-
larly with the screws, and it may be helpful to have
pre-screwed the holes beforehand. When part of the task is
complete remove unnecessary tools to one side so that John
can focus on the next part. This is particularly important
when moving from a specially favoured activity (e.g. ham-
mering) to a less favoured activity (e.g. using the brush).
Your speech should be clear and simple, stressing the key
nouns and verbs. John responds well to praise, eye contact
and smiles.

Figure 10.6 Helping John to make a nesting box from prepared wooden
components (based on guidance originally written by John Shephard).



Currently, Anne finds it difficult to do things ‘on other
people’s terms’. That is to say, when she is asked to do
something, she will often refuse.

In order to increase Anne’s competence, independence
and respect, staff need to help her better cope with this. If
she doesn’t get the opportunity to participate in activities she
will never become more competent and will be totally reliant
on staff.

The service is currently practising the current manage-
ment plan. Anne will be presented with two activities every
hour. Anne is only expected to do a small part of the
activity. So be clear about what part of the activity she is to
do (e.g. to wipe the table after you have sprayed polish, dry
the cup etc). If Anne shows signs of wanting to go on with the
activity or do a different part, then let her.

It is more likely than not that Anne will fry to hit herself or
bite her hand. YOU NEED TO BE READY TO STOP HER
DOING THAT by restraining her hand. Anne may possibly
then put herself on the ground and try to bang her head off
the floor, on the wall or off other objects. It is important
before you present the demand/activity to have a cush-
ion or similar available to move about and put under her
head.

Your role here is to stop Anne hurting herself — be careful
not to wind her up further by the restraint itself: sometimes
you can leave her go and she will not bite herself. Just be
ready to stop her if you think she will.

Do not talk to Anne or look at her while she is trying to
injure herself. At some point you will feel her reiax (you will
notice that she is very tense when she is distressed). At that
point give her a full physical assist to continue with the
activity. Do not make her do more than a few seconds of the
activity after the challenging behaviour if you know that she
is quite distressed. The point of the current programme is to
ensure that Anne doesn’t spend lengthy periods of time
doing nothing and also to help her learn that there are times
that she has to do something. The activity itself is not sup-
posed to be a punishment for her.

Figure 10.7 Managing Anne’s challenging behaviour (based on guid-
ance originally written by Heather Hughes).
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Assistance needed in personal care (dress, appearance, personal
hygiene etc.)

Frank needs helip to wear clothes rather than pyjamas during the day
regardless of whether or not he is going outdoors. Until recently, Frank
was only willing to wear clothes when going out and became very
aggressive if he was not allowed out once he had dressed himseif. This
link seems to have been broken fairly quickly by Frank being required
to wear clothes at all mealtimes and then being accompanied on a walk
shortly after each meal. Frank now gets dressed for meals and for
walks separately. This progress needs to be generalized by Frank
being required to be dressed for other things. The support team needs
to be systematic in the way it addresses this.

Frank requires some help dressing particularly in ensuring that
clothes are not inside out. He needs some teaching on how to put his
socks on. He cannot tie his shoe laces.

Frank is incontinent of urine after every single drink (he is cbsessive
about drinks and tries to drink constantly). He has been known to wet
without drinks. Frank needs to be reminded to use the toilet every 15
minutes and before and after every drink. Over the past year and a half,
Frank has taken to urinating on his bed and then going to the toilet. This
needs to be recorded. Every aspect of this behaviour needs to be
better monitored, possibly intensively for a short space of time (maybe
a month) prior to any functional analysis. Working with Frank’s incon-
tinence (or excessive drinking) is likely to be a long-term goal consid-
ering the current staffing shortfall and the inconsistency between
parental home and service. The short-term goal shouid concentrate on
Frank wearing clothes.

Frank needs help to choose appropriate clothing: even in the height
of summer he likes to be well covered up.

Assistance needed in daily living (cooking, housework, shopping,
traveling etc.)

Frank can set the table with assistance and put away the dried up
dishes. He can also clear away his plate with verbal prompting. Frank
can help himseif from a serving dish on the table but needs help to
ensure that he does not spill any and does not take it all. Frank needs
to be told to look at what he is doing. Frank needs assistance to move
the hot iron over his trousers to avoid burning them and to replace the
iron on the correct part of the ironing board when he is not actually
using it. Frank will participate in polishing the coffee table if the table is
close to where he is sitting. He needs to have the activity modelled for
him by staff with a running commentary which invites him to join in
without putting him under pressure.

Figure 10.10 An example of part of an individual service specification
(based on guidance originally written by Heather Hughes).



Staff deployment and planning

Staff meetings

Staff supervision

On the job training

Induction training

In-service training

Maintenance of physical environment
Administration

Recording and maintaining client participation
Recording and maintaining client development
Recording and maintaining acceptable client behaviour
Individual planning
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Figure 10.11 Headings in the service maintenance specification.

Induction training

All staff attend five days induction training within three months of
taking up post. The five days are spread over a five-week period to
allow staff to do practical exercises in between training days. Dur-
ing their first week in post staff are regarded as supernumerary and
work alongside experienced staff including at least one shift with
the house manager. They are given time to complete a checklist of
activities including reading individual service specifications and
service policies. During this time an experienced member of staff
acts as a ‘mentor’ to aid understanding of the requirements of the
job. . ..

Recording and maintaining client participation

The Participation Index should be completed daily with all clients
and discussed at handovers. Summary records are discussed at
the fortnightly staff meeting and action agreed if there are problems
around the amount or variety of participation. . . .

Recording and maintaining acceptable client behaviour
Agreed strategies for managing client challenging behaviour are
contained in client service specifications and reviewed/updated
on a three-monthly basis with the help of the clinical psychologist.
All instances of aggressive, destructive and self-injurious
behaviours are recorded and discussed at staff meetings. Special
record forms are used for two clients as indicated in their service
specifications. . . .

L }

Figure 10.12  Part of a service maintenance specification.




Positive factors:
Adequate numbers of staff general
Availability of supported house in local community

Availability of specialist assessment and advice

Move to house specific
Specialist assessment finds One incident
effective management strategy successfully managed
> Crisis
Staff say not ready Home leader takes one month’s leave
Managers insist Specialist support ends
Staff team not organized
to deliver high-quality care specific

“Take it or leave it” management style
“Train and hope” model
Bias towards values rather than skills in training general

Staff recruited without being told nature of work  Negative factors:

Figure 11.1 Summary of factors predisposing towards placement
breakdown in the case study.



(a) Client participation in activity

Percentage
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(b) Contact received by clients
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Figure 11.2 Levels of client participation and staff contact in
Camberwell houses compared with other studies. (a) Client participation
in activity. (b) Contact received by clients.
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Figure 11.3 Number of staff in post who have received induction train-
ing and whole-environment training.



Mean score (20 houses)
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Figure 11.4 Mean score on Quality Capability Index.
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Figure 11.5 Placement breakdowns.
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Figure 11.6 Mean number of community contacts per month.



Out-of-area
placements
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Figure 13.1 The hidden cost of failing to develop local services (Source:
Department of Health, 1993).



Table 13.1 Factors contributing to
Department of Health, 1993)

challenging behaviour (Source:

Their circumstances

The individual
¢ the degree of learning disability e
® a mental illness L
® a physical disability, e.g. L
epilepsy L
® a sensory impairment
® absence of adequate verbal .
communication
® age
® physical illness 4 o
L
.
)

history of neglect

history of sexual abuse

history of physical abuse

a reputation for challenging
others in the past

restrictive home or daytime
environment which maximizes
confrontations

surroundings which an
individual dislikes

lack of understanding of the
meaning of non-verbal
behaviour by carers

low expectations of carers
overemphasis on risk reduction







