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Abstract

Normalisation as defined by Wolfensberger informs British services for people with
learning disabilities, probabl& without exception. It is an approach which instructs
services to help service users acquire behaviours and characteristics which are as
‘culturally normative as possible’ (1972:28). The later interpretation by O’Brien (e.g.
1980), where he summarises and translates normalisation into the Five Service
Accomplishments, has attempted to aid support staff in the task of translating
operational policies built upon normalisation principles into practice. While many
studies have attempted to assess the efficacy of this approach, it is difficult to
establish their success, as their measurement criteria are usually based upon levels of
competence and participation - values themselves derived from the normalisation

approach.

This study attempts to step outside this dilemma by using a comparative research
method. Services in London are compared with services in Milan, Northern Italy, as
while the latter also undertake to support people with learning disabilities using
individual planning processes and on rare occasions residential services, the
operational policies, training and overall framework for doing so are underpinned by a
holistic, legislative model which views the family or its substitution as the key to
service provision. Milanese services also advocate a framework which values
interdependence between service users, and indeed considers the group living
perspective of living in the community as essential for the development of self esteem.

This is felt to be a pre-requisite for effective integration with the local community.



British services, conversely, aim to encourage relationships between people with
learning disabilities and non-disabled others as the most appropriate pathway to
integration. This then acts as a valuable contrast with normalisation and enables the

impact of Wolfensberger’s approach to be considered in a unique way.

The comparison is on three levels. Residential services - one in London and one in
Milan - are studied using in-depth interviews with a total of 12 service users and 11
staff, as well as participant observation of daily life in each project. Individual
planning processes, seen as the most direct way by which service ideology is
implemented, is compared by interviewing 21 service users and their key-workers and
5 relatives, and sitting in on individual planning meetings. Staff training structures are
also compared. In addition, operational policies for the residential services and the
planning services, as well as relevant legislation from each country, is analysed in

depth.

The findings are discussed at each stage and comparisons made. Re;:ommendations
related to interpreting service principles are made for increasing good practice in
certain aspects of the British services. The main suggestion is that consistent,
legislated training for support staff in British services might contribute towards
ameliorating current difficulties described by much of the contempor@ research. The
observation that the implementation of normalisation is by way of an approach rather

than a model of service provision is highlighted.
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CHAPTER ONE

Introduction

Services for people with learning disabilities in Britain are generally founded upon the

principles of normalisation (Ward 1992), described by Wolfensberger (1972) as the

“utilization of means which are as culturally normative as possible, in order
to establish and/or maintain personal behaviours and characteristics which
are as culturally normative as possible”.
More recently, the approach has been implemented using the Five Service
Accomplishments as set out by O’Brien & Tyne (1981). This reformulation of
Wolfensberger’s ideas stipulates that people with learning disabilities should be
present in their local communities and be supported in making choices about their

lives, as well as being afforded respect and the opportunities for developing

competence and participation in everyday life.

While it is acknowledged that normalisation has been responsible for a revolution in
terms of the way that society approaches people with learning disabilities (Ward
1992), particularly in terms of deinstitutionalisation, it is increasingly criticised for its
tendency to advocate a white, male, middle class set of values (e.g. Baxter et al 1990),
and devalue relationships between people with disabilities (e.g. Szivos 1992;1993) as
well as overlook the difficulties faced by people with profound and multiple

disabilities (Smith 1994).
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The hegemony of normalisation

From the time of the Jay Report (1979), normalisation has gained ever widening
support to the point where, for the last decade at least, it appears to have achieved a
position of hegemony. The unchallenged prevalence of the normalisation approach in
British learning disability services has led to great difficulties in terms of allowing
alternative views of supporting disability to be considered, or even their existence
realised. Developing a critique is fraught with obstacles, the central issue being that
research purporting to explore the significance and impact of the Five Service
Accomplishments, and therefore normalisation, is likely to assess outcomes in
services, rather than develop a coherent criticism of the principles themselves. For
example, studies interested in quality of life issues will monitor the number of
relationships service users have with non-disabled others (e.g. Ralph & Usher 1995),
or the frequency of opportunities available for forming such relationships (Kennedy,
Homer & Newton 1990). Such approaches fail to question the assumption, according
to the principles of normalisation, that relationships with non-disabled people are
more valuable than those formed with disabled peers. Quality of life is measured by
the range of opportunities offered for integrating with the lopal community, without
pondering whether self esteem and the security needed (Szivos 1992) - by everybody
but particularly vulnerable people (Townsend 1962) - might result from support best

obtained in the first instance from peers and perhaps involved members of the family.

This qualitative study aims to highlight important issues and outcomes in the London

services described by comparing them with similar provision in Milan, Italy. This
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choice was made for a number of reasons: initial contacts with professional bodies
and agencies led to a conducive working atmosphere accepting of research, while
other work studying mental health services has proved important in developing
greater understanding of how similar services operate in another culture - as well as
arguably providing important insight into the Italian way of life (e.g. Ramon 1981;

Donnelly 1992). The two central reasons for this choice, however, are clear:

1. Both Britain and Italy have used legislation to close institutions for people with

learning disabilities, while

2. Deinstitutionalisation in Italy has not utilised the normalisation approach to
achieve this task, providing a sharp contrast to the process that has been operating

in Britain.

This offers the opportunity of stepping outside the normalisation framework in order

to assess more vividly its impact on the lives of individual service users.

In post-war Britain, the political and social atmosphere had emerged as being ready
for realising ideas for change. The 1948 Children Act stated clearly that every child
should have the right to a normal home life, the first appearance of the word ‘normal’
in British legislation, and a sigﬁificant one. It indicates the beginnings of the later
emphasis on integrating those with disabilities into mainstream society and
concentration on strategies for decreasing ‘deviant’ behaviour, and the formal

recognition of a developing culture which values particular roles. The National
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Assistance Act (1948) also contributed to the process, while the readiness and radical
approach prevalent in the social work profession made the acceptance of a framework

within which to practise relatively straightforward.

Italy also provides an important contrast in that the thinking and perspective which
influenced deinstitutionalisation was in many ways the culmination of a process
which had been evolving throughout the country’s psychiatric services. The
framework adopted in Lombardia, the region studied heré, can be seen as part of a
developing approach to vulnerable people which can be traced back to before the

" Risorgimento of 1861. It is seen here as the rich mixture of Italian cultural life -
through which strong historical traditions permeate - and the energetic debate which
resulted from the profound organisational and regional changes experienced during

and after reunification.

In contrast, normalisation in Britain appeared a decade after the legislative indication
of policy change in 1959. 1t is not an ideology, but an approach or series of principles,
open to wide interpretation; as a consequence, it has earned general acceptance - yet
its very lack of specificity which encouraged acceptance leads to difficulties of
interpretation and implementation. Success is contingent upon the abilities and

competence of inconsistently trained or skilled teams of support staff.

The focus is not to decide which local authority provides the ‘better’ or more

appropriate services, as systematic analysis is not the objective of the study. Rather,

15



the comparative approach can underline key areas of interest which are more difficult

to reveal using a conventional, intra-national research paradigm.

There are three foci for the study:

* How is service policy organised?

Each of the participating authorities has established organisational structures -
individual service plans - within the specific frameworks set out by legislation. In
each case, these structures act as a central plank and can help explain differences
between the two approaches, enabling scrutiny of the ways in which ideology can be
translated into practice. In the London service, which stresses the importance of
participation in its mission statement, 21 users and their key-workers were
interviewed to hear about their experiences and understanding of the process, while 16
service users were observed taking part in their own planning meetings. The Milanese
individual planing process is not focused on involving service users in decision
making, and while the assessment which takes place aims to study the person’s needs
in relation to the family environment, neither service users or relatives are invited to
planning meetings. It is thus the documentation which is studied here, along with the
relationship between the individual planning process mission statement and the

operational policy for the residential service it supports.
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* How is service policy implemented and what are the outcomes for service

users?

‘Understanding the thinking behind the design and planning of services and gaining a
sense of how individuals are involved in that planning leads to a need to look at
service outcomes. The two approaches taken to service design lead to two sets of
experiences: the case study presented here involves 7 men in Milan and 5 in London,
all of whom have lived in the community for about a year at the time of writing. The
study asks them about their new lifestyles, and talks to staff (6 in Milan and 5 in
London) who support the men to find out about their role and approach. Data
collection takes the form of individual interviews which look at a wide selection of
issues about the residents’ lifestyles, and participant observation, which samples the

relationships between residents, and between residents and staff.

e How do service providers equip staff to implement service policy?

The case study reveals certain issues about the relationships between policy and
practice, and the background to these relationships from the personnel point of view is
explored by looking more closely at infrastructure, specifically at the framework used
for training staff in London and Milan. This contributes to the discussion about the
implementation of service policy, illustrating the ways in which the principles of each
approach inform staff practice. The comparison is made between the legislated
professional course established in the Milanese services, and the training opportunities

and requirements for support staff working in Britain.
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An initial discussion of the rationale for using a qualitative framework with this
research will precede a detailed account of the procedures for data collection. With
this established, it is important to place these methodological conside;ations within
the comparative research paradigm, which will then be described using the approach
as argued by Jones (1985). Understanding both the positive and negative implications

of a comparative approach are important in ensuring that its usefulness is maximised.
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CHAPTER TWO

Research design and methodology

Introduction

According to Parmenter (1992), social science research is experiencing a situation where

"...terms and concepts that have emerged as a result of philosophical debate [are]
losing their meaning as we search to operationalise them and have them articulated
into public policies" (p.247).

Terms such as normalisation, self-determination and independent living have served

"...thetorical, political and professional purposes, but [have not helped] people
with disabilities achieve a better quality of life" (Goode 1991).
The intention here is to explore the quality of life experienced by people with learning
disabilities who have moved from institutional care to supported accommodation in the
community. The main interest is to assess the effects of social policy which seeks to
"[promote] ways of improving [the] quality of life for people in residential care"

(H.M.S.O. 1989, p.44).

Goode's argument (1991) will be assessed using the following research design:

1. A Case Study which compares the lifestyles of two groups of adults with learning
disabilities who have recently moved from institutional care to housing in the
community. One group lives in an Inner London borough, receiving a service based on

the principles of normalisation (Wolfensberger 1972). The other group live in Milan,
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Italy, where services adopt a philosophy based on the family model and status
attainment through genuine employment - as opposed to work experience or other mini-

projects.

2. Anin-depth analysis of two systems, each designed to enhance the quality of life for

people with learning disabilities:

(i) Life Planning - sometimes known as Individual Personal Planning(L.P.P.) or
Personal Service Planning (P.S.P.) - operates in many learning disability services
throughout Britain. The system sets out to afford service-users control over their

own lives, and is based around person-centred reviews held regularly.

(i) An individual planning service operating in Milan, Italy, which takes a multi-
disciplinary, phenomenologi'cal approach to the service user’s current situation,

assessing the needs of a set of given circumstances rather than individual needs out

of context.

These methods together form a qualitative assessment of the services participating in the
study. Before the procedures are detailed, it is important to first examine the rationale
for taking a qualitative approach, and indeed, to discuss the irhplications and
considerations that such a framework has for this study. To establish the stance taken

here, an overview of the qualitative approach now follows.
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The Qualitative Method: Foundation and Approach

The latter half of this century has seen the qualitative method become firmly established
as a credible perspective in social science research. This discussion will attempt to
explore the central assumptions made when adopting qualitative methodology, by
means of tracing the history and development of research methods and the philosophical
bases from which contemporary techniques have been derived. This will be followed by

a brief description of practical applications.

The term methodology refers to the process, principles and procedures used to tackle
research questions and problems (Bogdan & Taylor 1975). Scientific method was at one
time dominated by the quantitative‘ approach, which conventionally addresses
measurable entities - often in the form of formalised laboratory experiments. Modern
society has raised discussions which demand methodologies that are both holistic and
descriptive. Debate over the selection of research method usually concerns any |
assumptions that need to be made, the theoretical perspective that is utilised and the
ultimate goal or goals of the project. With reference to theoretical perspective, two main
schools have been most prominent: positivism, the origins of which stem from the
works and ideas of Comte (1816, cited in Lenzer 1975) and Durkheim (1938), and
phenomenology, which for the purposes of this discussion will be linked with the

writings of Weber (1968).

Positivism, according to Durkheim (1938), seeks the facts or causes of social

phenomena, ignoring the subjective states of the individuals being studied. Durkheim
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develops this by arguing that these "social facts" are to be related to as social
phenomena which serve to influence human behaviour. In marked contrast,
phenomenology focuses on understanding the nature of the behaviour under study from
an arguably more relevant reference point - that of the person or persons of interést
themsel\;es, referred to as "the actor" or "actors" (Weber 1968). The rationale behind this

perspective is clarified somewhat by Douglas (1970):

“The "forces" that move human beings as human beings rather than simply as
human bodies.....are "meaningful stuff". They are internal ideas, feelings and
motives."

For phenomenologists, therefore, the matter of importance and interest is not just the

nature of the scenario, but how it is experienced; the emphasis is placed upon not "the

truth", but rather on reality as the individual perceives it.

One needs to be aware, however, that social science research does not culminate in
selecting either qualitative or quantitative methods because it is more scientific or.more
accurate; it is more the case that phenomenologists and poéitivists tend to explore
different problems, seeking different solutions to these problems. These differences, for
obvious reasons, demand differing methodologies (Bogdan & Taylor 1975). In
pragmatic terms, the positivisi approach seeks facts and causes of social phenomena
with the aid of survey questionnaires, inventories and demographic analyses, all of
which produce quantitative data. These data can then i)e used to provide statistical
evidence to support the existence of relationships between operationally defined

variables (Cicourel 1964). Conversely, phenomenologists have understanding of the

actor's experience from his or her viewpoint as their goal, and seek to attain this by
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means of participant observation, open-ended interviewing and personal documents. The
fact that positivists are able to use qualitative methods under some circumstances -
perhaps as indicators of social norms or other influential social forces - supports the
earlier assertion that positivism and phenomenology are not opposing philosophies, but

differ in the fundamental questions they address.

Within the phenomenological perspective are two main approaches - symbolic
interactionism and ethnomethodology. Taking symbolic interactionism first: the
perspective has been widely reported (e.g. Blumer 1967, Hughes 1958). In basic terms,
symbolic interactionists argue that people are constantly in a process of interpretation
and definition while moving from one situation to another. Every situation consists of
actors, others and their actions, and physical objects - some situations are familiar, while
some are new, but situations only have meaning via people's interpretations and
definitions of those situations. Any actions which take place are derived from these
interpretations and definitions. Therefore for symbolic interactionists, the interpretation
and defining process acts as the mediator between the potential to act and the action

itself.

The nature of the interpretation is dependent upon the specific life experiences and ways
of interpreting brought to the situation by the actors. Other factors, such as gender or
ethnicity, could also be considered. Similarly, actors in similar positions with perhaps
similar life experiénces might interpret an event in a similar way; this is referred to as a

shared perspective.
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Ethnomethodology has an equally well-reported foundation and background literature
(e.g. Douglas 1970; Cicourel 1964). Much of this material refers to the subject matter of
the inquiry, rather than the research methods themselves - the methodologies that people
use to interpret situations. Ethnomethodologists feel that people do not find the
meanings of actions straightforward, and therefore need to apply abstract rules and
common-sense understandings in order to make specific situations explicable. This

‘ perspective, then, refers to meanings as "practical accomplishments". Garfinkel (1967)
suggests that ethnomethodologists suspend their own common-sense assumptions to
instead look at how common-sense is used in everyday life. They hope to understand
how people "go about the task of seeing, describing and explaining order in the world in

which they live."

The research literature suggests that the qualitative method in its present form was
developed in the 19th Century, the first reference being LePlay's observational study of

European families and communities (Bruyn 1966). Nisbet (1966) cogently remarks:

"But the "European working classes" is a work squarely in the field of sociology
the first genuinely scientific sociological work in the century...Durkheim's
"Suicide" is commonly regarded as the first "scientific" work in sociology, but it
takes nothing away from Durkheim's achievement to observe that it was in
LePlay's studies of kinship and community types in Europe that a much earlier
effort is to be found in European sociology to combine empirical observation with
the drawing of crucial inference - and to do this acknowledgedly within the criteria
of science."

Qualitative methodology appeared to become readily accepted as a legitimate tool for
research primarily in the field of anthropology, particularly in Europe and America.

Bogdan & Taylor (1975) suggest that this could be because anthropologists were unable

24



to utilise other techniques - for example demographic analyses or survey questionnaires.
During the period of observation, data are collected by the researcher in as unobtrusive a
way as possible. The main advantage of adopting this technique is the benefit of
observing the organisation, relationships, interpersonal dynamics and conflicts from an
original and unprecedented frame of reference. As Blumer (1967) states, research
anthropologists are usually unfamiliar with the everyday lives of the people they study -
this ignorance itself stimulating the main focus of interest. Sociologists, in contrast, at
this time worked from the premise that details of the everyday lives of the actors in the
study were well known and understood. Thomas & Znaniecki (1927) suggest that
qualitative methodology emerged as a popular approach for social science research at

the beginning of this century, remarking that:

"We are safe in saying that personal life records constitute the perfect type of
sociological material, and that if social science has to use other materials at all, it is
only because of the practical difficulty of obtaining at the moment sufficient
number of such records to cover the total of sociological problems..." (p1832)
Early studies such as this one are invaluable when establishing the foundations of
contemporary qualitative methodology. It is equally important to note that despite such
assertions, interest in qualitative approaches diminished and were more or less replaced
for a period by positivist theory and the quantitative method. The qualitative approach
eventually emerged as a reliable and valid perspective with Peter Townsend’s team in

the 1950’s with further support in the 1960's and 1970's, and has remained so to the

present.
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In basic terms, thg qualitative method is concerned with settings and individuals within
those settings in an holistic sense; the subject of the study, be it people or an
organisation, is not reduced to an isolated variable or a single hypothesis (cf. the
quantitative method), but is instead considered as part of a whole. Bogdan & Taylor

(1975) comment:

"The methods by which we study people of necessity affects how we view them.
When we reduce people to statistical aggregates, we lose sight of the subjective
nature of human behaviour. Qualitative methods allow us to know people
personally and to see them as they are developing their own definitions of the
world. We experience what they experience in their daily struggles with their
society. We learn about groups and experiences about which we know nothing."

(p4)
Suggestive of an unrestrictive paradigm, qualitative methodology allows the researcher
to examine concepts which are often ignored by or are more accessible for other
approaches - examples could be love, beauty, pain, suffering, hope, all studied and
recorded as defined and experienced by real people in the context of their everyday

lives.

There appéar to be two main tools in common use which fall under the umbrella of
qualitative methodology, both of which will be outlined in the following discussion. The
first, participant observation, has no precise or clear definition. It is usually taken to
imply a period of intense social interaction between the person conducting the research,
and the person or
“...whether human society or social action can be successfully analyzed by
schemes which refuse to recognise human beings as they are, namely, as persons

constructing individual and collective action through interpretation of the
situations which confront them." (p148)
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The people involved in the interaction are usually referred to as the participant observers
- those who have no direct relation to the setting, be it in terms of their career status, the
past or the future - and the participants, those who are linked to the setting and are
consequently able to see the situation only from their respective viewpoint. Participants
are related to each other by means of shared assumptibns about the context in which
they are participating. Another important difference between participant observers and
participants concerns the allocation of time: observers determine to allot a specific
amount of time to working in the field, whereas participants are "in passing" - the time
spent in the field is in a sense coincidental, for they are preoccupied with their everyday
lives. Thirdly, following from the previous point, researchers are trained in observation,
or are at least aware of specific criteria which need to be met if reliable and useful data
are to be collected. A unique vantage point for understanding is attained by the observer,
thus fulfilling the basic aim of qualitative methodology. It can be noted that while it
would be most difficult and demanding in terms of time and energy required, it is not
impossible or always undesirable for participants in the setting of interest to themselves

become participant observers.

The second tool, or rather group of tools utilised by qualitative researchers are personal
documents and unstructured interviewing. These are materials where the person of
interest describes in their own words, their view of life or a specific aspect of
themselves. Examples include diaries, letters, autobiographies, transcripts of open-ended
interviews. The main aim of adopting such methods is to acquire a more meaningful
understanding of people, events or settings which are not readily accessible or easily

observable. The researcher is able to become familiar with an intimate aspect or
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impression of an organisation, relationship or event from the very person or people
experiencing the phenomenon. Bogdan & Taylor (1975) comment that "personal
documents offer a cutting edge by which we can examine our most basic common-sense
assumptions about the nature of reality" (p7). For these authors then, the person under
study is seen by the researcher in the context of his or her time or history; the researcher
is enabled to consider the influence of a variety of external forces be they social,

political, economic or religious. This assertion is validated by Mills (1959):

"The overall questions of the social sciences come readily to the mind that has
firm hold of the orienting conception of social science as the study of biography,
history and of the problems of their intersection within the social structure. To
study these problems, to realise the human variety requires that our work be
continuously and closely related to the level of historical reality - and to the
meanings of this reality for individual men and women."

Bearing these considerations in mind, it would be useful to consider the stance of the

researcher in ethical and philosophical terms. A most lucid account is provided by Cottle

(1972):

“For a method as fundamental as visiting with people, listening, speaking and
allowing conversations to proceed as they will, means that one's own life is
implicated in the life of another person, and one's own feelings are evoked by the
language, history and accounts of this other person." (p16)
Researchers need to both identify and empathise with his or her subject, if they are to be
effective in gaining any degree of understanding of their frame of reference. Weber
(1968) called this "verstehen" - the ability to reproduce in one's own mind the feelings,

motives and thoughts behind the actions of others. Blumer (1967) suggests further that

attempting to achieve objectivity by remaining distanced from the setting often results in
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what he terms "the worst kind of subjectivism": in other words, there is a risk that by
remaining external to the actor or actors, the observer will supply their own information
to compensate for inevitable gaps in their interpretation, rather than attempt to

understand the setting from the actor's viewpoint.

Social science research often compartmentalises the people it purports to study: this
arguably invalidates the perspective of the individual, a consideration particularly
relevant to the case of people with learning difficulties. People labelled as members of
this client group are rarely allowed to be regarded as individuals, and research has often
focused on how policies come to be written on\ the specifics of various organisations
(Parmenter 1992). Effective participant observation and appropriate utilisation of
personal documents can result in a situation where the observer doesn't view the
observed as "true" or "false", "good" or "bad", but acquires understanding. Bruyn (1966)
feels that while one views events as happening for the first time, inaccurate judgements
are avoided. Furthermore, the data obtained build a multifaceted impression of a setting,
possibly with individual viewpoints contradicting each other. This reiterates the
phenomenological concept that one need not be preoccupied with obtaining the "truth"
about a particular setting, but rather begin to consider "truth" as being comprised of

many opinions, experiences and personal interpretations.

Criticisms of the qualitative method tend to focus on the nature of the data collected; it
could be argued that observers selectively collect and analyse data are possibly non-
representative. Bogdan & Taylor (1975) maintain however that techniques are built into

the data collection and analysis stages of the research to avoid the presence of bias.
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Secondly, there is the issue of generalising findings to other settings, but again, Bogdan
& Taylor (op. cit.) defend the method by claiming that "all settings and subjects are
similar, while retaining their uniqueness" (p12) - general processes are observable in a
variety of circumstances. Thirdly, one must consider the effect of the observer's
presence. Webb feels the presence of the researcher is in danger of being underestimated

(1966):

“Interviews and questionnaires intrude as a foreign element into the social setting
they would describe, they create as well as measure attitudes, they elicit atypical
votes and responses, they are limited to those who are accessible and will co-
operate, and the responses obtained are produced in part by dimensions of
individual differences relevant to the topic at hand.”
Bogdan & Taylor (1975) can only respond by noting that all researchers face these
dilemmas, whatever their philosophical foundation, and that the honesty of admitting

such difficulties in any written reports is the price to pay for gaining a wider and deeper

understanding of what amounts to various, complicated social settings.

With this background established, the procedures undertaken here can be presented in

detail.
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Methodology

The case study

(i) Subjects

12 men with learning disabilities took part in the case study, 5 men living in London and
7 men living in Milan. All men are described as having "moderate" learning difficulties.
The English service-users are aged between 27 and 61 years, the Italian service-users
between 28 and 54. The essential criterion for selecting the groups was recent change of
accommodation from institutional care to housing in the community: for the Italian
group, their previous home was a 50-bedded mental handicap institution, for the English

group, a 23-bedded social services hostel.

(ii) Data Collection

Two main methods were adopted:

1. Interviewing

2. Participant Observation
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1. Interviewing

Interviews were held with service-users, members of support staff and where possible,
members of involved families. While it is essential to obtain the views of service-users
themselves, it has been suggested that obtaining infoﬁnation from others involved in a
person's life can provide valuable insight. Powers & Goode (1986) argue that quality of
life is the product of relationships between people in a particular life setting. While this
refers to the interpersonal relationships that develop in residential accommodation, the
argument is extended by the authors to include all of those people who have close
involvement in people's lives. This made it necessary to devise a questionnaire for
support staff, which aims to draw out important and relevant themes - motivation, job

satisfaction and attitudes towards learning.
(a) Devising the questionnaires

The following is an account of the techniques and approach adopted while interviewing
service-users, support staff and families, and the way in which the questions were

devised.

Background
Government documents emphasising the importance of service-users' opinions have led
to organisational changes in services, the aim being to enable users to work as partners

with professionals to achieve a better quality of life. Consultation exercises have become
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more and more commonplace, an effective example taking place between North West
Thames Regional Health Authority (N.W.T.R.H.A.) and the self-advocacy organisation
for people with learning difficulties, People First. The results of this collaboration
provide the basis for the questionnaires used in the present study. The Health Authority
wanted to obtain service-users' views on moving from institutional care to "ordinary"

houses in the community. The project co-ordinators had three main concerns:

(1) The nature of current lifestyles experienced by service-users
(2) How service-users feel about their current accommodation and lifestyle compared
with their previous, institutional care.

(3) The nature of needs or hopes that service-users have for the future.

N.W.T.R.H.A. wanted People First to be involved as an organisation run by and for
people with learning difficulties, having originated in the USA and established in the
UK for over 9 years. The organisation's national focus is to encourage and develop self-
advocacy, with members acquiring skills in speaking up for themselves and for others
with learning disabilities. The independent status of People First was an important

-advantage.

An evaluation team was formed, consisting of representatives from People First,
N.W.T.R.H.A. and Hillingdon Social Services. This team recognised its unique status as
a group which was enabling people with learning disabilities to evaluate a service

developed for their peers. A questionnaire was developed, covering all aspects of
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people's lives both at home and at work or the day centre. This formed the basis of the

questionnaires created for the present case study.

Adapting the N.W.T.R.H.A./People First/Hillingdon Social Services Questionnaire for

the present study

This collaborative project attempted to record the views of service-users by means of
questions which were in the main developed by people with learning difficulties. It was
considered here that this was a useful starting point from which to gain some sense of

the quality of life experienced by participants in the study.

Some questions were felt to be unclear: these were either re-worded or expanded upon,
whilst retaining their original line of enquiry. It is important to ensure that questions are
as unambiguous as possible - perhaps by providing prompts or suggesting answers to
the respondent, adding context to the question - but it is also necessary to be aware of
acquiescence. The pitfalls of interviewing people with learning disabilities has been

widely researched (Atkinson 1988), and a fuller discussion follows later in this chapter.
(b) Interview technique : "What do you think?"

As with any interviewing, the main concern here was clarity for the respondent. Time
was given after asking each question, with a rewording of the question after an

appropriate time lapse. If still no response was offered - of if the respondent was
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distracted, moving on to another subject or appeared confused - the interviewer

reassured the respondent before suggesting two or three possible answers: in this case
the "possible answers" were followed by the statement "These are just ideas - what do
you think?" This attempted to provide prompts without leading the respondents away

from their own views.

All respondents participating in the case study can communicate verbally, except for
one. This man uses Makaton sign language and some personalised signs known to the
researcher. His style of communication thus proved to be no more difficult in this

situation than that of the other men.

Individuality was also a concern. One person's understanding of a question can differ
radically from that of another. The interviewer took time to build rapport with each
respondent, trying to gauge his pace of response and get some sense of how that person
makes connections between different statements. This task was much easier with the

English users, with whom the researcher is very familiar.

(c) Building rapport : The English service-users

Both groups of service-users participating in the case study were given a standard
explanation regarding the nature and purpose of the study, its aims and especially the
level of confidentiality involved. Although the format aimed to be identical both for the

interviews in English and in Italian, there were some important differences.
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The English respondents were all known to the interviewer, which helped significantly
in terms of the levels of co-operation that were achieved, as well as giving the
interviewer confidence that he had been able to obtain responses that were a fair
representation of what the respondent actually felt. The disadvantage of this prior
knowledge was that for some individuals, time was needed to either reassure the
respondent about the nature and purposes of the task, or to persuade him to concentrate
on the particular subject in hand. The interviewer is aware that talking to people with
learning disabilities on a one-to-one basis can result in them feeling under pressure, or

that they have done something wrong.

Interviewees were given a choice of where they wanted the interview to be held - all of

the English service-users chose their own room.

(d) Building rapport: The Italian service-users

The approach adopted with the Italian service-users was slightly aifferent. The
interviewer had not met the 7 men before, and thus more effort with building rapport
was required prior to interviewing. The ethnomethodological research literature suggests
that a true sense of a particular setting can only be gained by sharing and experiencing
all aspects of that setting, particularly mealtimes (e.g.Strauss 1987). This happened
without request, thanks to the wonderful hospitality of the service-users and their

support team.
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Staff allowed the men to introduce themselves during the first visit, and no interviewing
took place during the entire session. It was felt far more important to spend time getting
to know each other and allowing the men to ask the research team questions about the
purposes of the project and what their participation would entail. Much of the
conversation was led by the service-users, the aim being that as the researchers were
guests in the participants' house, it seemed appropriate that particularly during that first

visit, they did not feel pressurised or under scrutiny.

During the second visit, staff were interviewed, after which more time was spent with
the service-users. They appeared, as a group, more relaxed than on the first visit, and
asked questions about London and the researcher's work since the previous meeting. The
evening was spent at the local pizzeria, which was a valuable occasion for‘ important
reasons : not only did the research team take the opportunity of being welcomed once
more into the group, they were also beginning to see how the tenants interacted both
with staff and with each other. This served as a useful foundation for the participant

observation work which was to take place on future visits.

The interviews themselves were held at the house, individually, but differed from those
with the English tenants in that they were held in a small sitting room leading off the
main dining room. This was due to the fact that 6 of the 7 tenants share a bedroom:
when asked where they preferred to be interviewed, none chose the room in which he
slept. The other important difference with the Italian interviews is that each participant
was effectively interviewed by two people at once - namely the researcher and an

interpreter. The perceived effects of this are discussed below.
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(e) The Interpretation Process

A great deal of time was spent between the researcher and the interpreter, establishing

the aim of the interviews and approach to be adopted.

A native Italian from the Lombardian region, the interpreter is a research neurologist
who has no real academic experience in the learning disability field, but has much social

contact with service-users where he lives in London.

For the purposes of this study, it was felt that being at ease with people with learning
disabilities and having a basic understanding of how to communicate in a flexible and

sensitive manner is of greater benefit than specific academic expertise.

The Italian interviews took considerably longer than those held with the English tenants,
mainly due to the interpretation process. While the researcher has a basic grasp of
Italian, the use of regional dialects by some of the tenants coupled with speech that is a
little incoherent in some cases, meant that responses had to be translated verbatim on
occasion. It had been anticipated that this process might confuse, frustrate or even
frighten the participants - and that the prospect of being asked a series of questions by
two relative strangers would be completely overwhelming. In reality, it appeared to have
the opposite effect. Each interviewee seemed fascinated by any English that was spoken,
and one individual insisted on being taught the words "thank you" and "yes". Rather
than hinder concentration or limit attention spans, the presence of a foreign language

seemed to evoke nothing more obtrusive than interest and curiosity. Credit must be
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given here to the preparatory work done by the support team, who had spent time with

the men reassuring them before our visit.

"Getting to know you": Safeguards and considerations when conducting

interviews with people with learning disabilities

As it is recognised that quality of life research needs to obtain service-users' views
(Sigelman et al 1982), the challenge is to do so effectively: opportunities need to be
available for people to express their views, which in turn will be represented accurately
in subsequent reports. Qualitative research is concerned with subjective experience
(Taylor & Bogdan 1981) - a way in which one can understand people by viewing them
in their social situation and exploring their view of it (Bercovici 1981). Although
interest is growing about how people §vith learning disabilities live their lives in the
community, the pubiished literature on methodological issues is small (Sigelman &
Budd 1986). Flynn (1986) believes that more sharing of experiences among researchers

is needed.

The involvement of service-users in research about their own lives is straightforward :
they are in the best position to describe their social situation, their personal experience
and their feelings about it (Wyngaarden 1981). How the involvement occurs does raise
many issues. Brost & Johnson (1982) suggest what they term the "Getting to Know
you" approach, which means investing time with the participants in the research within

the context of a relationship, allowing a sense of that person's life to gradually develop.
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The argument here is that the majority of problems in research can be overcome given a
generous allocation of resources, frequent and regular contact over a long period, whilst
taking advantage of a wide variety of opportunities for both conversation and
observation (Edgerton, Bollinger & Herr 1984). This is referred to as the "naturalistic"
approach, and is usually unworkable for small projects or pieces of research with limited

resources.

Most contemporary research is based around interviewing. The small but growing body
of literature has created a consensus regarding the sorts of questions to be asked; how
they should be asked; who should be involved; the safeguards to be built in. Atkinson
(1988) suggests that the following considerations apply to participants in a variety of

contexts and from different backgrounds.

1. Questions to ask
These need to be open-ended (e.g.Sigelman et al 1980), as this avoids acquiescence and

over-reporting which is associated with yes/no questions, and any tendency to choose

the second option in either/or questions (Sigelman & Budd 1986).
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2. Conducting Interviews

As with all interviewing, the interaction between researcher and interviewee should be
relaxed, unobtrusive and as informal as possible (Taylor & Bogdan 1981).

3. Who should be involved?

Individual interviews maintain confidentiality (Wyngaarden 1981) and it could help to
be aware of any communication skills needed when there are known limitations (Flynn

1986). Using tape recorders reduces the chances of the interview being seen as a test, as

well as there being less writing for the interviewer.

4. Safeguards

(i) Questions can be asked in a number of ways so that answers can be cross-checked'

(Wyngaarden 1981).
(ii) Beginning the interview with easy questions can build confidence in both the

respondent and the interviewer. Difficult questions, or questions that are sensitive, can

be placed in the middle or at the end of the interview (Atkinson 1988).
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(iii) People closely involved in the respondent's life can provide information which can
act as a "check" for any data gathered (Sigelman et al 1981) - although this is

controversial in terms of breaching confidentiality, and needs to be handled sensitively.

Atkinson's "anticipated areas of difficulty".

Atkinson (1988) suggests four main areas of difficulty, potentially arising during the

course of interviewing people with learning disabilities.

(A) The Respondent's characteristics

There are four considerations :

1. Institutional background
- the interviewee might have limited experience of "ordinary" life, and have little to say.
S/he might be inhibited by the fear of failure, which for them could suggest a return to

the institution.

2. Limited understanding

- s/he might find it difficult to comprehend the purpose of research or the questions
asked, or might have difficulty in expressing her/his own views and experiences.
Recalling events or names of people and communication in general can all present

difficulties for those with learning disabilities.
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3. Trying to please
- s/he might be preoccupied with trying to say what s/he thinks the researcher wants to
hear. Great care is therefore needed to support respondents in giving their answers,

without leading them, "influencing their choice of words or mode of expression"

(Atkinson 1988).

4. Communication difficulties
- speech or hearing difficulties might present problems when the respondent and
interviewer are trying to communicate. Knowing the respondent well and being aware of

their own personal modes of communication help to alleviate such problems.

(B) Respondent's perception of research

People with learning disabilities have often lived segregated and stigmatised lives - this
will possibly affect their perception of the research. One-to-one contact can lead them to
believe that they're being tested or checked up upon. This might lead to non co-

operation or reluctance to talk about certain issues.

(C) The need for feedback
Reassuring people during the course of interviewing can allay many fears - apart from
explaining clearly the nature of the research, the interviewer can refér to the positive

implications that the participant's help could have for others (Atkinson 1988).
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(D) The respondent's perception of the researcher

Where the researcher is known to the respondents, it is essential that any data collection
takes place outside any usual contact. A convincing explanation of the purposes of the
research will help to ensure that respondents not only take the interviews seriously, but
also will not be anxious about their implications. If the researcher is not known to the

respondents, it helps if the person making the introduction is a familiar, trusted person.

With so many potential pitfalls, one can see the advantage of utilising data collected
from other sources, to add context to service-users' responses. However, when
respondents participate in interviews which leave them feeling valued - perhaps because
somebody has spent quality time and afforded them respect - the extent of the

difficulties can be limited.

These considerations can now be placed in a wider framework, which attempts to link
issues around data collection to an established methodological perspective and approach

towards social policy.

Comparative Social Policy: Issues of approach and methodology

This discussion will attempt to briefly explain the approach to social policy taken by the
present study, using the work of Ginsberg (1992) as its theoretical basis. With this

established, the considerations when undertaking comparative work, as outlined by



Jones (1985), will be addressed - the aim being generally to clarify any methodological

assumptions being made in research of this nature.

For Ginsberg (1992), the terms "social policy" and "the welfare state" are
interchangeable, and are taken to refer to government action or inaction in the realms of
education, housing, personal and family income and the personal care services. This
action or inaction becomes policy when it is intentionally sustained over a period of time

(Heidenheimer et al 1990).

Ginsberg (1992) describes four main routes through which welfare states can be

established:

(1) Party pluralism - the response to pressure from interest groups and the electorate

(2) Corporatist pluralism - negotiation between corporate bodies and the government

(3) State capacity - the institutional structures and administrations within the state

(4) Neo-Mérxism or socialism - the political class struggle as advocated by trades union
movements and left wing political parties campaigning on behalf of the working

classes.

The neo-Marxist approach is the only one which views policy change resulting from
"pressure" from below, whether it be in the form of welfare rights movements, anti-
racist movements or other lobbying groups. Thé other approaches view policy change as
originating "from above", usually instigated by organisations within the establishment

and/or their leaders. Social policy, then, can develop as a result of the conflict between
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pressure "from above" - the economic and political forces in power - and the movements

and groups campaigning "from below", for unmet needs.

Ginsberg (1992) also looks at the substance of social policy - in other words, its nature
and purpose. Empirically, this is conveyed by means of public finance, legislation and
administration of welfare (Higgins 1986), but Ginsberg (1992) argues that such data do
not describe the nature or incidence of welfare needs. There are three angles from which

to view the function of social policy:

() The idealist approach: policy developing as a result of conflict between differing
ideologies, from which emerges a dominant consensus. This approach tends to result
in the production of welfare "typologies" based on factual data, such as welfare

expenditure.

(ii) The sociological approach: this looks at social policy as a way of tackling
difficulties of social order, integration and discipline in industrial societies. A
critical or neo-Marxist analysis would view the sociological function of social policy

as maintaining social divisions.
(iii) Economic approaches: these advocate the influence of economic forces and policy

over social policy, the domain of most Western governments. A decrease in welfare

expenditure could be used to quieten economic activity and inflationary demand.
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These three approaches are not mutually exclusive - there is often an interplay existing
between them, but considering them separately helps to clarify their individual

implications.

The present study views social policy in terms of Ginsberg's neo-Marxist approach -
which is to say that social policy legislating for people with learning disabilities in the
UK. is considered here to uphold the differences between "people with" and "people
without" a learning disability. While the Community Care Act (1990) might set out to
integrate those people once living in mental handicap hospitals into regular daily life,
the feeling here is that the implementation of such policy can in practice serve to
highlight differences between service users and other members of the community.
Economic considerations have often taken precedence over ideology during the process
of deinstitutionalisation (e.g. Collins 1992), while many services have been set up with
quality measured in terms of staffing levels, increases or decreases in difficult behaviour
and‘other so-called objective data. Taking akqualitative approach in this study aims to
create distance ffom this dilemma, looking at quality in the context of daily life, while
also considering the extent to which a policy of integration has served to maintain the

isolation of people with learning disabilities.
Ginsberg’s emphasis on conflict is also particularly important for understanding the

development of Italian psychiatry services and how this influenced the approach taken

with services for people with learning disabilities (see Chapter 5).
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This sets the scene for an exploration of the key issues arising from the comparative

approach to social policy adopted in this study.

The Case for cross-national research

The pragmatic aspects of comparative work have been clearly established by Jones

(1985). She maintains that:

1. Comparative work promotes a clearer comprehension of the home social policy

environment

2. It broadens ideas or "lessons from abroad"

3. The exposure to a wider variety of responses and data provides the potential for the

development of theoretical constructs and social policy formation.

These basic tenets can be expanded further. To first look at the argument regarding the
promotion of clearer understanding of the home social policy environment - in this case,
learning disability services in Britainf Jones argues that social policy is relative to the
time and place within the home country, that contemporary social policy is discussed in
relation to that of other times. The performance and behaviour of local authorities is
viewed in the light of observing local authorities elsewhere, which logically brings one
to the conclusion that studying national policy needs the policies of other nations to

provide a reference point. It seems reasonable to want to establish whether the perceived
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difficulties, problems or attitudes of the home country are peculiar to that country, or
indeed exist to a greater or lesser extent in other similar nations. Jones remarks that with
the advent of the E.U., academics, lobbyists and other professionals are liable to make
comparisons at their convenience, to support a personal cause, and the author calls for

the "intelligent" adoption of the method.

"Taking lessons from abroad" again demands caution. The temptation to lift verbatim
from other nations' "good ideas", leading to the creation of an utopian society, is

illusory:

"Social policies do not exist in a vacuum apart from each other and independent of
the society within which and as part of which they have developed" (Jones 1985

p5)
Without due consideration, it would be all too easy to over-simplify another nation's

policy. Jones continues by saying that

"...lessons from abroad, both positive and negative, are there for the taking. The
value of the lesson, however, depends very much upon how carefully and
sympathetically it has been identified, defined and analyzed in the first place."
(p5)

Thirdly, the development of knowledge regarding the theoretical underpinnings of social
policy is limited by "natural" situations in which research takes place. Time and/or place

comparisons therefore have the attraction of an additional dimension for study.
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